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Abstract 

Improving access to human immunodeficiency virus (HIV) testing and treatment is 

at the core of a global strategy known as “Treatment as Prevention” which aims to 

bring about the end of the acquired immune deficiency syndrome epidemic. Within 

Europe, migrants bear a disproportionate burden of HIV infection, yet evidence 

about the HIV testing and care needs of this population is sparse. This thesis 

identifies the barriers and facilitators to Treatment as Prevention for migrants living 

in Europe and explores how these factors differ between women, heterosexual men, 

and gay and bisexual men.  

Two cross-sectional surveys were conducted. One study was the first multinational 

survey to sample multiple migrant groups living with HIV in Europe, and recruited 

2,221 migrant adults living with HIV from 57 HIV clinics in nine European 

countries. Questionnaires were completed electronically and linked to clinical 

records. The second study recruited 1,628 respondents to a web-based survey. The 

primary outcomes were access to primary care and a HIV testing history. Data were 

analysed using logistic regression (with random effects for clinics). Twenty-two in-

depth interviews provided historical and ecological context for the survey data. An 

ecosocial framework was used to guide analysis and interpret the findings.  

The results show that the primary outcomes were associated with structural factors 

such as immigration status and country of residence, as well as sexual behaviour, 

risk perception and HIV-related stigma. Migration plans and histories influence 

health-seeking behaviour and migrant networks are important facilitators for 

accessing healthcare. Despite ready access to HIV treatment which allowed 

individuals to survive, some migrants were unable to thrive because of 

immigration-related stress, stigma and social deprivation. For Treatment as 

Prevention to work for migrants, interventions should focus on reducing 

seroconversion among gay and bisexual men and increasing provider-initiated HIV 

testing opportunities for women and heterosexual men.  
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Impact statement 

This research aimed to explore the barriers to accessing human immunodeficiency 

(HIV) testing, treatment and ongoing care faced by migrants living in Europe. 

Migrants were asked to participate in one of two surveys: one recruited people 

attending HIV clinics in nine countries and the other recruited individuals in 31 

counties via an online survey. Additionally, 22 people participated in interviews 

which captured stories about the difficulties of being a migrant with HIV in the 

United Kingdom. 

This thesis used an ecosocial framework to highlight the importance of 

understanding migration as a social determinant of health. The results provide 

policymakers in Europe with information about the barriers to accessing healthcare 

for migrants, and the conclusions emphasise the need to adopt a multilevel 

approach to HIV prevention. Some of the findings come from the first multinational 

surveys to sample the different migrant groups living with HIV in Europe. The 

results will be especially useful to the European Centre for Disease Prevention and 

Control (ECDC), an organisation that continually aims to improve its surveillance 

data. For example, this research shows that those with temporary residency permits 

face barriers to HIV testing and care. If ECDC incorporates immigration status into 

its supranational monitoring commitments, this might assist national HIV 

programme managers when planning interventions to reduce HIV acquisition 

among migrants.  

A community mobilisation and engagement project ran alongside the studies, and 

the findings were given directly to community stakeholders, speeding up the 

translational research process. Community-based organisations disseminated the 

survey results to service providers and services users in more than 50 workshops in 

nine countries. The findings are particularly useful for service providers at the 

“coalface” of HIV prevention and health promotion. For example, previous studies 

identify low perceived risk of HIV acquisition as a barrier to HIV testing for migrant 

women and heterosexual men. This is one of the first studies to determine low 

perception of risk as an unmet HIV prevention need specifically among migrant gay 
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and bisexual men. The surveys also found that unclear information about rights to 

obtaining healthcare was an obstacle to HIV testing and treatment. Community 

organisations can use this information to increase knowledge about migrant rights, 

as well as deliver programmes that raise awareness of HIV among gay and bisexual 

men. 

Data presented in this thesis also led to three publications in academic journals and 

seven presentations and posters at international conferences. There are plans for 

future scholarly papers and community publications. An active website and 

Facebook page deliver the results directly back to individuals who participated in 

the surveys.  

Finally, this thesis highlights the importance of reflective practice among 

quantitative researchers. In so doing, the hope is more epidemiologists will adopt an 

ecosocial framework when conducting their research. The thesis also highlights the 

need to improve current methods for capturing and interpreting data about race, 

ethnicity, socioeconomic status and migration within surveillance and 

epidemiological studies.  
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Glossary and abbreviations 

AIDS  Acquired Immune Deficiency Syndrome. 

aMASE Advancing Migrant Access to health Services in Europe. The cross-

sectional surveys that were part of work package 14 of EuroCoord.  

aOR Adjusted Odds Ratio. 

ART Antiretroviral therapy. A biomedical intervention that reduces the 

amount of virus in an HIV infected person’s body fluids thereby 

reducing the chance of onward transmission of HIV.  

Asylum 

seeker/Refugee 

The United Nations 1951 Refugee Convention and its 1967 Article 

1A(2) defines a refugee as a person who is outside his or her country 

of nationality or habitual residence; has a well-founded fear of being 

persecuted because of his or her race, religion, nationality, 

membership of a particular social group or political opinion; and is 

unable or unwilling to avail him— or herself of the protection of that 

country, or to return there, for fear of persecution. An asylum seeker 

is a person looking for protection and refugee status.  

BME Black and Minority Ethnic. 

CAG  Community Advisory Group. 

CAPI Computer Assisted Personal Interview. 

CASI Computer Assisted Self Interview. 

CBO Community Based Organisation. 

CCOR Current Country of Residence. 

CD4 Cells CD4 or T Helper cells are a sub-group of T-lymphocytes that are 

used as a surrogate marker of the health of the immune system in 

HIV infection. 

CEE Central and Eastern Europe 

CI Confidence Interval. 

COB Country of Birth 
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ECDC European Centre for Disease Prevention and Control, an 

independent agency of the European Union aimed at strengthening 

Europe's defences against infectious diseases, including HIV and STI. 

EEA European Economic Area. 

EFTA European Free Trade Association. 

EU European Union. 

EuroCoord  European Network of HIV/AIDS Cohort Studies to Coordinate at 

European and International Level Clinical Research on HIV/AIDS. A 

European Union funded Network of Excellence established by 

several of the biggest HIV cohorts and collaborations within Europe - 

CASCADE, COHERE, EuroSIDA, and PENTA.  

GP  General Practitioner. 

GUM  Genitourinary Medicine - the clinics where sexually transmitted 

infections are diagnosed and treated. 

HAART  Highly Active Antiretroviral Therapy. 

HIV  Human Immunodeficiency Virus, the virus that causes AIDS.  

IDU Injecting Drug User. 

IQR Interquartile Range. 

Late diagnosis Diagnosis after antiretroviral treatment would normally have begun, 

or when the person has an illness, which defines them as having 

AIDS. Defined here as diagnosis <350 cells/mm3. Very late diagnosis 

is defined as diagnosis at less 200 CD4 cells/mm3. 

Late presenters Individuals who fit the definition of late diagnosis AND serological 

evidence suggests the HIV infection was acquired more than 6 

months prior to diagnosis. 

MSM  Men who have Sex with Men. 

NHS National Health Service. 

OR  Odds Ratio (Crude). 

PEP Post Exposure Prophylaxis 
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POCT Point-of-Care Testing, also known as rapid testing, conducted away 

from specialised facilities with results delivered in less than an hour.  

PrEP Pre Exposure Prophylaxis 

PWID People Who Inject Drugs. 

RCT  Randomised Control Trial. 

STI Sexually Transmitted Infections. 

TasP Treatment as Prevention. Refers to a range of biomedical 

interventions that result in preventing the onward transmission of 

HIV. In this thesis PEP and PrEP are not included in this definition 

and TASP refers exclusively to “test and treat” strategies.  

Test and Treat A combination HIV prevention strategy based on the idea that the 

HIV epidemic can be ameliorated and (onward HIV transmission 

eliminated) if a concerted public health effort is made to identify 

those living with undiagnosed HIV and place them on antiretroviral 

therapy.  

Trans* Short for transgender, a term for people whose gender identity, 

expression or behaviour is different from those typically associated 

with the assigned sex at birth. Trans man is a term for a transgender 

individual who currently identifies as a man. Trans woman is a term 

for a transgender individual who currently identifies as a woman. 

The asterisk denotes an inclusive term that refers to all the identities 

within the gender identity spectrum. 

UAI Unprotected anal intercourse. 

UK United Kingdom. 

UNAIDS Joint United Nations Programme on HIV/AIDS. 

WHO World Health Organisation. 
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Chapter 1 Introduction 

Powerful momentum is now building towards a new narrative on HIV treatment 
and a new, final, ambitious, but achievable target: 

• By 2020, 90% of all people living with HIV will know their HIV status. 

• By 2020, 90% of all people with diagnosed HIV infection will receive 
sustained antiretroviral therapy. 

• By 2020, 90% of all people receiving antiretroviral therapy will have viral 
suppression. 

UNAIDS1 

In 2014, the Joint United Nations Program on HIV/AIDS (UNAIDS) announced the 

beginning of the end of the acquired immune deficiency syndrome (AIDS) epidemic 

(UNAIDS, 2014b). At that time, human immunodeficiency virus (HIV) had been 

identified as the virus that causes AIDS for 30 years, and some 39 million people 

had died in an epidemic that had reached every country in the world. An estimated 

35 million people were living with HIV worldwide in 2014 – a staggering 71% of 

whom lived in sub-Saharan Africa where almost 5% of adults had contracted the 

virus (UNAIDS, 2014b). Although new HIV infections had been steadily declining 

for several years, there were still over 2 million new HIV infections in 2013. All over 

the world factors arising from social inequalities continued to put populations at 

increased risk of acquiring HIV, yet UNAIDS set a goal of ending the AIDS 

epidemic in “every region, every country, in every location, in every population and 

every community” by 2030 (UNAIDS, 2014b). This ambitious plan, known as 90-90-

90, was only made possible through the use of widespread antiretroviral therapy 

(ART) and strategy of Treatment as Prevention (TasP). 

This social epidemiological thesis is about the potential for TasP to “end AIDS” for 

migrants living in Europe, a population group disproportionately affected by HIV. 

In this introductory chapter, I begin with a history of HIV testing, a fundamental 

component of TasP, followed by an overview of the evidence that justifies UNAIDS’ 

hope and optimism for ending the AIDS epidemic. I review explanations of how 

                                                
1 90-90-90 An ambitious treatment target to help end the AIDS epidemic (UNAIDS, 2014a) 
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and why migrant health differs from that of nonmigrants and briefly outline 

theories from the vast field of migration studies. I also provide a short explanation 

of ecosocial theory, the theoretical framework that underpins the analysis and 

interpretation of the empirical research that informs this thesis. The chapter 

concludes with the thesis aims and objectives and an outline of the thesis structure. 

1.1 A history of HIV testing 

People infected [with HIV] were worried that this was a stamp on them. But then 
they realized, certainly in a short period of time, that this was the way the epidemic 
could be monitored, the way the disease could be treated and followed, the way that 
we could save people's lives – by testing blood.  

Dr Robert Gallo, co-discoverer of the human immunodeficiency virus2 

In 1981, the United States (US) Centers for Disease Control and Prevention (CDC) 

began reporting on an immunodeficiency disease that was believed to be related to 

the “homosexual lifestyle” (Gottlieb et al., 1981). The initial bulletin reported five 

cases in Los Angeles of Pneumocystis carinii pneumonia (PCP), a rare strain of 

pneumonia that in the US ordinarily only infected individuals with a severely 

suppressed immune system, such as those receiving treatment for cancer. The fact 

that all the cases were in young, previously healthy, gay men led CDC to speculate 

that a new sexually transmitted disease was emerging (Gottlieb et al., 1981).  

As the number of cases increased, research into the newly discovered disease 

progressed rapidly: CDC first used the term AIDS in 1982 (CDC, 1982); in 1983 a 

retrovirus discovered by researchers in Paris, France was identified as the putative 

cause of AIDS (Greene, 2007); by 1984 a blood test for antibodies to the virus had 

been developed and it was no longer considered an exclusively “gay disease”(Gallo, 

2006). Epidemiologists had identified that the major routes of transmission were 

through the exchange of bodily fluids, either during sex, through blood transfusions 

or from mother-to-child (vertical) transmission (Gallo, 2006, Greene, 2007). By the 

end of 1985 the US Food and Drug Administration (FDA) had licensed Abbott 

                                                
2 Oral history interview with Dr Robert Gallo of the National Cancer Institute about the history of 
AIDS (Gallo, 1994). 
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Laboratories to produce the first commercially available test for “the AIDS virus”– 

the enzyme linked immunosorbent assay (ELISA) or Enzyme Immunoassay; EIA – 

see Figure 1-1; U.S. FDA, 2018a).  

 

Figure 1-1: Photo of the Abbott Enzyme Immunoassay for the Detection of Antibody to Human T-
Lymphotropic Virus Type III in Human Serum or Plasma (EIA HLTV III) test kit  
Source: National Museum of American History, Kenneth E. Behring Center. 

At the time effective treatment for AIDS was unavailable and the immediate hope 

for slowing the spread of the disease rested on identifying those who had been 

infected. Thousands of people, including 5,000 haemophiliacs in the US (White, 

2010) and 1,200 haemophiliacs in the United Kingdom (UK; Darby et al., 1989), had 

been infected through donated blood products, and in the US and Europe the 

primary purpose of the ELISA was to screen blood donations (Greene, 2007). 

The Abbott test could also be used by professionals to identify those who were ill or 

who feared they might be infected. It had a high degree of sensitivity and specificity 

(Barrett et al., 1986) and performed well enough that there was a 93.4% probability a 

person with the virus would receive a positive test result and a 99.78% chance a 

person without the virus would have a negative test result (Barry et al., 1986). There 

remained the possibility that an individual would receive an incorrect test result 
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and therefore Abbott Laboratories were required by the FDA to issue the test kits 

with a warning label:  

“It is inappropriate to use this test as a screen for AIDS or as a screen for members 
of groups at increased risk for AIDS in the general population. The presence of HTLV 
III antibody is NOT a diagnosis of AIDS” 

Abbott Laboratories, 1986  

This label illustrates several features of the epidemic at that time. First, international 

agreement on the name of the virus had yet to take place; that would come in May 

1986 when HTLV-III and lymphadenopathy-associated virus (LAV-II, as it was 

known in France), were officially renamed HIV by the International Committee on 

the Taxonomy of Viruses (Greene, 2007). Second, the true meaning of a positive test 

result was unclear. Knowledge about retroviruses and the human immunological 

response was limited. Questions remained about whether a person who carried 

antibodies to HIV was: (a) still infected with the virus; (b) could transmit the virus, 

or (c) would go on to develop AIDS (Gallo, 1994, Barry et al., 1986, Moskop, 1988). 

Third, epidemiologists had identified “groups at increased risk for AIDS in the 

general population”, which at that time was still informed by the “4-Hs” 

(haemophiliacs, heroin addicts, homosexuals and Haitians) identified by CDC in 

1982 (Gallo, 2006). The disease was associated with sexual promiscuity, drug use 

and immortality, and consequently, there was heightened anxiety about AIDS-

related stigma and discrimination faced by anyone who even took the test, 

regardless of the result (Gallo, 2006). 

1.1.1  Equivocal testing  

Given the potential for stigma and the lack of a cure or a vaccine against HIV/AIDS 

there were concerns about the psychological effects on individuals who tested HIV 

positive (Jacobsen et al., 1990, Parker, 1988, Kelly et al., 1987). Widespread HIV 

testing by individuals was considered with ambivalence, even as governments and 

organisations sought to raise awareness of HIV (Darrow, 1987, Berridge, 1996; see 

Figure 1-2 for early HIV testing leaflets in the UK). A human rights-based approach 

was adopted towards non-anonymous HIV testing (WHO Global Programme on 



 

22 

AIDS, 1988), with UK national HIV testing guidelines emphasising the need for 

informed consent which included detailed pre- and post-test counselling for 

individuals who were experiencing symptoms or were worried they were infected 

(Berridge, 1996).  

 

Figure 1-2: HIV testing leaflets from the late 1980s  
Left: 1986 leaflet produced by UK HIV charity THT, then known as The Terrence Higgins Trust. Right: 
1988 leaflet produced by a special health authority of England’s National Health Service. Source: 
www.hivgraphiccommunication.com  

Progress in HIV/AIDS research continued. In March 1987, nearly two years after the 

introduction of the ELISA, a drug developed to combat cancer – zidovudine (AZT) – 

was introduced as the first anti-HIV medication (Greene, 2007). The following 

month, the FDA approved the first Western Blot blood test kit, a more specific test 

for the virus (U. S. Food & Drug Administration, 2014).  

The next year was bookended by two major events that signalled that a global effort 

to mobilise a response to the HIV/AIDS epidemic was underway (Greene, 2007). A 

world summit of ministers of health took place in January 1988, and attendees 

issued the London Declaration on AIDS Prevention, which called for “urgent action 

by all governments and people the world over” to implement the World Health 
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Organization’s (WHO) Global AIDS Strategy (WHO Global Programme on AIDS, 

1988). In December 1988 the first World AIDS Day was held. The theme was “Talk 

about HIV/AIDS”, highlighting the need to raise awareness of HIV prevention.  

In this era, the WHO Global Programme on AIDS produced several progress reports 

but did not focus on increasing the uptake of HIV testing in specific populations at 

risk of HIV. Although another antiretroviral drug had become available in 1989,3 

thereby improving HIV treatment (Greene, 2007), there was still some uncertainty 

about the individual or public health benefit of HIV testing and counselling, as this 

quote from a report of WHO activities in 1992-93 illustrates: 

Based on a review of current evidence concerning the value of voluntary testing and 
counselling in preventing HIV transmission through behaviour change, the Council 
also concluded that voluntary testing and counselling is important for the care and 
support of HIV-affected people, but for now should not be given high priority as a 
prevention intervention as its potential impact on behaviour change is uncertain.  

WHO Global Programme on AIDS, 1995 

1.1.2 Testing is beneficial  

Equivocation about the importance of HIV testing did not last long. The benefits of 

pregnant women testing for HIV were demonstrated in 1994 when a clinical trial 

showed that AZT prophylaxis could reduce the risk of vertical HIV transmission by 

approximately two thirds (Connor et al., 1994). Then in 1996, after a wave of 

pathogenesis-driven studies (Cooper and Merigan, 1996), came the introduction of 

triple-combination therapy – also known as highly active antiretroviral therapy 

(HAART). Various classes of HIV drugs were combined in a potent antiretroviral 

“cocktail” that produced dramatic clinical responses in patients (Greene, 2007). 

Deaths due to AIDS started to decrease4 and the availability of effective treatment 

started to change the HIV testing landscape.  

                                                
3 Didanosine (ddI), approved for use by the U.S. FDA in 1991. (U.S. FDA, 2018b) 

4 Data analysis of a European cohort of HIV positive patients found deaths from HIV-related disease 
decreased by an estimated 23% annually between 1994 and 2004 (Mocroft et al., 2002).  
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UNAIDS superseded the Global Programme on AIDS in 1996 and by 1997 the new 

organisation had issued new technical guidelines which were less equivocal about 

HIV testing (UNAIDS, 1997). Even as the scale-up of HIV testing was endorsed at a 

global level, previous ambivalence about the value of taking an HIV test remained 

late into the 1990s, as illustrated by contemporary HIV testing educational and 

campaign material produced by UK organisations (see Figure 1-3). 

The value of HIV testing as an intervention that could reduce the spread of the virus 

was determined through clinical trials. In the UK, a multicentre clinical trial found 

that the uptake of HIV testing among pregnant women was unacceptably low, 

despite clinic policy of a “universal offer” of an HIV test to every woman (24% of 

those offered a test agreed to it; Gibb et al., 1998). In 1999, an opt-out approach to 

antenatal testing was adopted, with all pregnant women tested for HIV unless they 

specifically declined. This policy change significantly increased HIV testing uptake 

among pregnant women in the UK to over 90% within five years (Fisher and 

Delpech, 2009). Alongside antiretroviral prophylaxis and other clinical practices, 

opt-out testing has reduced the incidence of mother-to-child infections in the UK to 

0.3% in recent years (Peters et al., 2017).  

By the early part of the 21st Century definitive evidence emerged that HIV testing is 

an effective part of the HIV prevention toolkit outside antenatal care. Studies 

showed that once a person is aware of their HIV positive status they are less likely 

to engage in unprotected sex, thus reducing the chances of onward HIV 

transmission (Fonner et al., 2012, Fox et al., 2009, Marks et al., 2005). These studies 

were based on self-reported behaviour change, but findings from other research 

indicates that it is not just behaviour change in people living with diagnosed HIV 

that reduces the likelihood of virus transmission. ART and the suppression of HIV 

within the body are now understood to be key components in controlling the 

epidemic. The mechanisms behind this process of using treatment as prevention are 

explained in the next section. 
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Figure 1-3: 1990s UK HIV testing materials  
Top left: campaign leaflet by Act UP (AIDS Coalition to Unleash Power) UK circa 1993; top right: 
reverse side of GMFA (Gay Men Fighting AIDS) postcard 1996; centre left; Barnet Health Authority 
press advertisement, March 1997; bottom right: Health Education Authority press advertisement, 
February 1998; centre right: press advertisement by Continuum, a voluntary organisation, December 
1997. Source: www.hivgraphiccommunication.com 
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1.2 Using treatment as prevention 

ART is so effective at controlling HIV that within an average of three months 

(Geretti et al., 2009) concentrations of virus in the blood are so low that standard 

laboratory tests can no longer detect the virus. At this point an individual is said to 

have an “undetectable viral load”. Long-term use of ART does not act as a cure for 

HIV because it does not eliminate the virus from the body. Instead, reservoirs of the 

virus remain latent within cells that are neither affected by ART nor detected (and 

then destroyed) by the immune system.5 If a person ceases ART the virus re-

emerges and the individual once again succumbs to infection and illness. 

Much in the same way that mother-to-child transmission of HIV is dependent on 

maternal viral load (Garcia et al., 1999, Rousseau et al., 2003, 2010, Siegfried et al., 

2011), sexual transmission of HIV is influenced by the presence of the virus in 

genital secretions (Nunnari et al., 2002, Vernazza et al., 2000). The concentration of 

virus in genital secretions is a lot lower than in blood plasma, and even when viral 

genes are detected in genital secretions these viruses are not fully infectious 

(Nunnari et al., 2002, Vernazza et al., 2000). For those on ART (and clear of sexually 

transmitted infections), the risk of sexual transmission when there is no detectable 

blood plasma HIV is negligible (Cohen et al., 2011).  

People living with undiagnosed HIV – and consequently not on ART – have much 

higher viral loads in both blood plasma and genital secretions. Marks et al. (2006) 

used meta-analytical modelling to compare the contribution to incident HIV 

infections of those living with diagnosed and undiagnosed HIV. The findings 

suggested that 54% of new infections in the USA could come from 25% of 

individuals unaware of their HIV positive status (Marks et al., 2006). At the upper 

limits of the mathematical model (which assumed that the unaware group had twice 

as many sexual partners as the aware group) Marks et al. estimated that those 25% 

of people unaware of their HIV status could contribute 70% of new infections 

(Marks et al., 2006). Other studies have indicated that people with primary (acute) 

                                                
5 For a detailed description of the HIV replication cycle and a review of the literature on HIV latency 
see Sedaghat et al., 2008 or Melkova et al., 2017          
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HIV infection have very high viral loads and may account for between 9% and 48% 

of HIV transmission (Phillips et al., 2013, Pinkerton et al., 2008).  

1.2.1 Personal and public benefits of early HIV treatment initiation 

Clearly then, reducing viral loads by initiating treatment as soon as possible could 

have a significant impact on the epidemic. But ART can have devastating side-

effects and the decision about when individuals should start treatment has been the 

subject of much research and debate (Eholie et al., 2016). Up until 2009, most global 

organisations, including the International AIDS Society (IAS), WHO and European 

AIDS Clinical Society (EACS), recommended that ART should be initiated in 

asymptomatic individuals with a CD4 count 6 below 350 cells/mm3 (Eholie et al., 

2016). Drug toxicity from ART can cause cardiovascular, brain, kidney and liver 

damage, thus treatment initiation guidelines reflected concerns that side effects 

could have a negative impact on long-term adherence, which in turn could lead to 

drug resistance (Yeni et al., 2002, Eholie et al., 2016, Iyidogan and Anderson, 2014).7 

Early ART initiation was shown to have significant population-level benefits when a 

multinational randomised controlled trial (RCT) with HIV-1 serodiscordant couples 

found that early ART initiation resulted in a relative reduction of 89% in the number 

new HIV infections compared with delayed therapy (Cohen et al., 2011). Findings 

from observational studies and clinical trials also revealed that few transmissions 

take place when one sexual partner is HIV-positive and on ART and the other is 

HIV-negative (Quinn et al., 2000, Attia et al., 2009).  

Later studies provided definitive evidence that early treatment with ART has long-

term health benefits for those who are asymptomatic at diagnosis or with high CD4 

counts (Insight Start Study Group, 2015, The TEMPRANO ANRS 12136 Study 

Group, 2015, Grinsztejn et al., 2014). Treatment guidelines across IAS, WHO and 

EACS were harmonised by 2015 to reflect the personal and public health benefits of 

                                                
6 The degree of immunosuppression is quantified by estimating the number of CD4 + T cells (CD4); the 
lower the count the greater the risk of opportunistic infection and death.   
7 AZT-resistant virus transmission was first documented in 1993 (Greene, 2007). Since then ART drug 
regimens have become more effective at delaying drug resistance, in part because of decreased side 
effects and toxicity in new classes of antiretroviral drugs (Iyidogan and Anderson, 2014).   
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early treatment (Eholie et al., 2016); immediate ART initiation is recommended for 

all newly diagnosed individuals regardless of CD4 cell count.  

1.2.2 “Test and treat” 

If people living with undiagnosed HIV infection are the key drivers of HIV 

epidemics (as suggested by epidemiological and biological studies) and those 

diagnosed and on treatment are unlikely to pass on their HIV infection, then 

locating people living with undiagnosed HIV and initiating ART as soon as possible 

is likely to be the most effective way to control the HIV epidemic. Implementing 

“test and treat” strategies (i.e. interventions that increase the uptake of HIV testing 

and ART) is, therefore, a fundamental aspect of TasP. A 2009 mathematical model 

using data from the South African epidemic suggested universal voluntary HIV 

testing with immediate ART initiation could reduce HIV prevalence to less than 1% 

within 50 years (Granich et al., 2009).  

Innovations in HIV testing technology has led to the availability of a wide variety of 

HIV testing options, including licensed home sampling or home testing kits, as well 

as urine and oral fluid tests (Figure 1-4). Some of these testing technologies, such as 

rapid testing, have been found to increase the uptake of HIV testing or otherwise 

benefit those who test for HIV (Pottie et al., 2011; see Chapter 2 for a review of the 

literature on HIV testing interventions for migrant populations).  

The scale-up of HIV testing interventions has the added benefit of reducing late 

diagnosis, (individuals diagnosed with a CD4 cell count below 350 cells/mm3 or 

with an AIDS-defining illness) which places a heavy burden on patients and 

healthcare systems. People diagnosed late are more likely to become ill, have shorter 

life expectancy (Chadborn et al., 2005, Chadborn et al., 2006), have impaired 

response to ART (Stohr et al., 2007), and increase costs to healthcare services (Krentz 

et al., 2004, Insight Start Study Group, 2015). 

TasP has public health benefits, but ART is also treatment that will significantly 

improve the quality of a life and life expectancy of those diagnosed with HIV (Sabin, 

2013). It is no wonder then that UNAIDS put forward a plan as bold and ambitious 

as 90-90-90.  
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 1984  First HIV test created 1 

 ELISA test licensed in the U.S.2 1985   

 
 1986  

First Western Blot blood test kit 2 1987   

 
 1988  

 1989   

 
 1990  

First test to detect HIV-1 and HIV-2 
antibodies 2 1991   

 
 1992 First rapid test (10 min diagnostic test 

kit) 2 

 1993   

 
 1994 First oral fluid test 2 

 1995   

 
 1996 First home and urine tests  

First HIV-1 antigen test kit 2 

HIV home tests banned in Germany 3 1997   

 
 1998  

 1999   

 
 2000  

 2001   

 
 2002 First rapid tests using finger prick 2 

 2003   

 
 2004 First rapid oral fluid test 2 

 2005   

 
 2006  

 2007   

 
 2008  

 2009   

 
 2010 First test to detect both antigen and 

antibodies 2 

 2011   

 
 2012 First rapid oral fluid home test 2 

First rapid test that detects both antigen 
and antibodies 2 2013   

 
 2014 Home HIV testing kits legalised in UK 4 

Home HIV testing kits go on sale in 
France 5 2015   

  2016 Home HIV testing remains illegal in 35 
European countries 6 

Figure 1-4: Timeline of HIV testing innovations  
Sources: 1Avert (Avert, 2015) 2 US FDA (U.S. FDA, 2018b) and Kaiser Family Foundation (Kaiser 
Family Foundation, 2017); 3BMJ (Karcher, 1997);4 NHS England (NHS Choices, 2018) 5 Vice News 
(Aubourg, 2015) 6 Barring the way to Health (OptTest, 2018) 

TasP requires improved access to HIV testing, treatment and ongoing care. Within 

Europe, the “End of AIDS” is dependent on identifying, treating and preventing 

onward transmission among an estimated 2.2 million people living with HIV (WHO 
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Regional Office for Europe, 2014), many of whom are migrants.8 In the following 

sections I consider theories of migrant health that perhaps explain why migrant 

communities bear a heavy and disproportionate burden of the HIV epidemic in 

Europe, as well as wider theories of migration. 

1.3 Migrant health and social inequalities 

Social inequities have a profound impact on health outcomes, leading to health 

inequalities (Marmot et al., 2008), with people in a better socioeconomic position 

experiencing better health outcomes (Bambra et al., 2010). Figure 1-5 illustrates that 

social determinants of health include sociodemographic characteristics such as age, 

race/ethnicity, gender, sexual orientation, as well as factors arising from the social 

environment such as education, living and working conditions, unemployment and 

housing. 

 

Figure 1-5: Model of social determinants of health by Dahlgren & Whitehead. Source: Dahlgren & 
Whitehead 1993     

                                                
8 There is no internationally agreed definition of the term “migrant”. Within this thesis, I use the term 
“migrant” with reference to the United Nations (UN) definition of an international migrant “any 
person who changes his or her country of usual residence” (United Nations Department of Economic 
and Social Affairs, 1998). 
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Migration is increasingly recognised an important social determinant of health and 

well-being (Thomas, 2016). While migration is not intrinsically a risk factor for poor 

health, migrants may experience more social inequalities than nonmigrants 

(Thomas, 2016). This leads to a greater risk of ill-health and particularly, sexual ill-

health (Haour-Knipe, 2000). 

It has been observed that migrant populations – particularly within industrialised 

countries – are healthier than the nonmigrant populations in both source and 

destination countries (Razum and Twardella, 2002). This disparity in mortality and 

health outcomes diminishes over time and then reverses, and migrants eventually 

experience worse outcomes than nonmigrant populations (Spallek et al., 2011, 

Spallek et al., 2014). Explanations for this phenomenon include “the healthy migrant 

effect” which posits that only the healthiest individuals migrate which biases 

population estimates of mortality and morbidity. Migrants who fall ill return home, 

an anomaly known as the “salmon bias” (Lu and Zhang, 2016).  

Another potential explanation for the observed disparity in health outcomes 

between migrants and nonmigrants is the migration health transition model, which 

suggest that migrants transition from societies with high mortality due to infectious 

diseases to societies with high mortality due to chronic diseases. While the mortality 

risk from infectious disease rapidly diminishes due to access to healthcare, the 

increased risk of chronic diseases such as heart disease occurs at a much slower rate, 

because of the long latency between exposure to “unhealthy” lifestyle and disease 

occurrence (Razum and Twardella, 2002). Consequently, epidemiological studies 

observe much lower rates of mortality in new migrants (Razum and Twardella, 

2002). Life course models of migrant health, expand on health transition 

explanations by taking account of exposures across the life course and 

acknowledging that exposures throughout the migration process (before, during 

and after) may have short and long-term impacts on health (Spallek et al., 2014, 

Spallek et al., 2011). 
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1.3.1 Migrants and HIV 9 

These models of migrant health are somewhat applicable to an infectious disease 

such as HIV which, due to advances in ART, can be managed as a chronic long-term 

illness. There are life course factors that increase the risk of HIV infection for certain 

migrant populations. These include the background prevalence of HIV in the 

country of origin, as migrants from countries with a generalised epidemic are more 

likely to have been exposed to the virus either sexually, through medical treatment 

or diagnostic procedures (del Amo et al., 2010). Even if a migrant from an HIV 

endemic country is not living with HIV before migration, individuals may 

essentially be migrating into communities where the HIV prevalence is much higher 

than the receiving country population. For example, in the UK in 2007 the HIV 

prevalence among black African communities was estimated to be 3.7% compared 

to 0.09% in the white British (majority) population (Health Protection Agency, 2008). 

Given the high rates of assortative sexual mixing among this group, the chances of 

acquiring HIV are increased in comparison to other ethnic groups (Barlow et al., 

1997, Gras et al., 1999).  

Migrants may also exhibit changes in risk behaviours. Many migrants travel alone 

leaving them isolated, and this may weaken the social norms that regulate sexual 

behaviour, leading to risky behaviours and increased exposure to HIV infection 

(Haour-Knipe, 2000). Early work on the impact of migration on the HIV epidemic in 

Africa indicated that the act of migration itself might put individuals at increased 

risk of acquiring HIV. Mobile populations were more likely to engage in 

condomless sex, have an increased number of partners and generally take more 

risks (Butler and Hallett, 2013).  

Social inequalities associated with migration might increase the risk of late 

diagnosis or acquisition of HIV (Haour-Knipe, 2009). Some individuals may have to 

cope with xenophobia, racism and other forms of stigma and discrimination. There 

are higher levels of unemployment and under-employment among migrants, and in 

Europe, migrants have a lower level of income (Eurostat, 2013). Consequently, 

                                                
9 Details about the HIV epidemic within migrants in Europe are presented in chapter 2. 
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migrants are at significantly increased risk of poverty or social exclusion even if 

they are in employment and they experience poorer housing conditions and 

overcrowding (Eurostat, 2013). These social circumstances may have a negative 

impact on both health-seeking and HIV risk reduction behaviour. Migrants are 

therefore recognised by the European Centre for Disease Prevention and Control 

(ECDC) as a group at increased risk of HIV and are a key population for targeted 

intervention (ECDC, 2010).  

Research on migration and HIV does not generally draw upon the broader field of 

migration studies (Deane et al., 2010). In the next section, I provide an outline of 

concepts from this much broader field. Later in this thesis I incorporate some of 

these theories into my analysis.  

1.3.2 Theories of migration 

There were an estimated 244 million international migrants in 2015, a 60% increase 

in the number of people who moved to a new country in 1990 (United Nations et al., 

2016). Within the vast, expansive, cross-disciplinary field of migration studies, such 

figures are sometimes cited as evidence that we are living in an “age of migration” 

(Castles et al., 2015). Historians point out the “normality and ubiquity of human 

mobility” and note that observations about recent trends in migration are only 

remarkable if the period in view is a short one — 100 years or so (Gabaccia, 2014). 

Adjust the temporal lens slightly, perhaps to a period of 500 years, and the 

interpretation is slightly different; migration patterns may shift over time, but mass 

migration is part of the human experience (Gabaccia, 2014).  

Migration theories attempt to explain why people are driven to move, what 

happens to them post-migration, and the impact of migrants on destination or 

source societies (Massey et al., 1993). No unifying, general theory of migration exists 

and it is unlikely one will emerge (Brettell and Hollifield, 2014). Many migration 

theories are shaped by subject discipline, with scholars in the social sciences, 

humanities and laws contributing idiographic or nomothetic approaches to 

studying phenomena associated with migration. Exploring these questions and 
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theories is beyond the scope of this thesis,10 yet brief explanation of two theories is 

warranted as they are useful in understanding theories of migrant health.  

Push/pull theory 

Push/pull models aim to describe why people move, determine if migration is likely 

to occur and estimate how large migration flows might be (Massey et al., 1993). In 

essence, push/pull models hypothesise that people migrate because of macro-level 

structural factors that either push them out of source countries or draw them to 

destination countries. As Table 1-1 shows, these macro-level push/pull factors 

include not only environmental, demographic and economic aspects but also wider 

social, political and cultural considerations (Castles et al., 2015, Renzaho, 2016).  

Table 1-1: "Push/Pull" model of international migration 

Push factors Pull factors 

Job security & working conditions 

• High unemployment 
• Poor promotion prospects 
• Lack of career development 
• Poor health and safety 
• Stress and poor conditions of service  

• Labour demand 
• Increased promotion opportunities 
• Fairness in granting promotion 
• Health and safety protections 
• Reasonable workload 

Economic & environmental considerations 

• Recession 
• Famine and agricultural decline 
• Environmental degradation 

• Economic prosperity 
• Increased economic opportunities 
• Arable land 

Political & social considerations 

• Political, racial, ethnic upheaval 
• War and ethnic conflict 
• Homophobia and gender discrimination 

• Political and religious freedom 
• Protection in law from discrimination 

based on gender or sexuality 

Quality of life 

• Over-population 
• Poor transport infrastructure 
• Poor quality primary and secondary 

education 

• Availability of land and housing 
• Capital spending on infrastructure 

leading to better quality of life 
• Greater education opportunities 

Source: adapted and extracted from Renzaho (2016) 

                                                
10 For a good overview of migration theories see Brettell and Hollifield, 2014, Castles et al., 2015 or 
Massey et al., 1993. 
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Push/pull models have been criticised as mainly functioning as descriptive 

frameworks that fail to provide predictive insight into who might migrate or 

explanations about how various factors interact (Massey et al., 1993, Castles et al., 

2015, Bean and Brown, 2014). Despite this, the concept of push/pull factors offers a 

simple framework for describing migrant populations. I use this concept in Chapter 

6 to provide a contextual understanding of my empirical research.  

Migration network theory 

International migration is rarely a static, one-time event, undertaken by an 

individual simply moving from one destination to another. Instead, migration can 

be considered a process that includes leaving, transit, arrival and return, possibly 

repeatedly and to multiple destinations. Migration network theory takes into 

account this dynamic view of migration and explains how migrants create and 

maintain ties with family members and other migrants both before and after arrival 

(Castles et al., 2015). Migrant networks in destination countries influence migration 

decisions taken by an individual. These micro-level decisions may override the 

structural, macro-level factors associated with push/pull factors. For example, 

migrants may be “pulled” to an industrialised country by high labour demand in a 

time of economic prosperity in the destination country. Migrant networks 

established during the time of wealth and plenty continue to facilitate new 

migration even after employment opportunities vanish or countries introduce 

policies to deter international migration. Networks are an essential way of finding 

employment, social and cultural stability and minimising risks associated with 

migration (Castles et al., 2015, Massey et al., 1993). In chapter 6, I use migration 

network theory to understand how migrants use networks to access healthcare in 

destination countries. 

1.3.3 Migrant typologies 

Cutting across all theories of migration is the understanding that migrant 

populations are heterogeneous, not only in terms of sociodemographic 

characteristics (e.g. gender, sexual orientation or ethnicity), but also the various 

migrant typologies that arise from grouping individuals in terms of how and why 

they have migrated. The selective list of migrant typologies presented in Box 1-1 
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provides a useful method for examining migrant health. For some groups the 

circumstances under which they have migrated may have serious implications for 

accessing healthcare – including HIV testing, treatment and care. In particular, 

undocumented migrants may experience adverse health outcomes if they are unable 

to access healthcare either through lack of funds or lack of entitlement (van 

Ginneken, 2014). The implications of migrant legal status form the basis of much of 

the analysis of the empirical research presented in Chapters 4, 5 and 6.  

Box 1-1: Migrant typologies 

• Settlers – people who qualify for permanent residency in a destination country. 

This includes skilled labour migrants, wealthy individuals who wish to invest in 

the country, or people who are joining family members.  

• Labour migrants – people who move for work, low or unskilled workers, including 

employees of multinationals and other highly skilled, highly qualified migrants.  

• Seasonal and temporary migrants – sometimes known as “guest-workers”, these 

migrants enter a destination county to work for a limited period.  

• Irregular or undocumented or illegal migrants – people who have entered or 

remained in a country without necessary permits.  

• Refugees and asylum seekers – The 1951 Refugee Convention defined a 

refugee as someone who “owing to a well-founded fear of being persecuted for 

reasons of race, religion, nationality, membership of a particular social group or 

political opinion, is outside the country of his nationality, and is unable to, or 

owing to such fear, is unwilling to avail himself of the protection of that country”. 

An asylum seeker is someone looking for protection and refugee status.  

Source: extracted and adapted from Stalker, 2001 and Renzaho, 2016 

*** 

In summary, migration is a social determinant of health and people who migrate 

have different health outcomes than those who do not. There are various theories to 

explain why people migrate, what happens post-migration, how migration 

influences health outcomes and why some migrants groups might be at increased 
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risk of HIV. These ideas have informed the programme of work I undertook to write 

this thesis, which I describe in the final sections. 

1.4 Thesis rationale 

A relatively sparse evidence base (and the heterogeneity of the populations affected) 

hinders HIV prevention and treatment for migrant populations in Europe (ECDC, 

2013a). With this in mind, the overall aim of this thesis is to identify barriers and 

facilitators to Treatment as Prevention for migrants living in Europe. Specifically, I 

examine the barriers to “test and treat” strategies, with access to primary care used 

as a proxy-measure for migrants’ access to ongoing healthcare in destination 

countries. Using both quantitative and qualitative data collection methods, I answer 

the following research questions: 

• What factors are associated with HIV testing and access to ongoing care for 

migrants in Europe? 

• How do these factors differ across migrant groups? 

• What difficulties do migrants living with HIV experience in accessing 

ongoing HIV treatment and healthcare? 

• What key points of intervention are available to policymakers, public health 

specialists and clinicians in ensuring TasP is successful for migrants in 

Europe? 

1.4.1 Ecosocial theory 

I have adopted a social epidemiological approach to answering these questions and 

have used an ecosocial framework (Krieger, 2001) to guide the analysis and 

interpretation of findings from my empirical research. In brief, ecosocial theory is a 

multi-level framework that expands on the social determinants of health model. It 

integrates biological, genetic and social reasoning when examining determinants of 

the population distribution of disease and health inequalities. Nancy Krieger, who 

originated ecosocial theory, stipulates that it “…supplies the theoretical 

understanding of the tangible link between state and societal structures and 
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individual health”. Key to the ecosocial approach are four constructs as shown in 

Figure 1-6.  

 

Figure 1-6: Ecosocial theory and embodying inequality: core constructs  
Extracted from (Krieger, 2011) 
Core constructs, referring to processes conditional upon extant political economy and political ecology: 
1. Embodiment, referring to how we literally incorporate, biologically, in societal and ecological context, 
the material and social world in which we live; 
2.Pathways of embodiment, via diverse, concurrent, and interacting pathways, involving adverse 
exposure to social and economic deprivation; exogenous hazards (e.g., toxic substances, pathogens, 
and hazardous conditions); social trauma (e.g., discrimination and other forms of mental, physical, and 
sexual trauma); targeted marketing of harmful commodities (e.g., tobacco, alcohol, other illicit drugs); 
inadequate or degrading health care; and degradation of ecosystems, including as linked to alienation 
of indigenous populations from their lands;  
3. Cumulative interplay of exposure, susceptibility, and resistance across the life course, referring to 
the importance of timing and accumulation of, plus responses to, embodied exposures, involving gene 
expression, not simply gene frequency; and  
4. Accountability and agency, both for social disparities in health and research to explain these 
inequities. 

The first of these constructs, “embodiment” encapsulates the idea that lived 

experiences are biologically incorporated and these experiences are then reflected in 

patterns of health and disease. The second construct “pathways of embodiment” 

encapsulates the idea that there are different routes by which various social and 

economic factors become embodied. Ecosocial theory recognises that health 

disparities “can result from group relations and, not intrinsic biology” (Krieger, 

2011) and that these may vary over time and place. These first two constructs were 
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particularly important foundations for the way I formulated the research questions 

for this thesis. In investigating the potential for TasP to work for migrant 

communities, I am less concerned about the biological or molecular epidemiological 

mechanisms behind viral suppression. Rather, this thesis is an examination of 

exogenous structural factors which might become embodied and how these may act 

as barriers to accessing HIV testing and ongoing healthcare. Within ecosocial theory, 

embodiment is considered active and reciprocal, with emphasis on how individual 

and group interaction with the environment can shape health and disease (Krieger, 

2005). In essence, it is the difference between a researcher who collects data about 

ethnicity, gender or sexual orientation to test hypotheses underpinned by ideas 

about genes or “lifestyles”, and one who uses the data to explore how racism, 

sexism and homophobia become biologically expressed and lead to different 

patterns of health and disease (Krieger, 2005).  

The third construct “Cumulative interplay of exposure, susceptibility and resistance 

across the life course” highlights the importance of temporal factors, much like the 

life course model of migrant health described above. No understanding of how “test 

and treat” strategies can work for migrants in Europe would be complete without 

examining life before, during and after migration. 

Finally, the fourth construct examines agency (the capacity to act) and 

accountability (responsibility for actions) in relation to power structures at every 

level. This construct is useful for understanding how migrants interact with health 

and social care professionals, as well as framing investigations of ART adherence, 

an essential component in maintaining viral suppression.  

I chose the ecosocial model because it explicitly requires that epidemiologists take 

into account contextual factors both for the populations being studied and the 

individuals conducting the research (Krieger, 2001, Krieger, 2011, Krieger, 2012). 

The four constructs encourage researchers to resist habits embedded in biomedical 

models that ignore or downplay the important environmental, political and societal 

factors. Ecosocial theory does not conceptualise social factors as being “upstream 

and downstream” or “proximal and distal” because, as Krieger puts it, “there is 
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nothing distal about being impoverished and its impact on health” (Krieger, 2011). 

The ecosocial approach acknowledges that disease production is not sequential, 

may occur at multiple levels, involve different spatiotemporal scales, and is not 

unidirectional. This framework works well when examining migration and the “test 

and treat” strategy behind TasP, as I will demonstrate in the coming chapters.  

1.5 Thesis structure 

Chapter 2, begins by providing further details about the HIV epidemic among 

migrants living in Europe. I present findings from two literature reviews that 

explore the barriers to HIV testing and treatment services for migrants in Europe.  

This thesis is based on two cross-sectional surveys (the advancing Migrant Access to 

health Services: aMASE study) and in-depth interviews. In Chapter 3, I present a 

detailed description of the data collection methods including a short history of how 

the studies were developed, the statistical and other analytical methods, as well as 

details of how community participatory methods were incorporated into study 

implementation. In keeping with an ecosocial framework, I set out my theoretical 

position in detail in an effort to acknowledge how this influenced data collection 

and analysis.  

Chapter 4 is the first of three results chapters. I present findings from a multi-centre 

cross-sectional survey conducted with migrants living with diagnosed HIV and 

attending HIV clinics in nine European countries. The results include multilevel 

hierarchal regression models of the factors associated with access to primary care 

and a history of a previous negative HIV testing.  

The results of a complementary, community-based online survey are presented in 

Chapter 5. These findings highlight the potential for primary care to boost HIV 

testing and details the HIV prevention needs of migrants who may be at risk of 

acquiring HIV (or indeed living with undiagnosed HIV).  

In Chapter 6, I continue to draw on an ecosocial approach and, using the United 

Kingdom as a case study, I take data from interviews with 22 migrants living with 

HIV and provide context for the survey data. I explore participants’ pre-migration 
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life experiences, the push/pull factors that brought them to the UK, and the 

networks they utilised to gain access to healthcare once they arrived. I trace their 

pathway to HIV treatment and use the constructs of agency and accountability to 

understand how TasP can function for migrant populations. 

Chapter 7 summarises the findings, putting them into context with other research. I 

discuss the strengths and limitations of the data collection methods and the 

ecosocial approach before exploring the implications of the findings for HIV 

interventions in Europe. 

1.6 Role of the candidate 

The aMASE study cross-sectional surveys were a component of a work package 

within a large European Union-funded study. I was not a co-applicant to that larger 

study, but I was sufficiently involved in formulating the research questions and 

outline protocol that I was a named researcher on the grant proposal. I was 

subsequently responsible for managing the development and implementation of the 

studies. I developed the protocol and drafted the aims and objectives of each survey. 

I drafted the initial versions of both survey instruments and incorporated any 

revisions suggested by an expert panel. I independently initiated cognitive testing to 

assess the validity and reliability of one of the questionnaires and was solely 

responsible for designing the cognitive testing protocol. I programmed the original 

computer assisted self-interview that was used in the field test (pilot study), which I 

also designed and implemented. I had overall responsibility for recruitment in 

seven clinic sites in the UK and assisted with data collection in two clinics, in 

London. I independently initiated, wrote and implemented the aMASE community 

mobilisation and engagement project, and had managerial responsibility for the 

project coordinator.  

I wrote the data analysis plan for the aMASE surveys and was responsible for 

cleaning the data. I carried out all the statistical analysis for the two main papers 

published for the aMASE study, with the advice and support of Dr Andrew Copas. 

The overall themes and questions addressed in this thesis differ from the wider 
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study, and therefore I undertook additional statistical analysis which appears 

Chapter 4 and Chapter 5 but not in the published papers.  

I was solely responsible for the conceptualisation, study design, data collection, 

analysis and interpretation of the qualitative component of this thesis.  
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Chapter 2 Literature review 

Despite a sizable burden of HIV infection and late diagnosis among migrant 
populations in Europe, little is known about how test and treat strategies might work 
in this population. In this chapter, I present the findings from two literature reviews 
that provide evidence about the potential barriers to effective TasP among migrants in 
Europe. 

Both among heterosexual cases and within other transmission groups, migrants, or 
persons originating from outside of the reporting country, still constitute a 
considerable proportion (35%) of new HIV diagnoses in the European 
Union/European Economic Area.  

European Centre for Disease Prevention and Control (ECDC), 2013 11 

In 2013, the same year that 35% of all new HIV diagnoses in the European Union 

(EU) and European Economic Area (EEA) were among migrants, only 9.7% of the 

EU/EEA population were foreign-born (Eurostat, 2013). This disproportionate 

burden of HIV among migrants is acknowledged among policymakers and public 

health specialists (ECDC, 2013b, ECDC and WHO Europe, 2016). Nonetheless, a 

recent survey (Fakoya et al., 2015) showed that there are few behavioural 

surveillance systems monitoring HIV and STI epidemics in migrant populations in 

Europe.12 Such behavioural surveillance systems are needed to understand how well 

“test and treat” strategies might work among migrants, particularly since late 

diagnosis or presentation with advanced illness is prominent among some migrant 

populations.13 Additionally, data on HIV testing rates among migrants are very 

limited (ECDC, 2013b); Box 2-1 provides a summary of HIV surveillance data and 

HIV testing rates.  

 

                                                
11 ECDC and WHO Europe, 2014 
12 Behavioural surveillance is defined as ongoing systematic collection, analysis and interpretation of 
behavioural data relevant to understanding trends in the transmission of HIV and STIs. (McGarrigle et 
al., 2002) 
13 In 2013, 59% of heterosexually acquired cases originating from countries with a generalised epidemic 
were diagnosed late.  
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While antiretroviral therapy is assumed to be available to migrants in most 

countries within the EU/EEA (ECDC, 2013b), such availability is dependent on a 

range of factors, least not immigration and health service policies within countries. 

Additionally, a sizable proportion of the migrant population may be acquiring their 

HIV post-migration (ECDC, 2013b), suggesting that “test and treat” strategies may 

Box 2-1: Epidemiology of HIV in migrants across Europe  

Migrants continue to form a substantial proportion of the HIV epidemic in Europe. In 

2015, 29,747 people were newly diagnosed with HIV in the EU/EEA and 37% of new 

diagnoses were among migrants. An estimated 15% of infections were probably acquired 

outside the country of diagnosis, of which: 34% were acquired in sub-Saharan Africa; 

28% in Central and Eastern Europe; 16% in Western Europe; 12% in South and South 

East Asia; and 6% in Latin America and the Caribbean (ECDC and WHO Europe, 2016). 

In the nine years to 2014 rates of new diagnosis among European-born migrants 

increased by 48% (ECDC and WHO Europe, 2016).  

In 2015, late diagnosis was most prevalent among migrants from South and South East 

Asia (57%) and sub-Saharan Africa (56%) compared with nonmigrants, Latin American 

and Caribbean, Central and Eastern European migrants (all 47%). Late diagnosis was 

lowest among migrants from Western Europe at 30% (ECDC and WHO Europe, 2016). 

HIV testing rates 
Detailed data on HIV testing rates among migrants are sparse. In the UK, a community-

based survey showed that 47% of black Africans had previously tested (Rice et al., 

2013). A later community-based survey in the UK found that 60.5% of black African 

respondents had tested for HIV (Hickson et al., 2009). Also in the UK, a venue-based and 

online survey of Central and Eastern European migrants, found that 32.6% of men and 

32.8% of women had ever had an HIV test (Burns et al., 2011). In Portugal, a clinic-

based survey of 1,513 migrants found that more than half (51.2%) of participants 

reported a previous HIV test. Women were more likely to have tested than men (55.3% 

vs 47.6%; Dias et al., 2011). In France, in a household survey representative of the Paris 

area, first and second generation migrants were more likely to have never tested 

compared with nonmigrants (adjusted odds ratio: 1.62 & 1.64 respectively; Massari et al., 

2011). There was variability among migrant groups: 78.5% of sub-Saharan people had 

been tested versus 39.7% of North African and 46.6% of people from other countries 

(p<0.0001). 
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need to incorporate some understanding of the barriers to HIV prevention as well as 

sexual behaviour. 

Two literature reviews were conducted. An initial scoping review was undertaken 

to provide the basis for a narrower, more focused systematic review. Together both 

reviews establish what is known about the barriers to accessing HIV testing and 

treatment services for migrants across Europe. 

The scoping review tackled two broad questions:  

1. What structural, psychosocial and cultural factors prevent or support the 

uptake of HIV testing by migrants in Europe? 

2. What are the structural barriers and facilitators to accessing HIV treatment 

and care for migrants living with diagnosed HIV in Europe? 

Following on from the scoping review two further questions were addressed using 

systematic review methods:  

1. Which interventions have been effective in increasing the uptake or 

awareness of HIV testing (and its benefits) in migrants in Europe? 

2. Which interventions have been effective in increasing access and adherence 

to antiretroviral therapy for migrants in Europe? 

I chose to focus these two questions specifically on interventions in an attempt to 

examine the evidence vacuum surrounding the scale-up of test and treat strategies 

for migrant communities. The search included both regional and national level (e.g. 

service provision or policy-making) and individual-level (e.g. behaviour change) 

interventions to reflect the importance of addressing test and treat strategies at 

different levels within an ecosocial framework.  

The methods and findings of each review are presented in turn before an overall 

discussion of the findings at the end of the chapter.  
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2.2 Scoping review methods 

Scoping review methods differ from those used in standard systematic reviews. 

While both methods are systematic, a scoping review does not incorporate quality 

appraisal of the included literature. Scoping reviews necessarily cover a wide 

breadth of the literature, but also allow for the literature to be explored with some 

depth (Arksey and O'Malley, 2005). Consequently, scoping reviews, particularly 

those searching for gaps in the literature, often include large numbers of papers. 

Many of the papers were included in this scoping review on an ad hoc basis using 

criteria developed once the search had been completed. Nonetheless, initial 

parameters were placed on the overall review methodology, and these are discussed 

below.  

The review questions limited the scope to migrants within Europe. The definition of 

“Europe” was limited to EU or European Free Trade Association (EFTA) 14 as these 

countries have a shared legislative framework and are linked closely with 

supranational bodies that issue guidance on migrant health such as the European 

Centre for Disease Prevention and Control (ECDC, 2013b, ECDC, 2009). Although 

some of the evidence from North America, Australia and other industrialised 

countries with a large body of literature about migrants might have been relevant, 

this literature was excluded because it was likely that the experience of accessing 

healthcare in Europe would be significantly different than in other locations. 

Even within Europe migrant population groups vary and there is as much 

heterogeneity within countries as there is across the whole region (Eurostat, 2013). 

Such diversity notwithstanding, many studies (particularly those based on routinely 

collected surveillance data) collate data on those born abroad, creating one category 

which includes all foreign-born individuals for comparison with domestic-born 

populations (Del Amo et al., 2004). Furthermore, some studies conflate country of 

birth with ethnicity (Agyemang et al., 2005). While it is often the case that people 

                                                
14 EU countries: Austria; Belgium; Bulgaria; Cyprus; Czech Republic; Denmark; Estonia; Finland; 
France; Germany; Greece; Hungary; Ireland; Italy; Latvia; Lithuania; Luxembourg; Malta; Netherlands; 
Poland; Portugal; Romania; Slovakia; Slovenia; Spain; Sweden; United Kingdom. EFTA countries: 
Iceland, Lichtenstein, Norway; Switzerland. EEA countries are all EU and EFTA countries except 
Switzerland.  
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from black and minority ethnic (BME) communities are foreign-born, in some 

countries with long-established BME communities (for example the UK, France, the 

Netherlands and Germany) a substantial proportion of individuals from BME 

communities will have been born and raised in Europe (Eurostat, 2011). Such data 

may be difficult to interpret correctly since these second and third generation 

migrants may differ significantly from their parents and grandparents in terms of 

knowledge, behaviour and health outcomes (Kramer et al., 2014, Eurostat, 2011). 

Additional complexity arises when trying to examine intra-European, transatlantic 

or Australasian migration; data about migrants from these countries are often 

subsumed within domestic “white” populations even when they may make up a 

relatively substantial proportion of those categorised as having “white” ethnicity.15 

Correlations do exist within surveillance data between: ethnicity and country of 

birth (non-white individuals tend to be foreign-born); country of birth and mode of 

transmission (those born abroad are likely to have acquired HIV through 

heterosexual sex); and ethnicity and mode of transmission (ethnic minorities are 

more likely to have acquired HIV through heterosexual sex; Agyemang et al., 2005, 

Bhopal, 2009, Sinka et al., 2003). Given these considerations, I decided to include 

papers which used a range of terminologies relating to migrants, while 

acknowledging the limitations of conflating country of birth, nationality and 

ethnicity.  

The scope of this review was narrowed further by focussing specifically on 

migration-related barriers to HIV testing and treatment services rather than barriers 

related solely to the patient experience. The review is therefore limited to: cultural 

barriers (e.g. language barriers; differences in healthcare seeking behaviours; or 

knowledge, sexual attitudes and beliefs within particular migrant communities); 

structural barriers (e.g. health service provision specifically catering to migrant 

needs; or service providers’ understanding of migrant needs); and psychosocial 

barriers (e.g. family and social support mechanisms within communities; migrant-

                                                
15 Conversely data from non-white domestic-born individuals can often end up subsumed within 
categories designed to capture migrants. For example, British-born “black Africans” in UK HIV/STI 
surveillance data.  
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related stigma and discrimination within services; and HIV-related stigma and 

discrimination in migrant communities).  

2.2.1 Searching, storing and sorting studies 

I initially searched eleven electronic databases 16 in March 2015 using detailed search 

strategies (see Appendix A). The searches were restricted to studies published since 

1997 (one year after the introduction of HAART) and written in English. The results 

were downloaded into a de-duplicated database in Endnote version 7 (Thomson 

Reuters). I retrieved grey literature by searching databases and websites belonging 

to governmental and non-governmental organisations.17 Additional peer-reviewed 

and grey literature sources were obtained by hand searching the citations of 

retrieved articles. 

I selected studies using criteria that were developed in an iterative process based on 

reviewing themes emerging from the search. All study types were included, but 

only those studies with outcomes or descriptions that specifically referred to 

migrant or BME groups were included. Papers that had outcomes related to other 

infectious diseases or chronic illnesses among migrants were also included on an ad 

hoc basis, depending on their relevance. Studies were organised according to 

themes. A narrative summary of the findings is presented below.  

2.3 Scoping review results 

2.3.1 Overview 

A total of 9,476 references were retrieved from database searches. From these 249 

references were selected for full paper examination. The literature covered a range 

of migrant populations across EU/EFTA countries including migrants from sub-

Saharan Africa, North Africa, the Caribbean, Latin America, South Asia, and Central 

and Eastern Europe. Migrant and BME men who have sex with men (MSM) were 

                                                
16 Allied and Complementary Medicine; Cumulative Index to Nursing & Allied Health Literature; IBSS; 
EMBASE; Cochrane Library databases; Health Management Information Consortium; ISI Web of 
Science (Social Science Citation Index); Medline (Ovid) Includes Medline In-Process & Other Non-
Indexed Citations; PsychINFO; Social Policy and Practice 
17 Grey literature sources: European Centre for Disease Control; WHO; UNAIDS; African HIV Research 
Forum African Health Policy Network; AIDS and Mobility; Naz Project London 
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poorly represented in the literature, with only a handful of papers presenting data 

on this specific group. Few papers were available that directly compared the access 

to – or uptake of – HIV testing or treatment for different migrant groups. Instead, as 

described in section 2.2 above, most studies either compared all migrants to the 

population in the receiving country, compared one specific migrant or ethnic group 

to all ethnicities or provided entirely descriptive reports of outcomes (with no 

subgroup analysis by migrant status or ethnicity).  

Before describing the results that directly pertain to the scoping review questions, it 

is important to review a separate but related aspect of HIV prevention and 

treatment. Sexual transmission was the mode of transmission for 74.6% of all new 

diagnoses in Europe in 2015 (ECDC and WHO Europe, 2016) and among migrants 

from countries with a generalised epidemic, heterosexual contact dominates as the 

mode of transmission. The next section, therefore, provides an overview of the 

literature about sexual behaviour and condom use in migrants and ethnic minorities 

in Europe. Migrants who inject drugs are not the focus of investigation in this thesis. 

However, a brief review of the literature retrieved is provided in Box 2-2. 

2.3.2 Sexual behaviour and condom use 

The second National Survey of Sexual Attitudes and Lifestyles (Natsal 2000) 

collected information from 11,161 British residents who were sampled using 

stratified probability methods (Erens et al., 2001). An “ethnic minority boost”, which 

entailed additional sampling at the end of the survey, ensured the study was 

powered for detailed analysis of BME groups. Fenton et al. (2005) found that there 

were significant differences across ethnic groups, especially for men (Fenton et al., 

2005). There were higher numbers of lifetime partnerships for black Caribbeans 

(median, Inter Quartile Range: 9 [3-14]) and black African men (9 [3-20]) than all 

other ethnic groups (6 [3-15]); Indian (2 [1-6]) and Pakistani (1[1-4]) men reported 

fewer partnerships. Similarly, the prevalence of concurrent sexual partnerships 

differed across ethnic groups. Over a quarter (25.4%) of black Caribbean men and 

34.5% of black African men had concurrent sexual partnerships compared to 13.9% 

of white, 16.1% of Indian and 13.2% of Pakistani men (Fenton et al., 2005). Among 

women, new heterosexual partnerships in past year were highest for white and 
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black Caribbean women (21% and 22%) and lowest in Pakistani women (9%). These 

differences in sexual behaviour were also reflected in STI diagnoses with around 8% 

of black Caribbean and black African men reporting STI diagnosis in past five years 

compared to 3% white men. However, the proportion of diagnosed STI was highest 

among Black Caribbean women (9%) and black African women (8%; Fenton et al., 

2005). Sexual behaviour in relation to country of birth/migration status was not 

explored in this study. 

These differences in sexual behaviour are also replicated in other papers. In their 

literature review, Prost et al. (2008) reported that condom use among Africans living 

in Europe is higher than the general population but is low in relation to the risk of 

HIV in African communities (Prost et al., 2008). In France, a study exploring unsafe 

sex among a nationally representative sample of heterosexuals living with HIV 

showed that being an immigrant woman was associated with consistent condom 

use in the last 12 months (Bouhnik et al., 2007). More recent studies of MSM in the 

UK and Europe have shown that sexual patterns of sexual behaviour do not differ 

between ethnic groups (The EMIS Network, 2013). In particular, a large cross-

sectional study found that key migrant, BME and white British men were all just as 

likely to report non-concordant UAI (25.0% vs 27.0% vs 27.4% respectively P>0.85 

(Elford et al., 2012). 

Central and Eastern European (CEE) migrants (especially male migrants) in a UK 

study reported high rates of sexual behaviours associated with increased risk of HIV 

and STI acquisition (Burns et al., 2011). In comparison to British nationals, male CEE 

respondents were more likely to report two or more partners in the past year 

(adjusted Odds Ratio [aOR] 2.1, 95% Confidence Interval [95%CI] 1.3 - 2.1). 

However, consistent condom use in the past four weeks was higher in the CEE 

sample (Burns et al., 2011).  

The studies that examined sexual behaviour within various migrant/BME groups 

reported differing rates of unprotected sexual intercourse. In the UK, relatively high 

rates of condoms use were found in two small studies of heterosexuals attending 

HIV clinics. One study found that condoms were used by 73% of migrant 
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participants the last time they had vaginal sex (Dave et al., 2006) and the other 

reported that 14% of participants had unprotected intercourse in the previous three 

months (Elford et al., 2007). In contrast, researchers in the Netherlands found that a 

substantial proportion (86%) of first and second generation Caribbean and West 

African migrants reported inconsistent condom use with one or all concurrent 

partners (van Veen et al., 2011). These findings echo those from an earlier study by 

Gras et al. (1999) which reported similar results, finding only 14% of migrants used 

condoms consistently (Gras et al., 1999). Two further cross-sectional surveys from 

the Netherlands examined sexual risk behaviour among Surinamese and Antillean 

migrants; both studies describe travel patterns of migrants and estimate the 

proportion of migrants having unprotected sex in their country of origin (Kramer et 

al., 2005, Kramer et al., 2008). They found that a small proportion (9.2%) were 

having unprotected sex in both countries.  

Box 2-2: Migrants who take drugs 

Drug taking behaviour, notably injecting drug use, by migrants was scarcely mentioned in 

the retrieved literature. This is in part because epidemiological studies often stratify by 

transmission route, view sexual exposure and injecting drug use as mutually exclusive, or 

have insufficient numbers of drug users in the sample (Hamers and Downs, 2004, 

Madden et al., 2011, Sethi et al., 2004, Delpierre et al., 2007) 

Some data were available. Burns et al. found that CEE respondents were more likely to 

inject drugs than British nationals (aOR 2.2, 95% CI: 1.3 to 3.9; Burns et al., 2011). A 

pan-European study of MSM suggests that migrants are more likely than nonmigrants to 

consume a range of drugs, including heroin or crack (aOR 1.46, 95% CI: 1.27-1.68) and 

poppers (aOR 1.06, 95% 1.02-1.10; The EMIS Network, 2013). Elford et al. found reports 

of recreational drug use among MSM in Britain varied between ethnic groups, but a large 

proportion had consumed them in the last 12 months (48% of BME and 60% of key 

migrant MSM in the previous 12 months; Elford et al., 2012). In an Estonian cross-

sectional study, where around 80% of the entire sample was ethnically Russian, a large 

proportion of respondents reported high risk injecting and sexual behaviours (Uuskula et 

al., 2008). 
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2.3.3 Psychosocial barriers to HIV testing  

Stigma, discrimination, shame and disgrace 

Across the literature fear of stigma, discrimination, shame and disgrace were 

consistently identified as having a negative impact on HIV testing uptake in migrant 

communities. HIV-related stigma was mainly discussed in general terms, describing 

how participants feared the reactions, feelings and expectations of others to either 

being diagnosed with HIV or simply undertaking an HIV test (Anderson et al., 2010, 

Elford et al., 2010, Fakoya et al., 2008, Ndirangu and Evans, 2009, Prost et al., 2008, 

Nyblade and MacQuarrie, 2006, Anderson and Doyal, 2004, Dodds, 2006, Elford et 

al., 2008a, Anderson et al., 2008, Dodds et al., 2004, Paparini et al., 2008).  

Across several countries (and in different migrant groups) recurring elements of 

HIV-related stigma were highlighted. Erwin and colleagues found that 68% of black 

Africans attending an HIV clinic had been very worried about HIV-related 

discrimination before testing (Erwin et al., 2002). Burns (2009) described how newly 

diagnosed black Africans felt HIV was strongly associated with promiscuity and 

inappropriate sexual behaviour. Respondents in the study reported feeling viewed 

by others within African communities as a threat of infection (Burns, 2009). 

Similarly, in Ireland in a series of focus group discussions with African migrants, 

Adedimeji et al. found that participants feared the “rapid spread of gossip” within 

their social networks and did not trust religious leaders in their communities 

(Adedimeji et al., 2015). In one study, however, fear of stigma and discrimination 

was found to be the main barrier for less than 2% of Latin Americans in Spain who 

had never tested for HIV. In that study, low perception of risk (discussed below) 

was the main barrier to testing (Hoyos et al., 2013). 

A further example of the complex way the fear of HIV-related stigma might be 

acuter among migrant communities comes from a Swiss study examining disclosure 

of parental HIV status. A significantly larger proportion of European caregivers had 

disclosed to their children than migrant caregivers (20.5% vs 5% p<0.0005). 

Qualitative interviews within this study showed that African caregivers had a range 

of reasons for not disclosing, the second most cited being fear of stigma (Nöstlinger 

et al., 2004). This finding may be related to a theme also recurrent throughout the 
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literature about black migrants living with HIV – fear of racialised HIV-related 

stigma (Paparini et al., 2008, Adedimeji et al., 2015, Anderson et al., 2009b). 

Participants disliked the perception of HIV as a “disease of people from Africa” or a 

black disease and this racialised stigma was a barrier to testing. Adedimeji et al. 

quote a female participant who touches on this point: 

“…It is unfortunate that HIV and AIDS is associated with black people maybe 
because of our low socio-economic status, you know that we are poor…”  

(Adedimeji et al., 2015) 

In one of the only studies to explore HIV-related stigma and discrimination in-

depth, Anderson et al., conducted interviews with 25 black Caribbean migrants 

living in the UK (Anderson et al., 2008). Findings from this study and others 

included in the scoping review are presented in Table 2-1, which provides an 

overview of key dimensions of HIV-related stigma and discrimination.  

These papers identified the reasons for stigma and associated fears of “felt stigma” 

and “enacted stigma”. According to Scambler “Enacted stigma refers to actual 

discrimination or unacceptability, whereas felt stigma refers to the fear of such 

discrimination” (Scambler 1998). For example, participants may recognise that HIV 

is thought of as a “contaminant” and people in the wider community may fear 

being infected. In response, those living with HIV may fear the possibility of being 

ostracised by their community and develop a fear of transmitting their HIV (“felt 

stigma”). They may also experience discrimination at the hands of family members 

or employers (“enacted stigma”).  

These explorations of stigma and discrimination as a barrier to HIV testing were 

also present as barriers to HIV prevention behaviours (which may be considered 

precursors to HIV testing). The association between HIV (and other STI) and sexual 

immorality (or promiscuity) is, in some migrant communities, linked with 

conceptualisations of honour and shame. In several studies (Weston, 2003, Wolfers 

et al., 2007, Bertens et al., 2008a, Bertens et al., 2008b, Hickson et al., 2009), authors 

suggested that individuals within close-knit migrant/BME communities that 
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strongly emphasise community and family responsibilities may be dissuaded from 

seeking sexual healthcare, if seeking such healthcare can bring shame and 

dishonour to the community. Additionally, merely talking about condom use, 

carrying condoms or seeking an HIV test were activities inhibited by fear of (or 

indeed experiences of) public shame, stigma and discrimination.  

Table 2-1: Key components of stigma - adapted from Anderson et al., 2008 

Reasons for stigma Fear of felt stigma Fear of enacted stigma 
Fear of contamination 
 

Expectations of ostracism 
Internalised fear of transmission 
Isolation 

Community: 
Employment discrimination; 
Healthcare discrimination; 
Gossip 
 
Familial: 
Segregation; 
Ejection (from home) 

Association with immorality 
(religious reinforcement): 
e.g., homosexuality, promiscuity 

Blame: 
Fear of being labelled 
homosexual or promiscuous 
and of having sexuality 
revealed. 
 
Shame: 
Depression 
Suicidal ideation 
Low self-esteem 

Community: 
Scorn and scandal; 
Physical violence; 
Verbal abuse; 
Gossip; Disclosure 
 
Familial: 
Rejection (by partner); 
Ejection (from home) 

Ignorance Otherness (misunderstood) 
Low self-esteem 

Community: 
Negative attitudes towards 
people living with HIV/AIDS 
Scorn and gossip (disclosure); 
Verbal abuse 
Second-class citizen 
Expectation of death 

Fear of isolation, fear of disclosure 

Several studies suggested a relationship between the fear of stigma and fear of 

isolation or social exclusion following the disclosure of a positive HIV test result. 

This was a specific disincentive for HIV testing (Burns et al., 2007, Pourette, 2008, 

Manirankunda et al., 2009) and several papers reported that migrants were less 

likely to disclose their HIV positive status (Elford et al., 2007, Prost et al., 2009, 

Petrak et al., 2001). Elford et al. (2007) compared a group of black African 

heterosexual men and women with a group of predominantly white gay/bisexual 

men and found only half (9/20) of black African women engaging in condomless sex 

had disclosed their HIV positive status to their main partner compared with 100% 
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disclosure among gay/bisexual men. The authors conclude that this highlights the 

difficulties women have disclosing their HIV status to regular partners (although it 

should be noted that this conclusion is drawn from a very small sample of women).  

Narratives of secrecy and isolation among migrants and BME HIV positive people 

permeate the literature (Pourette, 2008, Anderson et al., 2009a, Stutterheim et al., 

2012). HIV positive black African migrants living in Milton Keynes considered HIV 

to be isolating and stigmatising and felt they could not discuss their feelings with 

anyone apart from hospital staff (Chinouya and O'Keefe, 2005). In one of the only 

papers to focus on the experiences of migrant MSM (Paparini et al., 2008), 

respondents spoke of feeling isolated from both gay and black communities, 

experiencing racism in the former and homophobia in the latter. The isolation was 

compounded by their HIV positive status which many felt unable to disclose to 

family members. 

Poor perception of personal risk 

It is perhaps to be expected that the stigma associated with HIV leads to perceptions 

that that HIV infection is something that happens to “others”. Individuals may 

associate HIV acquisition with unfaithfulness, promiscuity and other risk 

behaviours with which they do not identify (Burns et al., 2007). As a result, low 

perception of personal risk becomes a barrier to HIV testing. This theme was 

identified and explored in a number of studies (Burns et al., 2007, Manirankunda et 

al., 2009, Bell et al., 2007, Prost et al., 2007b, Nnoaham et al., 2006, Deblonde et al., 

2010, Westmaas et al., 2012, Hoyos et al., 2013, Esteban-Vasallo et al., 2014, Loos et 

al., 2014, Alvarez-del Arco et al., 2013, Pollard et al., 2013). Just under one in five 

(19.2%) of black Africans who had never tested for HIV perceived themselves to be 

at risk of contracting HIV (Hickson et al., 2009). Burns et al. showed that African 

women who perceived themselves to be at some risk of HIV were 2.77 times more 

likely to have tested for HIV than women who had perceived themselves at no risk, 

after adjusting for other factors (Burns, 2009). In studies with people living with 

HIV, few participants perceived themselves to be at risk of HIV infection before 

diagnosis (Anderson et al., 2010, Erwin et al., 2002, Burns et al., 2008). In these 

studies, respondents often believed that their behaviours did not put them at risk of 
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HIV infection and it was only after becoming seriously ill or enduring persistent 

illness that disrupted their everyday lives did they test for HIV.  

Personal risk perception was raised if participants suspected infidelity in current or 

previous partners (Bertens et al., 2008b, Burns, 2009, Chinouya and O'Keefe, 2005, 

Paparini et al., 2008), had been informed about the death/illness of a child or a 

concurrent or previous sexual partner of their spouse (Anderson et al., 2010, Burns, 

2009, Chinouya and O'Keefe, 2005); or had rape experiences (Burns, 2009). 

There also exists a difference in risk perception between men and women. Burns 

explored this difference and found that denial of HIV risk was particularly evident 

in the accounts given by men (Burns, 2009). The study cites the examples of men 

who did not accept they were at risk of HIV despite their wives or their children 

testing HIV positive. Similarly, another study found that women diagnosed in 

antenatal clinics were left with the burden of referring their partners to HIV testing 

(Chinouya and O'Keefe, 2005). In some cases, their partners had not believed them.  

Gendered differences in HIV testing rates (women are more likely to have been 

tested than men) could be explained by pathways to healthcare. Studies suggest that 

migrant men lack a “front door” to services, compared to women who access 

services for pregnancy and childcare issues (Burns et al., 2007, Delpierre et al., 2007, 

Dias et al., 2011, ECDC, 2013b, ECDC and WHO Europe, 2013, Gama et al., 2010). 

Men are considered greater risk takers but less willing to seek help unless absolutely 

necessary (Burns et al., 2009b, Burns et al., 2007). Gender inequalities and the 

subjugated position of African women in society influenced migrant African 

women’s ability to control the risk of HIV exposure. This inequality had a negative 

impact on some women’s ability to access HIV services (Manirankunda et al., 2009, 

Burns, 2009). 

This section has focused on the psychosocial barriers to HIV testing, many of which 

are linked to felt or enacted stigma. Within migrant communities, the fear of being 

isolated for taking measures to prevent HIV infection or testing for HIV was also 

accompanied by individual perception of HIV as an infection that occurs in others. 

Aside from these psychosocial obstacles to HIV testing, the literature describes 
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cultural factors (that is, behaviours and beliefs that are related to an individual’s 

upbringing) that have an impact on HIV testing behaviour. Furthermore, the health, 

legal and political systems in place in various European countries (and the processes 

associated with migration) may present structural barriers that prevent migrants 

from seeking out an HIV test. The next section summarises the evidence regarding 

how cultural and structural factors act as barriers to HIV testing for migrant 

communities.  

2.3.4 Cultural and structural barriers to HIV testing  

Cultural norms  

There is some evidence that the experiences and ideals people bring with them 

when they migrate often act as a barrier to seeking HIV testing or HIV prevention. 

Key informants in a UK study suggested that most Africans would be unfamiliar 

with the concept of an open access sexual health clinic where a person would 

routinely test for HIV, even if feeling well (Burns et al., 2007). Similarly, Africans in 

the Netherlands reported a missing tradition of preventative healthcare and would 

only access services when very unwell (Manirankunda et al., 2009). The importance 

of the oral tradition within various migrant communities and the reliance of word-

of-mouth are possibly the basis for perpetuating fear and stigma around HIV 

transmission (Anderson et al., 2009a, Burns et al., 2007, Dodds et al., 2004, Kocken et 

al., 2001, Navaza et al., 2012). Individuals may, therefore, find it difficult to access 

appropriate information about HIV testing and health services.  

While many of these papers cited these differences in cultural norms as barriers, 

many of these views came from key informants or participants living with HIV. 

Empirical evidence explicitly comparing the views and behaviours of migrant 

populations with domestic-born populations (regardless of HIV status) was not 

present in the retrieved literature.  

Linguistic barriers  

A similar pattern was observed regarding language barriers. Although studies 

frequently cited barriers to HIV testing due to an inability to communicate 

effectively with service providers or inadequate provision of interpreters (Deblonde 



 

58 

et al., 2010), few studies were able to provide direct evidence. Many had simply 

hypothesised that observed differences in testing rates were due to language. For 

example, some studies found a negative association between HIV testing and 

migrants from countries with no historical colonial ties to the receiving country. The 

authors concluded that this reflected linguistic barriers rather than other contextual 

factors (Navaza et al., 2012, Perez-Molina et al., 2011, Sulis et al., 2014). A study of 

patients attending tuberculosis centres in London found that HIV tests were more 

likely to be offered to those with a good understanding of English. Although there 

was no significant difference in accepting an HIV test by ethnicity, the authors 

suggested that language problems acted as a provider-side barrier for being offered 

a test (Rodger et al., 2010). Similarly, a trial of opt-out testing in non-traditional 

clinical settings found that Black Africans were less likely to be approached for 

testing. Again, there was no difference in the uptake of testing due to ethnicity or by 

clinical site, but the authors surmise that “insurmountable language barriers 

precluded testing in a number of patients” who presented at the hospital emergency 

department (Rayment et al., 2012). 

Migration process and other structural barriers 

There are a multitude of challenges associated with the process of migration, from 

linguistic barriers to difficulties navigating new healthcare systems (Haour-Knipe, 

2000, Haour-Knipe, 2009). As noted in the introductory chapter, loneliness and 

isolation experienced by those travelling without their families may lead to changes 

in sexual behaviour and perhaps increased sexual risk-taking (Haour-Knipe, 2000). 

The impact of pre-migration trauma may influence HIV risk behaviours, as 

illustrated in a study of migrants in Sweden. This study found that participants 

whose pre-migration trauma had resulted in psychological sequelae had increased 

sexual risk behaviour (Steel et al., 2003). Additionally, experiences common to many 

migrants may override health concerns. Economic hardship due to under- or 

unemployment; pressure to work to send remittances back home; disempowerment 

due to uncertain immigration status; childcare and housing: many of these issues 

take precedence over health and seeking an HIV test, even when unwell (Anderson, 

2008, Haour-Knipe, 2000, Haour-Knipe, 2009). 
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Confusion about access and entitlement to HIV services also present barriers to HIV 

testing and prevention (Manirankunda et al., 2009, Hoyos et al., 2013, Wouters et al., 

2014, Adedimeji et al., 2015). A quarter of black Africans in the UK who wanted an 

HIV test did not know where they could access one (Hickson et al., 2009). Also in 

the UK, Erwin et al. found that 28% of patients were very worried about entitlement 

to healthcare before testing, 20% did not know where to go for a test, and 40% were 

worried about what the immigration authorities would do if they found out about a 

positive HIV test result (Erwin et al., 2002). Only 24% of migrants participating in a 

cross-sectional survey in Berlin knew HIV testing was free and anonymous from 

German healthcare services (Steffan et al., 2005).  

One in ten respondents in a large Portuguese study of migrants who had tested for 

HIV reported they did not know where they could obtain support related to HIV 

services if they had to, although the majority said they would use the Portuguese 

health system for HIV support if they needed to (Dias et al., 2011). This same study 

found that, after adjusting for age and educational level, HIV testing was not related 

to immigration status. The authors did not collect data on the reasons for testing or 

adjust for late diagnosis and therefore it is possible that migrants with an uncertain 

immigration status tested because they were very unwell but legal migrants tested 

as part of a routine check-up (Gama et al., 2010).  

Fear of legal repercussions also acted as a barrier to HIV testing for individuals, 

regardless of their legal right to remain in the destination country (Adedimeji et al., 

2015, Hoyos et al., 2013, Manirankunda et al., 2009, Manirankunda et al., 2012, 

Foreman and Hawthorne, 2007, Thomas et al., 2010b). A cross-sectional study of 

migrants attending a language school in Sweden found that 49% of respondents 

incorrectly feared that an HIV positive diagnosis would lead to deportation (Nkulu 

Kalengayi et al., 2012). In Spain, some sub-Saharan African migrants that 

participated in a qualitative study also expressed real fears of deportation on receipt 

of a positive HIV diagnosis. Few participants understood their rights to access the 

Spanish healthcare system and some were convinced there was a direct link 

between HIV testing services and the police (Navaza et al., 2012). 
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Missed opportunities in primary care and other health services 

There is evidence that some migrant populations welcome provider-initiated testing 

in health services (Manirankunda et al., 2009, Burns, 2009). A 2004 study (Rice et al., 

2013) found that 28% of black African participants had HIV tested in general 

practice suggesting that this may be a service where HIV testing could be acceptable 

(see systematic review below). Despite this, across the literature evidence exists of 

missed opportunities for provider-initiated HIV testing (Deblonde et al., 2011). 

Burns et al. found that health professionals had often missed earlier opportunities to 

offer HIV testing and in some cases presented a barrier to patients receiving a test 

by dismissing concerns that HIV could be the cause of on-going ill health. Other 

structural barriers included the complicated pathway to access HIV testing, with 

general practitioners (GPs) referring patients to sexual health clinics (which may be 

stigmatised in the minds of those referred) leading to further delays in diagnosis as 

a consequence (Burns, 2009, Burns et al., 2008).  

Similarly, Manirankunda et al. explored non-HIV-specialist physicians’ HIV testing 

practices and the perceived barriers to testing. Physicians rarely offered HIV tests 

and mainly performed patient-initiated or symptomatic HIV testing. This practice 

was in part due to lack of training about HIV, poor knowledge of the global HIV 

epidemic, and fear that patients would perceive the offer of a test as racist. These 

clinically trained respondents did not view HIV testing as a form of prevention, 

questioned the role of pre/post-test discussions, and often chose to initiate opt-out 

testing (Manirankunda et al., 2012). 

The studies presented so far illustrate that there are a range of barriers to HIV 

testing on many levels – individual, national and regional – for migrant 

communities in Europe. Many of the psychosocial and cultural barriers to HIV 

testing also act as barriers to accessing treatment services and ongoing care. The fear 

of stigma and discrimination that deter one from an HIV test may also deter an 

individual from remaining in care. As previously stated, for test and treat strategies 

to be successful among migrant communities, those living with diagnosed HIV need 

access to HIV treatment and care services as well as support to adhere to ART. To 

avoid reiterating findings about the psychosocial and cultural barriers to HIV 
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testing, the next section focuses specifically on barriers to adherence to HIV 

treatment and the structural barriers to accessing care.  

2.3.5 Structural barriers to accessing HIV treatment and care 

Poor housing and employment opportunities among some migrant communities 

(particularly those seeking asylum in Europe), as well as experiences of poverty and 

deprivation, can present very real challenges to accessing HIV treatment and care. 

Living with HIV while residing in shared accommodation often represents a 

constant struggle with fear of disclosure (Anderson and Doyal, 2004, Anderson et 

al., 2009a, Thomas et al., 2010a). Fear of disclosure was especially pertinent for those 

housed without separate cooking or toilet facilities, or taking HIV medication that 

needs to be refrigerated, taken with food or causes visible side-effects such as 

diarrhoea and vomiting (Anderson et al., 2009a, Foreman and Hawthorne, 2007). 

Once accessing services and on treatment, there is some evidence that migrant 

patients often adhere well to medication and attend services (Cook et al., 2006, 

Manfredi et al., 2001, Marcellin et al., 2006). French national cohort data suggest that 

high adherence is most likely among migrant patients born outside the EU (Carrieri 

et al., 2006). However, the evidence regarding migrant adherence to ART is 

inconclusive. Another French survey found that a significantly lower proportion of 

migrants reported high adherence to ART compared with nonmigrants (48% vs 63% 

P=0.004), although this study did not stratify patients according to region of origin. 

In examining the risk factors for delayed initiation of ART following a CD4 count 

<350 cell/mm3, Kober and colleagues found that those in the Black African ethnic 

group were just as likely to start ART as participants with “white” ethnicity (Kober 

et al., 2012). Those with “other” and “unknown” ethnicity were less likely to start 

ART (adjusted relative hazard: 0.90 and 0.69 respectively). None of the studies 

retrieved addressed loss to follow-up or retention in care.  

Outside treatment provision, migrants living with HIV may also encounter barriers 

to accessing non-governmental and community-based services which provide 

emotional or practical support. A Swiss study, which looked at HIV/AIDS 

knowledge of professionals from NGOs and civil service providing asylum and 
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integration services, found that while general HIV knowledge was high, these 

service providers had limited knowledge or understanding about the needs of 

migrants (Prytherch and Wyss, 2010). In other studies, support services for people 

living with HIV were viewed by participants as “depressing” and culturally 

inappropriate (Anderson et al., 2009a, Doyal and Anderson, 2005). Although there 

appeared to be no direct evidence that migrants were not accessing these services, it 

is possible perceptions of felt stigma can have an impact on access to community-

based support services (Anderson et al., 2009a, Dodds, 2006). These opinions are not 

unique to migrants; fears expressed by white British MSM of support services over-

run by "benefit queens" (Dodds, 2006) mirror fears expressed by Caribbean and 

African participants who suggested that support groups were frequented by “the 

wrong type of people” (Anderson et al., 2009a, Doyal and Anderson, 2005, Doyal et 

al., 2009).  

*** 

This wide-ranging scoping review reflects the literature which covered many broad 

themes and included studies with various migrant populations in several European 

countries. It uncovered a plethora of topics, but before discussing the implications of 

these findings, I present the methods and results of the much narrower and more 

tightly focused systematic review.  

2.4 Systematic review methods 

Using the same methods as those executed in the scoping review, I devised and 

executed detailed searches on 11 databases (see Appendix A). The rest of the review 

was conducted in accordance with PRISMA guidelines (Moher et al., 2009). The 

searches were restricted to studies written in English and published since 2002 (ten 

years before the start of the two cross-sectional studies that are part of this thesis; 

this date was also chosen so that studies that incorporate out-of-date policy or 

service provision guidelines were not included in the review). The results were 

downloaded into a de-duplicated database in Endnote version 7 (Thomson Reuters). 

Grey literature was retrieved by using the same methods as the scoping review.  
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2.4.1 Inclusion and exclusion criteria  

Populations  

The scoping review had confirmed that only a small number of studies were 

statistically powered for appropriate ethnic or country of birth sub-group analysis 

thereby preventing meta-analysis. Therefore the population inclusion criteria also 

included BME communities. Studies were eligible for inclusion if the study 

population included:  

• Migrant populations (including migrants who inject drugs or migrant MSM) 

in EU or EFTA country; OR 

• BME groups living in EU/EFTA countries; 

AND  

• The study findings were disaggregated by race/ethnicity/country of origin; 

OR  

• at least 80% of the study participants were from migrant or BME ethnic 

groups. 

Outcomes  

The focus of the systematic review was on effective interventions. As a result, 

studies were only eligible for inclusion if they reported changes (or differences from 

the nonmigrant populations) in one or more of the following outcomes: 

• uptake or offers of HIV tests; 

• time elapsed between HIV infection and diagnosis; 

• reported history and frequency of taking HIV tests;  

• number or types of venue where HIV testing is offered; 

• knowledge about the availability or benefits of HIV testing or HIV treatment 

as prevention;  

• adherence to or uptake of ART; 

• uptake of ART upon serodiagnosis (at any CD4 cell count); and  

• attendance at HIV treatment services. 
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Study designs 

 Studies considered for inclusion were: randomised or non-randomised controlled 

trials; prospective or retrospective cohorts; before and after; or interrupted time 

series. Cross-sectional studies, although only able to report on associations between 

factors and not provide evidence of causality (as expected when reviewing evidence 

about interventions) were included in anticipation of a scant evidence base. The 

outcome measures were numerate, rigid and pre-defined, attributes unlikely to be 

present in qualitative studies, which were consequently excluded from the 

systematic review. 

Exclusion criteria 

This thesis focuses on general migrant populations and the barriers they may 

encounter that are associated with (directly or indirectly) their status as migrants. 

BME communities were included because studies have historically conflated ethnic 

minorities with migrants (Agyemang et al., 2005). It was, however, outside the scope 

of the review to include studies with populations exclusively comprised of Roma, 

sex workers or prisoners. While the sample populations of these studies often 

include disproportionate numbers of migrants, the HIV barriers to accessing care for 

these populations are unlikely to represent the barriers affecting most migrants.  

Studies describing or exploring antenatal testing or blood donation screening were 

excluded. It has long been established that opt-out testing policies, such as those in 

UK antenatal care, significantly increase the uptake of HIV testing among migrant 

women (Sharland et al., 2003, Fisher and Delpech, 2009) and therefore it is 

unnecessary to revisit that evidence here. Blood donation screening, which involves 

a mandatory HIV test, is also outside the scope of this review since such 

interventions are universal and unlikely to have outcomes directly related to the 

review.  

2.4.2 Study selection  

Studies were selected using a two-stage screening approach. First, I screened all the 

titles and abstracts using a checklist and then full paper copies of the selected 
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antiretroviral adherence among migrants in Europe (that is, a rating of quality 

internal to this review). This rating incorporated: overall sample size; the proportion 

of migrants/ethnic minorities included in the sample size; a culturally competent or 

migrant-specific element(s) to the intervention; overall effect size; and effect size 

among migrants/BME communities. 

2.4.4 Data extraction and analysis 

Data were extracted using a form detailing study objectives, data collection, 

methodology (design; setting; population; sample size; geographical scope), results 

and outcomes (n or %), and strengths and limitations. Data from these studies were 

extracted and are presented in the tables below alongside a narrative summary.  

2.5 Systematic review results 

In total, 10,512 references were retrieved from database searches and a further 499 

records were identified through other sources. From this 73 references were eligible 

for full paper screening and ten papers were included in the final review. All the 

retrieved studies were conducted in Northern Europe (6 UK, 2 Belgium, 1 the 

Netherlands) except one from in Spain (Table 2-2) and all of them related to 

increasing the uptake of HIV testing. No papers were retrieved about interventions 

or services designed to examine or improve access or adherence to HIV treatment 

among migrants. Of the ten papers included two were graded as high quality,18 five 

as medium and three as lower (Table 2-3).  

2.5.1 HIV testing in general practice 

Four of the studies examined the introduction of rapid tests or point-of-care-testing 

(POCT) at GP surgeries in areas where a high proportion of attendees were 

migrants or individuals from BME communities (Gennotte et al., 2013, Prost et al., 

2009, Surah et al., 2009, Leber et al., 2015). All three observational studies reported 

that HIV testing in GPs was feasible and acceptable to new registrants or existing 

patients. Two of these studies showed that testing in primary care/general practice 

                                                
18 It was not appropriate to subject the RCT to the STROBE checklist but it was judged to be high 
quality in the context of the systematic review.  
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is feasible and acceptable to black African and black Caribbean patients (Surah et al., 

2009, Prost et al., 2009), although Prost et al. suggest that the potential lack of 

support for newly diagnosed people living HIV is a disadvantage for rapid testing 

in primary care. 

One high-quality RCT compared usual care (opportunistic patient or provider-

initiated HIV serology testing) with the uptake of rapid tests in new registrants at 

GP surgeries in East London (Leber et al., 2015). New diagnoses in the intervention 

arm were significantly higher, although there appeared to be no difference to late 

diagnoses. A high proportion of participants who were subsequently diagnosed 

with HIV in both intervention and control arms were black African (63% vs 71% 

respectively), but the authors did not report whether this difference was statistically 

significant, probably because the overall numbers of newly diagnosed were too 

small for sub-group analysis.  

2.5.2 HIV testing in sexual health and other settings 

Four of the retrieved studies involved structural changes to existing services (Briggs 

et al., 2011, Ashby et al., 2012, Wouters et al., 2014, Van Der Bij et al., 2008). In one, 

Van der Bij et al. compared testing rates before and after the introduction of a 

routine offer of an HIV test in an STI outpatient clinic in Amsterdam. The study 

found that the uptake of HIV testing could be increased among BME communities. 

In a very small study in colposcopy and termination of pregnancy services in the 

UK, Briggs et al. (2011) and found that 8% (5/60) of women who were later 

diagnosed with HIV could have been diagnosed earlier if HIV testing was offered at 

the service. A slightly larger UK study (N=302) found that 76% of patients in a 

polyclinic with a large number of migrants accepted an offer of an HIV test, 

although there was no breakdown of acceptability results by ethnicity or country of 

birth. Finally, a screening centre in Antwerp, Belgium successfully introduced rapid 

HIV testing, however the study found that acceptance of rapid tests (compared with 

conventional testing) was significantly associated with Western European origin 

and Belgian nationality (Wouters et al., 2014). 
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The other two studies examined increasing HIV testing among BME or migrant 

MSM (McOwan et al., 2002, de la Fuente et al., 2009). An evaluation of a twelve-

week mass media campaign targeted at BME MSM in the UK found a 6.5-14.0 fold 

increase in HIV testing campaign promoting clinics in comparison to the previous 

year (McOwan et al., 2002). Over half the men testing in the clinics (55.5%) said they 

had done so in response to the campaign and no associated increase in HIV testing 

was observed in non-campaign clinics. In Spain, de la Fuente et al. evaluated a 

programme offering rapid testing in mobile testing units. Although they did not 

undertake active recruitment strategies, the mobile units were placed in areas with a 

proportionally large population of migrants, in a targeting-through-geography 

strategy similar to those used by the studies offering HIV testing in GP surgeries. 

The mobile units attracted a large proportion of Latin American migrants and 

compared to national figures, rates of late diagnosis were three times lower among 

those using the mobile testing unit (de la Fuente et al., 2009). 
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Table 2-2: Studies meeting inclusion criteria for a systematic review of HIV testing interventions to increase the uptake of testing among migrants 

Author(s)/ 
Study type/Country 

Number of participants Intervention/Service, 
Comparison &  
Length of follow-up 

Outcome measures and effect 
size 

Additional comments 

Leber, W., et al., 
(2015) 
Cluster RCT 
UK 

40 GP surgeries in East London 
randomly assigned: 20 (I)ntervention 
(44,971 new Pts.; 11,187 rapid tests 
offered) 20 (C)ontrol (38,464 new 
Pts.; 0 rapid tests offered). Inclusion 
criteria: Aged 16 years+, newly 
registered with study practices; able 
to have pre-test discussion in English 
or with a translator. Exclusion: HIV+ 
Pts; those unable to read information 
sheet or undertake pre-test 
discussion.  

East London borough general 
practice-based outreach 
educational programme with 
follow-up training for nominated 
HIV lead nurse/health-care 
assistant in each practice; rapid 
HIV testing integrated into new 
registration health check, reactive 
test management, free rapid HIV 
tests provision and payments of 
£10/test completed.  
Comparison: Usual care only 
including opportunistic patient or 
provider-initiated HIV serology test 
offer.  
Follow-up: April 19,2010 - August 
31, 2012 (2.37 years) 

Mean CD4 count (SD; cells per 
µL)  
All new diagnoses: I=356(254) 
C=270 (257), adjusted difference 
in square root transformed CD4 
count (95% CI) = 3.1(-1.2 to 7.4)  
New diagnoses excl. antenatal 
screening: I=369 (262) 
C=194(169), difference = 6.4 (1.2 
to 11.6)  
Calculated effect size: Cohen's d = 
0.84  
Rate of HIV diagnosis (95% CI)  
All: I= 0.30 (0.11 to 0.85)/10000 
Pts/Year C= 0.07 (0.02 - 0.20), 
adjusted ratio of geometric means 
(95% CI) 4.51 (1.27 -16.05); 
p=0.021  
Excl. antenatal I= 0.23 (0.07 to 
0.70) C=0.04 (0.01 to 0.11), adj. 
ratio 5.88 (1.71 to 20.17);p=0.006 

Strengths: pragmatic, real-world 
design; including all practices in 
the region. Weaknesses: three 
intervention practices 
discontinued rapid testing. 
Attendance at health checks not 
mandatory so study potentially 
underpowered. Unsupported 
statements in the discussion.  



 

70 

Author(s)/ 
Study type/Country 

Number of participants Intervention/Service, 
Comparison &  
Length of follow-up 

Outcome measures and effect 
size 

Additional comments 

Ashby, J., et al., 
(2012)/Cross-
sectional 
UK 

Eligible Pts. = 302 Pts. Approached 
for testing = 93 (31%). Inclusion 
criteria: individuals attending a West 
London polyclinic, aged 16-65 years 
and able to consent to an HIV test.  

HIV testing performed by GUM 
trained healthcare professionals 
during ten 4-hour sessions at 
randomly chosen times. All Pts. 
triaged to been seen in polyclinic 
given HIV testing information 
sheet at registration. Pts 
approached on a first come first 
served basis and offered a POCT 
test by HIV testing health 
professional.  
Comparison: None 
Follow-up: 4 Weeks 

HIV testing offered to 31% of 
patients (91/302); 76% (71/93) 
accepted testing; 75% (51/71) had 
never previously tested for HIV; 
38% (27/71) had at least one 
identifiable risk factor for HIV 
acquisition. Of those with risk 
factors, 63% (17/27) had never 
had an HIV test. 

The sample size is very small 
which may have led to selection 
bias. The authors were not able to 
distinguish the questionnaire 
results of those who had declined 
and those who had accepted 
testing making it difficult to 
understand some of the results 
regarding acceptability. No 
breakdown of the results around 
acceptability by ethnicity or 
country of birth due to sample 
size. No details provided about 
randomisation process.  

Briggs, A., et al., 
(2011)/Retrospective 
case notes review 
UK 

60 women from colposcopy or 
termination of pregnancy (TOP) 
services. Case notes selected 
sequentially (n=60). 

Case notes reviewed 
retrospectively to examine 
whether an offer of an HIV test at 
TOP and colposcopy services in a 
clinic in Sheffield could have led to 
earlier HIV diagnosis  
Comparison: None 
Follow-up: 1 January 2006 - 31 
July 2009 (3.58 years) 

Three women (5%) were 
diagnosed with cervical 
intraepithelial neoplasia grade 2 or 
above before HIV diagnosis. HIV 
testing at TOP may have resulted 
in earlier diagnosis in three (5%) 
women. A total of five women 
(8%) could have been diagnosed 
earlier.  

The authors do not acknowledge 
study limitations which include the 
very small sample size. It is 
unclear why the authors did not 
randomly select the case notes. 
Notes were based on self-report 
of events which might have led to 
an underestimate of outcomes. 
The authors suggest that HIV 
testing in these services is 
acceptable and can achieve rates 
as high as antenatal testing, but 
do not discuss the possibility that 
women attending TOP and 
colposcopy services may be 
managing serious and traumatic 
health concerns and therefore 
may decline HIV testing at that 
time.  
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Author(s)/ 
Study type/Country 

Number of participants Intervention/Service, 
Comparison &  
Length of follow-up 

Outcome measures and effect 
size 

Additional comments 

de la Fuente, L., et 
al. (2009).  
Service evaluation 
Spain 

7,138 individuals tested at a mobile 
HIV testing site in six Spanish cities. 

An evaluation of a programme 
offering walk-in rapid testing from 
a mobile unit. No active 
recruitment of users; blood 
sample taken using finger prick. 
Descriptive data analysis stratified 
by gender; factors associated with 
HIV prevalence analysed using 
classification and regression tree 
analysis.  
Comparison: None 
Follow-up: October 2006 -
December 2007 (1.17 years) 

HIV prevalence (%, [95%CI]) 
higher among men from Latin 
America (3.64 [2.21-5.08]) than 
from Spain (1.27 [0.85-1.68]) or 
other countries (1.53[0.19-2.87]) 
and higher among those who had 
not tested previously (2.03[1.40-
2.68]) compared with those who 
had (0.19 [0.34-1.09]). Compared 
to national reporting proportion 
testing late (<350 CD4) was three 
times lower (18.75% vs 57.3%). 

Information collected included 
very few variables limiting the 
breadth of analysis. Lots of 
missing data for HIV negative 
participants.  

Gennotte, A. F., et 
al. (2013).  
Cross-sectional 
Belgium 

Ten GPs in three centres in Belgium 
were trained to offer HIV tests. 
Inclusion criteria: (1) having an “HIV 
Indicator Diseases Across Europe 
Study” condition (2) having an AIDS-
defining illness (3) MSM, IDU, sex 
worker, or from a >1% prevalence 
country (4) returning from high 
prevalence country (5) recent 
pregnancy or abortion (6)other risk 
factors e.g. serodiscordant 
relationship. 224 patients offered 
tests. 

GPs in multidisciplinary centres 
trained to offer HIV testing to 
those meeting inclusion criteria. 
Patients offered 4th gen standard 
HIV test and an additional ultra-
rapid test.  
Comparison: None 
Follow-up: August 2010 - August 
2011 (1 year) 

Standard test offered to 217 Pts 
(97%), 203 standard tests 
performed (6% refused), 197 ultra-
rapid tests performed (6% 
refused). Two black African Pts. 
diagnosed with HIV. Sub-study 
indicated that 266 (58.3%) Pts 
with more than one inclusion 
criteria were not offered HIV tests 
(41.7% offered an HIV test). 

The authors include previously 
unreported data about the 
acceptability of the study among 
health professional in the 
discussion, but it is unclear how 
this information was gathered. No 
questionnaire data were gathered 
from patients about the 
acceptability of the intervention. 
Unclear how the records of GPs 
consecutive consultations were 
screened. An initial sample size 
calculation is reported poorly. The 
sample size is not achieved, and 
authors do not attempt to do 
further multivariable analysis.  
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Author(s)/ 
Study type/Country 

Number of participants Intervention/Service, 
Comparison &  
Length of follow-up 

Outcome measures and effect 
size 

Additional comments 

McOwan, A., et al., 
(2002)  
Before and After 
study 
UK 

MSM testing at clinics before (B) and 
after (A) an HIV testing campaign. 
Campaign clinic: B=65 A=292 Non 
Campaign clinics: B=239 A=236 

Evaluation of a 12-week (March-
May 2000) HIV testing advertising 
campaign in a free tabloid 
newspaper targeting gay men in 
central London. All case records 
of clients testing at three clinics in 
London were reviewed.  
Comparison: Data from evaluation 
period was compared to data from 
previous year and the campaign 
clinic compared to the two other 
clinics. 
Follow-up: 6 March 2000-26 May 
2000 (12 weeks) 

Number of MSM testing for HIV at 
the campaign clinics increased 
from 65 in 1999 to 292 during the 
campaign. In the evaluation, 
162/292 (p<0.001) MSM said they 
tested in response to the 
campaign. The campaign was 
targeted at men of Black or South 
European origin, and this group 
experienced the greatest rise in 
testing (6.5 fold and 14.0 fold 
increase respectively). There were 
no similarly observed increases at 
the non-campaign clinics. 

The authors acknowledge that 
observed changes may not have 
been exclusively to the campaign.  

Prost, A., et al., 
(2009)/Cross-
sectional 
UK 

111 Pts attending registration health 
check at GP. Eligibility criteria: 
Anglophone/Francophone, aged 18-
55.  

East London borough general 
practice-based rapid HIV testing 
pilot scheme. All new registrants 
to GP offered rapid Orasure HIV 
test by healthcare assistants. 
Comparison: None 
Follow-up: December 2007 - 
March 2008 (13 weeks) 

44.7% (38/85) of patients agreed 
to have rapid HIV test; black 
Caribbean and black African 
patients more likely to test than 
other ethnic groups (p=0.014). 
One patient tested HIV positive. Of 
the 47 patients that declined, 19% 
did so because they had recently 
tested and 36% declined because 
they did not believe they were at 
risk for HIV.  

No data collected on patients HIV 
risk or serostatus. Given that low 
perception of risk is an issue then 
perhaps many of those who had 
declined, particularly black 
Africans, may have left 
undiagnosed.  
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Author(s)/ 
Study type/Country 

Number of participants Intervention/Service, 
Comparison &  
Length of follow-up 

Outcome measures and effect 
size 

Additional comments 

Surah, S., et al., 
(2009)/Ecological  
UK 

Inner London GP (n=370) compared 
to inner London genitourinary (GU) 
medicine service (1,231) 

Weekly walk-in HIV POCT session 
in GP targeted at Africans. 
Comparison: Local GUM medicine 
service operating HIV POCT up to 
three times per week.  
Follow-up: February 2005 to July 
2007 (2.41 years) 

GP services significantly more 
likely to attract heterosexuals 
(74.3% vs 58.3% P<0.001); and 
those of black ethnicity (Black 
African 16.5% vs 8.7% p<0.001; 
black Caribbean 5.1% vs 0.9% 
p<0.001 and black other 5.4% vs 
2.1% p=0.001) 

No information given about ethical 
approval or funding. No 
information about whether the 
study was appropriately powered. 

Van Der Bij, A. K., et 
al.,(2008)/Before 
and After study 
The Netherlands 

All heterosexual attendees (i.e. 
defined as having sex exclusively 
with someone of the opposite sex in 
the past six months) visiting the STI 
outpatient clinic of the Public Health 
Service of Amsterdam for the first 
time or seeking care for a new 
possible STI episode. Sample size: 
Total number of consultations = 
144,466; survey participants = 
17,093 

A before and after study which 
aimed to evaluate whether 
routinely offering HIV testing to 
STI clinic patients increased the 
uptake of HIV testing and 
awareness of HIV status among 
heterosexuals. The intervention 
involved the implementation of 
routine offers of HIV testing to STI 
clinic patients in 1999. 
Comparison: Before and after 
1999 (the start of routine offered 
voluntary HIV testing) 
Follow-up: 1994-2004 (10 years) 

Increase in HIV testing rates pre- 
vs post-intervention (OR: 5.7, CI 
5.6-5.9); increase more 
pronounced among non-Dutch 
ethnicity. Surinamese/Dutch 
Antillean (OR: 7.7, CI 6.8-8.6). 
Turkish (OR: 9.0, CI 6.9-11.8). 
North-African (OR: 6.7, 5.3-8.5). 
Sub-Saharan African (OR: 8.0 CI: 
6.5–9.8). Eastern-European (OR: 
4.8 4.0-6.0). South-American (OR: 
9.6, CI 8.0–11.8). Other Ethnicity 
(OR 6.0, 5.4-6.5).  
Secondary outcomes: 19% of HIV 
positive people aware of infection 
– no change over time (p=0.6) 

Small numbers of HIV positive 
people in surveys. Findings based 
on patients in a single clinic; no 
multivariate analysis to examine 
change in HIV testing over time. 
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Author(s)/ 
Study type/Country 

Number of participants Intervention/Service, 
Comparison &  
Length of follow-up 

Outcome measures and effect 
size 

Additional comments 

Wouters, K. et al., 
(2009) / Cross-
sectional 
Belgium 

5025 rapid tests on 3881 clients. 
Inclusion criteria: all those attending 
a low threshold HIV/STI screening 
centre in Antwerp. 

Implementation of free HIV rapid 
tests in a screening clinic targeting 
high-risk groups and those with 
low or without health insurance 
coverage. Clients could choose to 
opt for an anonymous test.  
Comparison: None  
Follow up: June 2007 to 
December 2012 (5.5 years) 

1,687 tests in 1,173 MSM and 574 
tests in 454 sub-Saharan African 
migrants. 1,634/5,580 (29.3%) 
clients opted for an anonymous 
rapid test. Among MSM, this 
proportion (33.1%) was higher 
than among migrants (15.7%). 
Those with Belgian or Western 
European nationality more likely 
accept an anonymous test. (OR 
[95% CI]: 3.18[2.44–4.15] and 
2.89 [2.12–3.95] respectively).  
Most clients preferred rapid test 
over conventional laboratory test.  

No data analysis on those who 
refused the test.  
No multivariable analysis 
conducted on factors associated 
with choosing an anonymous 
rapid test.  

I=Intervention; C=Control; SD=Standard Deviation; Pts=Patients; POCT=Point-of-Care Test; GUM=Genitourinary Medicine.   
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2.6 Discussion 

The barriers to HIV testing for migrants and BME communities were relatively well 

documented in the literature. Psychosocial barriers, e.g. stigma and discrimination 

or poor perception of personal risk, and structural barriers such as language 

difficulties and missed opportunities for provider-initiated testing, were cited many 

times as reasons why individuals do not present for testing and struggle to remain 

in HIV care.  

While it is clear from the literature that psychosocial barriers cut across migrant 

groups, it is unclear whether specific cultural factors are associated with these 

psychosocial barriers. For example, authors frequently cited participants who 

attribute HIV-related stigmatising attitudes to cultural factors. Anderson et al. 

report on "a Caribbean mentality" that leads to secrecy and silence around HIV. 

Similar references to other “cultural” mentalities are present in other studies. Yet, 

participants are possibly describing traits that are transcultural and occur across all 

human societies (Scambler, 2009). In attributing characteristics and behaviours such 

as "denial", "distancing", "silence" and "submersion" to a specific cultural group, 

participants may not be aware (or perhaps simply do not acknowledge) that similar 

attributes are shared across cultures.  

Few authors quantified the degree to which HIV-related discrimination was 

experienced nor did authors report stigmatising attitudes by ethnic group, making it 

difficult to ascertain whether stigma is more prevalent in some communities than it 

is in others. The lack of quantification is not necessarily a problem; if stigma is 

widespread across migrant communities and acting as a barrier to the uptake of 

HIV testing, then interventions designed to combat stigma in migrant communities 

may be effective at increasing access to testing. It is nonetheless troubling that 

stigma and other psychosocial barriers are framed as barriers peculiar to – or 

especially worse in – migrant communities as this might reinforce race or ethnicity 

related stigma. It may also shift the focus of policymakers and health promotion 

specialists away from other barriers to HIV testing and care. 
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Another reason the focus on psychosocial barriers within the literature is 

problematic is that few authors openly declared the theoretical framework that 

informed their studies, making it difficult to critique the study findings effectively. 

Indeed, much of the qualitative analysis was descriptive, with authors offering 

mainly deductive conclusions about the narratives put forward by respondents. An 

abundance of descriptive findings may be expected in health services literature 

(Pope and Mays, 2009, Gale et al., 2013, Pope et al., 2000), and I do not suggest that 

the respondents in these studies were unreliable. Rather I propose that a more 

critical approach, offered in the context of a defined theoretical framework, may 

provide researchers with a deeper, more textured understanding of the psychosocial 

and cultural barriers faced by migrants.  

Once migrants overcome the barriers to HIV testing and care, there is some 

evidence that adherence rates are similar to or even better than nonmigrant HIV 

positive patients. Studies show that migrants begin ART at the appropriate time 

when their CD4 cells count is just below 350 cells/mm3. There is, however, new 

guidance and recommendations for immediate initiation of ART as soon as HIV has 

been diagnosed (See Chapter 1). As noted earlier, commencing ART without delay 

is part of the foundation of TasP, and immediate ART initiation is crucial to TASP 

success in migrant communities. However, at the time of conducting this review, 

studies about how migrant or BME communities respond to the prospect of taking 

medication regardless of CD4 cell counts were not covered. Given that late and 

symptomatic diagnosis is a feature of migrant presentation for HIV, the question of 

whether there are barriers to ART adherence or commencement for migrants who 

are diagnosed earlier remains pertinent to this thesis.  

The small number of studies which form the systematic review of effective 

interventions to increase HIV testing raises concerns about the feasibility of test and 

treat strategies among migrant populations in Europe. While testing rates appear to 

be higher in migrant populations (particularly those from countries with a 

generalised epidemic), the rates do not match those of European nonmigrant MSM. 

The only randomised controlled trial included in this review did not elaborate on 

differences within migrant or BME groups. Furthermore, no studies were found 
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about interventions to increase or support ART adherence. Therefore, more 

evidence of effective ways to increase HIV testing and support adherence are 

needed to ensure that TasP does not remain a secondary tool for migrant 

populations. 

Limitations of the literature retrieved 

The literature retrieved from the scoping and systematic reviews contained an 

assortment of low, medium and high-quality studies. There were few studies which 

included biological samples to independently verify self-reported infections and 

most authors of studies using self-reports acknowledged the potential for social-

desirability bias and measurement error. The STROBE checklist used in the 

systematic review showed that the included papers paid poor attention to 

addressing bias, calculating accurate or adequate sample sizes, or using high-quality 

statistical methods. Studies based on surveillance or cohort data appeared to be 

robust in terms of data collection and analysis, whereas cross-sectional studies of 

HIV positive migrants recruited in clinics rarely included information about 

whether the study population was representative of the wider clinic population. The 

same is true of studies that recruited from sexual health clinics, although authors 

acknowledged that those clinic populations are not necessarily representative of 

wider migrant populations. 

As expected with a hard-to-reach population of interest, convenience sampling was 

almost ubiquitously used in cross-sectional studies. Many of the papers were 

descriptive in nature, although a number included multivariable analysis and 

provided estimates of strengths of association between factors.  

As noted above, the qualitative literature was equally diverse; there were high-

quality studies which expressed a research question situated within a theoretical 

framework. These studies tended to use vigorous purposive sampling techniques, 

engage in iterative and triangulated data analysis, and allowed for inductive 

conclusions to be drawn from the gathered data. Less robust studies presented 

almost entirely descriptive accounts from participants and tended to engage in 

“advocacy” research, that is, research with the specific aim of raising awareness of 
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specific socio-political issues rather than exploring connections and contradictions 

within the data. 

Extremely poor quality quantitative (those that are inherently biased to the point 

that the results are unreliable) and qualitative (those do not adequately describe 

their methodology or sampling frame) studies were not included in the scoping 

review.  

Limitations of the review 

There are limitations to this review. First, the literature was limited to studies 

written in English. Some English language papers contained references to relevant 

papers in other languages which I was unable to include. Second, the literature 

retrieved was a very broad, making it difficult to interpret the results and 

understand which of the many barriers to healthcare apply to specific migrant 

groups. Finally, there is some evidence of publication bias: when initial analysis 

showed there were no differences by ethnicity, authors did not perform further sub-

group analysis, thereby limiting the information available for this review. 

Additionally, the absence of any negative evaluation results of HIV testing 

interventions hampers a full appraisal of intervention feasibility and acceptability.  

Summary 

A key finding of this literature review has been the relative paucity of the evidence 

base available about migrants’ barriers to HIV testing and access to treatment. The 

systematic review returned only one peer-reviewed RCT of an intervention aimed at 

increasing HIV testing among migrant populations. No interventions aimed at 

increasing the uptake of ART or supporting migrants in accessing HIV treatment 

and care were retrieved. In many countries across Europe, HIV programme 

managers, policymakers and clinicians have recognised that migrants are 

disproportionately affected by HIV and are in need of targeted interventions and 

culturally appropriate services. As this literature review shows, the evidence needed 

to facilitate the development, implementation and roll-out of effective interventions 

and services is lacking in some key areas. 
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Figure 2-1 places the literature I retrieved within an ecosocial framework. It shows 

the pathways that can lead to migrants experiencing disparities in HIV incidence 

and prevalence. This ecosocial perspective provides the opportunity to think about 

these pathways at different levels and across the life course. For example, awareness 

of risk can be considered to be a barrier to HIV testing at the individual level, many 

studies showed that low perception of risk is strongly associated with late 

diagnosis. An ecosocial perspective forces one to consider risk perception at other 

levels, for example, primary care practices that may recognise the increased risk of 

HIV acquisition among migrants from Africa, but not migrant MSM. Alternatively, 

a researcher can examine how risk perception changes across the life course, and in 

the case of migrant groups, focus on the impact of exposure to HIV educational 

interventions before and after migration.  

In the following chapters, I undertake further exploration of these issues using 

empirical research. The next chapter details the data collection methods I used to 

provide some insight into potential pitfalls of test and treat strategies among 

migrant communities in Europe. 

 

Figure 2-1: Migration and HIV in an ecosocial perspective 
Based on a diagram by Krieger 2010. See Chapter 1 and Appendix C for original diagrams.  
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Chapter 3 Methods 

This chapter details the multiple methods employed to answer the research questions 
central to this thesis. I describe the rationale for undertaking this work which includes 
two cross-sectional surveys conducted as part of a large European Union-funded 
study, and 22 in-depth interviews with people living with HIV. I explain the relationship 
between the surveys and my graduate research, before giving a full account of data 
collection, variable creation and data analysis. In keeping with an ecosocial 
framework, I reflect on how my theoretical position influenced the data collection and 
analysis of both quantitative and qualitative methods. In the final part of this chapter, I 
illustrate how this empirical research provides evidence to inform the pathway to 
TasP for migrant communities in Europe. 

Numbers are no more ‘factual’ than so-called anecdotes. Quantitative data aren’t 
true just because they’re quantitative…. [T]he notion of stories OR numbers is a 
false dichotomy. Stories use numbers, numbers tell stories, numbers can paint 
pictures – and so on.  

Trisha Greenhalgh19 

There was insufficient evidence in the literature about the barriers to TasP for 

migrant populations. Even so, identifying which methods to use to answer the 

research questions central to this thesis was not straightforward. The literature 

review indicated that evidence to inform interventions for migrants might already 

exist: there were several HIV cohort studies in Europe; several single country cross-

sectional studies; and a few large household probability studies in England and 

France that had not been analysed with a specific focus on migrants. A relatively 

expedient method of answering the research questions could involve secondary 

analysis of data from these studies, but with an emphasis on outcomes relevant to 

TasP. A few problems would have arisen with this approach.  

First, most of the studies were not powered to examine the research questions; 

migrant populations within probability surveys such as Natsal 2000 are small and 

underpowered for sub-group analysis (Burns et al., 2005, Fenton et al., 2005). 

Second, important migrant-specific questions are missing from these surveys, which 

                                                
19 Not stories or numbers but stories and numbers (Greenhalgh, 2014) 
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means that associations between various migrant characteristics and key outcomes 

would remain unexamined. Furthermore, European cohort data contains substantial 

proportions of missing data for country of birth, nationality or ethnicity (ECDC, 

2010). These variables are needed when adjusting for confounders within migrant 

groups or examining the relationship between sociodemographic characteristics and 

the outcomes of interest. Finally, the outcome of combining non-randomised studies 

would be a meta-analysis, the results of which might be difficult to interpret given 

the likely heterogeneity of the outcome variables and the presence of unknown 

confounders and other biases. Given these caveats, I decided that primary data 

collection, in the form of survey data, would be a suitable method for addressing the 

research questions.  

Mixed methods research  

Cross-sectional survey data provides snapshots of a population at a given point in 

time, yet these data are necessarily limited in scope due to the very nature of the 

survey instrument. 20  Questionnaires are rigid and provide only the answers to 

questions that are asked. Indeed, the responses participants provide may not 

answer the questions researchers are asking. While a survey informed by the 

literature could sufficiently answer the research questions, additional insight may 

come from using qualitative methods to generate rich, textured data which 

highlight the issues important to migrant people living with HIV. By exploring how 

and why some people and find themselves living with HIV away from home, 

qualitative methods also provide context for the numbers and percentages arising 

from survey data. It was these considerations that led to data collection using both 

qualitative and quantitative methods, that is, a mixed methods approach.  

According to Creswell (2010), there has been an extensive discussion about how 

mixed methods should be defined. 21 For the purpose of this thesis, I adopt the 

                                                
20 See Lavakas ,2008or Willis 2005 for discussions of survey methodology, including survey question 
validity.  
21 See The SAGE Handbook of Mixed Methods in Social & Behavioral Research., 2nd Edition for  
details of the contemporary issues in mixed methods research including, conceptual issues, 
methodology, and contemporary applications of mixed methods research. For a thorough presentation 
of formalised approaches to data analysis and integration see Onwuegbuzie et al., 2009 or O’Cathain et 
al., 2010. 
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While there are other ways to conduct mixed methods research, notably using the 

results of qualitative data to design survey instruments (Collins, 2010), my approach 

was slightly constrained by the collaborative nature of the research projects that 

provide evidence in this thesis, as the following sections demonstrate.  

3.1 Cross-sectional surveys: background and overview 

The quantitative data collection was undertaken using surveys funded by the 

European Union22 as part of a multinational partnership project known as 

EuroCoord (European network of HIV/AIDS cohort studies to coordinate at 

European and international level clinical research on HIV/AIDS). Initial funding for 

Work Package 14 of EuroCoord (“Migrants and Health”) included resources for a 

part-time researcher to coordinate the surveys (the survey protocols had been 

outlined in the initial grant application which I had assisted in drafting in 2009). 

After I was awarded a National Institute for Health Research (NIHR) Doctoral 

Research Fellowship, the survey coordinator position was changed into a training 

role. As a result, I led the intellectual design and development of the surveys which 

eventually came to be known as the aMASE (advancing Migrant Access to health 

Services in Europe) study.  

Although aMASE was commissioned independently of the literature review 

described in Chapter 2, the findings of an earlier systematic review, conducted at 

the time the EuroCoord grant application was being drafted (Fakoya et al., 2010b, 

Fakoya et al., 2010a, Brown et al., 2010), were influential in determining the study 

aims. In response to the paucity of the evidence base, the first aim was to identify 

the structural, cultural and socioeconomic barriers to HIV testing, prevention and 

treatment service uptake. The second aim followed-up on research by EuroCoord 

Work Package 14 co-lead Dr Fiona Burns (Burns et al., 2009a), and sought to 

determine the likely country of HIV acquisition in HIV-positive migrant 

populations. Data from aMASE would be used to construct an algorithm to derive 

population-level estimates of “Probable Country of Infection” a variable of interest 

                                                
22 Seventh Framework Programme for research, technological development, and demonstration (under 
grant n˚ no. 260694). 
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to European policymakers (Fakoya et al., 2015, Rice et al., 2012). Although 

determining the proportion of migrants acquiring HIV pre- or post-migration 

provides important data for implementing TasP programmes and policies (Fakoya 

et al., 2015), this part of aMASE lies outside the scope of this thesis.  

The aMASE surveys sampled two populations: (a) migrant adults living with HIV 

and attending HIV services (the clinic survey) and (b) migrant adults living in 

Europe (the community survey). The clinic survey was delivered using a computer 

assisted self- or personal- interview (CASI or CAPI) and augmented with clinical 

data from patient records. The community study was a web-based survey designed 

to reach those living with HIV (but not accessing HIV clinics), as well as HIV 

negative migrants. The following sections describe the design and methods of each 

survey in detail. 

As noted earlier, the term “migrant” has many definitions and can refer to seasonal 

workers, refugees and asylum seekers, as well as long-term economic migrants. For 

this study “migrants” were defined as foreign-born individuals intending to live in 

their current country of residence for longer than six months. I proposed this wide 

definition because it included those who had recently arrived, a population that 

might offer useful data about access to care in the early stages of migration, but 

excluded tourists and travellers, whose responses may have led to lower estimates 

of primary outcomes.  
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3.2 aMASE clinic survey 

3.2.1 Study setting and time period 

The clinic survey was implemented in the nine countries with EuroCoord Work 

Package 14 partners: Belgium, Germany, Greece, Italy, the Netherlands, Portugal, 

Spain, Switzerland and the United Kingdom. The EuroCoord partners’ interest in 

the “Migrants and HIV” work package and subsequent self-selection into aMASE 

occurred partly because these countries have substantial migrant populations 

(including those from Latin America and sub-Saharan Africa). When EuroCoord 

began in 2011, the UK, Germany, Spain and Italy were the destination countries of 

60.3% of all immigrants to EU Member States (Eurostat, 2013). These countries were 

also home to the largest numbers of non-nationals living in the EU23 – Germany (7.4 

million persons), Spain (5.5 million), Italy (4.8 million), the United Kingdom (4.8 

million) and 3.8 million persons in France (Eurostat, 2013). Migrants also made up a 

substantial proportion of the population in Greece and Belgium (7.8% and 11.2% 

respectively).  

Initially, a EuroCoord partner from France agreed to take part in aMASE but, having 

just completed data collection on two similar studies (Marsicano et al., 2014, 

Desgrees-du-Lou et al., 2015), they were unable to allocate resources to the clinic 

survey. Therefore, migrants living in France are a notable omission from the clinic 

sample. In total, 57 clinics recruited patients between July 2013 and July 2015. 

Participating clinics are listed in Appendix D. 

3.2.2 Participants & eligibility criteria 

Patients were eligible for inclusion in the study if they were: HIV positive; aged 18 

years and over; foreign-born and intending to be resident in the country of 

recruitment for six months or more; diagnosed within five years of the study date 

(in order to reduce recall bias); and able to complete, a CASI/CAPI in one of the 15 

                                                
23 These figures do not include migrants who have acquired citizenship in their current country of 
residence.  
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languages available.24  In Switzerland, local eligibility criteria applied: collaborating 

investigators there excluded migrants from neighbouring Austria, France, Germany 

and Italy.25  

3.2.3 Sample size  

The sample size calculation was based on precision and used the standard formula 

for standard error of a proportion: 𝑆𝑆𝑆𝑆 = �(𝑝𝑝 ∗ (1 − 𝑝𝑝)/𝑛𝑛). In calculating the sample 

size, the primary outcome measures were health service use (registered with 

primary care physician), and the proportion of participants with a previous negative 

HIV test (see section 3.2.10 for more details about outcome measures). 

Initial sample size calculations anticipated recruiting 4,000 participants (2,000 men 

and 2,000 women) from 2 - 5 clinics in each of 7-9 EU countries (creating 40 clusters). 

The within cluster correlation (ICC) was considered likely to be relatively weak (e.g. 

0.005), at least for regression analyses, as the average cluster size was predicted to 

be large (e.g. 75-125). Assuming a design effect of 1.5 for the study, the overall 

effective sample size was calculated to be ~2,670. This effective sample size would 

have allowed good precision for estimates of outcomes (precision to within 3% for 

each gender group across Europe, and to within around 8% for each country based 

on a 95% confidence interval).  

In December 2014, 17 months after fieldwork started, the sample size was revised. 

Recruitment had been much slower than anticipated, in part because six clinics from 

France factored into the initial sample size calculations were not participating. 

Furthermore, all clinics reported problems recruiting eligible patients, possibly 

because the number of newly diagnosed migrants living with HIV had declined 

across Europe (Hernando et al., 2015).  

                                                
24 Amharic, Arabic. Dutch, English, French, German, Greek, Italian, Polish, Portuguese, Russian, 
Turkish, Tigrinya, Spanish, Somali. 
25 The similarities between migrants from neighbouring countries and the Swiss population were 
assumed to be sufficient to overcome any cultural or linguistic barriers to healthcare. Swiss 
investigators predicted that including migrants from neighbouring countries would dilute resources 
and result in a country-level sample largely made up of migrants who did not represent their research 
interests.  
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The target sample size was revised to 2,000 participants (1,000 men and 1,000 

women) from all clinics. Participants were recruited from a minimum of two clinics 

in each of the nine countries, with each clinic forming a discrete cluster (57 clusters). 

Within cluster correlation was again assumed to be relatively weak (e.g. 0.005) — at 

least for regression analyses when including patient and country characteristics as 

covariates. As the average cluster size was likely to be smaller than first estimates 

(e.g. 40-60), the assumed a design effect was reduced to 1.25 for the study, and 

hence an overall effective sample size of ~1,600. This revised sample still provided 

good precision for estimates; within each gender group outcomes were estimated to 

within 3.5% across Europe, and to within 10% for each country (based on a 95% 

confidence interval). 

3.2.4 Sampling strategy 

The main inclusion criterion for study sites was a sizable migrant clinic population 

(sufficient to recruit a minimum of 40 study participants). Clinics received €15 per 

patient recruited. Therefore, participating sites also needed the human resource 

capacity to conduct the study with minimal additional funding. 

3.2.5 Questionnaire development 

A working group, made up of international experts and EuroCoord partners, was 

formed to act as an expert panel tasked with reaching consensus on the survey 

instrument development and oversee the study. I created the initial objectives of the 

survey (see Box 3.1), followed by the first draft of the survey instrument. To 

capitalise on existing knowledge and ensure the reliability and validity of the 

questionnaire, each objective was addressed using questions adapted from existing 

surveys wherever possible (See Appendix E for a list of the 11 survey instruments). 

If I could not find items addressing the specific objectives in existing questionnaires, 

I drafted new questions with assistance from the research team and members of the 

expert panel.  
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Box 3-1: aMASE clinic survey objectives 

To capture: 

1. Demographic data about respondents, including: gender, age, ethnicity, sexual 

orientation, education, migration path, immigration status, employment status, 

marital status, socio-economic status; and religion/faith. 

2. Clinical data that will assist in the creation of an algorithm to determine the likely 

country of acquisition including (diagnosis date, CD4 count at diagnosis, viral clade, 

viral subtype). * 

3. Behavioural data that will assist in the creation of the algorithm including: previous 

HIV testing, detailed migration path, sexual partners and known HIV status, previous 

illness/infection/hospitalisation, travel history, history of sexual assault, history of 

injecting drug use, STI diagnoses; HIV testing (if ever, where, when, frequency, 

result). * 

4. Information about HIV prevention including: knowledge and awareness of condom 

use; access to condoms, post-exposure prophylaxis. 

5. Information about sexual behaviour: number of lifetime partners; most recent/current 

sexual partner (e.g. gender, location of partner, perceived HIV status). 

6. Service use data including: family doctor attendance; antenatal services; sexual 

health clinics/services; accident & emergency; hospitalisation; inpatient/ outpatient 

activity; STI diagnoses; HIV testing (if ever, where, when, frequency, result). 

7. Data on HIV treatment: current medication; access to medication; adherence to 

medication; eligibility or entitlement to treatment & services. 

8. Information about the perceived barriers to HIV testing/prevention: stigma, 

experiences of discrimination (race, migration status, HIV-related); risk perception; 

perception of eligibility or entitlement to treatment. 

*EuroCoord work package 14 aim not covered in this thesis.  

Cognitive testing: validating the patient survey 

Although most of the survey items had been taken from previously used 

questionnaires, the entire survey instrument was new. In an effort to validate the 

survey instrument, I designed a cognitive testing protocol using the Cognitive 

Aspects of Survey Methodology (CASM) approach (Willis, 2005). The testing 

protocol incorporated both “think aloud” and verbal probing where participants 
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were asked to complete the questionnaire while vocalising all their thoughts. These 

techniques ascertained (a) participant comprehension of the questions; (b) the recall 

and information retrieval strategies used and to generate the answer; and (c) the 

processes by which participant formulated the answer (Willis, 2005). Cognitive pre-

testing, therefore, allowed the survey to be fine-tuned before formal piloting or field 

testing. 

The survey was cognitively tested in Spanish (in Spain) and English (in the UK) on 

seven black African and three Latin American migrants recruited from community-

based HIV support organisations. In the UK, I conducted interviews using a test 

version of the CASI, which only included the questions that had been adapted or 

newly formulated. In Spain, two researchers used a Spanish language pen and 

paper version in testing as it was not financially feasible to test the survey using 

CASI in more than one language. Due to limited financial and human resources, it 

was not possible to undertake cognitive testing in any other countries or any other 

languages. Changes were made to the questionnaire based on recommendations 

from the cognitive testing reports from Spain and the UK (see Appendix F for full 

details of the cognitive testing methods and results). 

Survey instruments 

The finalised patient questionnaire was divided into three sections: (1) detailed 

sociodemographic and migration history data (2) sexual and HIV risk behaviour – 

including drug use before and after migration (3) service use and experiences of 

living with HIV including stigma and discrimination. Questions were tailored to 

reflect the different healthcare or ethical approval systems in different countries. For 

example, respondents completing the survey in Portugal were not asked questions 

about ethnicity and religion due to legal restrictions. Respondents in Portugal, Spain 

and Italy were not asked about healthcare costs because at the time of devising the 

questionnaire HIV positive migrants were exempt from paying for healthcare in 

those countries (see Appendix G for all differences in questionnaire routing). 

Participants answered 90-92 items depending on current country of residence, 

although through skipping and filtering some respondents answered as few as 43 
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questions. For ease of data collection, analysis and to reduce translation costs, most 

of the questionnaire items had closed responses. The survey completion times were 

estimated to be between 15 and 50 minutes depending on the language selected. The 

survey was translated from English into 15 languages by a professional translation 

company. These translations were then checked by a different translation company 

who back-translated a portion of the questionnaire into English to ensure quality 

control. 

Respondents questionnaires were matched to a clinical data form using a unique 

study number. The clinical data form contained 20 items including: CD4 cell count 

and viral load (at diagnosis, ART initiation and latest available); previous HIV-

negative tests, viral sub-type; AIDS-defining illnesses and co-infections; and 

treatment initiation. Clinical data were completed electronically or returned as a 

separate database (see Appendix G for all data collection instruments). 

3.2.6 Ethics 

Ethical approval for the aMASE studies was received separately in each 

participating country (see Table 3-1; Appendix H sets out the ethical considerations 

for the studies). 

3.2.7 Pilot study 

The function and reliability of the patient survey CASI and the clinical data form 

were piloted in three clinics (two in London, one in Madrid) with 137 patients. The 

pilot study also tested whether recruitment procedures, study implementation, and 

data collection, storage and handling methods were feasible and appropriate. 

Details about incomplete or missing data, alongside recommendations for changes 

to programming, question order and question wording are presented in a pilot 

report in Appendix I. The survey content and recruitment procedures were found to 

be acceptable to participants and clinic staff, but concerns were raised about the 

reliability of the survey software and the logistics of storing sensitive data. Low 

computer literacy levels of both clinic staff and patients were compounded by the 

software which was unable to run on the most affordable (and user-friendly) 

touchscreen tablet computers. Therefore, the survey was redesigned using new 
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Greece (n=8), Italy (n=2), the Netherlands (n=3), Portugal (n=7), Spain (n=18), 

Switzerland (n=6) and the United Kingdom (n=7). 

A study coordinator at the Institute of Health, Carlos III, Spain was responsible for 

the overall management of the fieldwork, but in each country a nominated “country 

lead” (usually a member of the expert panel) was responsible for collating data 

across clinics in their country. Where necessary, clinics were supplied with laptops 

or tablets pre-loaded with CASI software and instructions for use. Clinics were 

given a “Clinic Study Pack” (which I developed during the pilot study) that detailed 

the general protocol and maintenance instructions for the CASI devices. An online 

web-resource with electronic versions of all the required documentation for the 

study was accessible to clinic recruiters. Incentives were not provided to 

participants, although some clinics supported travelling costs in the context of their 

research practices.  

Recruitment procedures varied slightly across countries and between clinics, but in 

general recruitment and consent procedures were as follows:  

Eligible patients were identified through clinic databases and their clinical records 

flagged. Clinic numbers of eligible patients were noted next to pre-coded unique 

study numbers on an enrolment log. Eligible patients were then approached by 

either a member of their clinical care team or a recruitment researcher and given a 

patient information sheet and the opportunity to ask questions. Patients who 

declined had their age, ethnicity/nationality and gender noted on the enrolment log. 

Those who agreed to participate were asked to complete the CASI/CAPI on site. In 

most countries ethical approval for within-questionnaire “tick box” informed 

consent was obtained, however in Belgium, Switzerland, Greece and Germany 

separate consent forms were required.  

Enrolment logs were stored in a locked cabinet; electronic versions of the completed 

forms were returned to the study coordinator on a monthly basis. Survey data were 

either: captured and then stored directly in a secure central database operated by 

FluidSurvey, or stored on the device hard-drive until transferred to a secure 

network in Madrid.  
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3.2.9 Data cleaning and categorising  

I pooled, cleaned and analysed the survey data using STATA 14.0 (Stata 

Corporation). One of the advantages of using a CASI is that the raw data is unlikely 

to have errors that might be introduced during data entry. Nevertheless, 

participants were able to move backwards and forwards through the aMASE patient 

questionnaire and change their answers. The CASI software saved all answers 

entered and this resulted in some inconsistent responses that should not have been 

possible due to filtering. Therefore, I carried out consistency checks on all patient 

questionnaire variables and corrected the data to reflect either the last answer 

submitted or the most consistent answer within the survey. Where there were 

recruitment-site-verified inconsistencies between matching variables in the clinical 

data and the patient questionnaires (for example, age, date of diagnosis, date of 

negative HIV test) clinical records were taken to be more reliable than the 

respondents’ recollections. The only exceptions were for verified inconsistencies in: 

the gender variable (in which case respondents were allowed to self-define their 

gender); reports of a previous negative test not recorded in clinic notes (as they may 

have tested elsewhere); and patient reports of antiretroviral therapy (since patients 

may not be taking the medication prescribed by clinics).  

Another advantage of using a CASI is being able to set questions that the 

respondent must answer before moving onto the next question. This feature was 

utilised in the aMASE patient questionnaire preventing respondents from 

accidentally skipping past questions (a problem encountered during the pilot 

study). The expert panel, however, did not feel it was ethical to compel participants 

to respond to all questions and “Rather not say” and “Skip this question” options 

were enabled on 33 compulsory questions. These responses were recoded as 

missing data for most descriptive and multivariable analysis.  

3.2.10 Variables and outcome measures 

I explored the barriers to accessing healthcare using the primary outcomes measures 

– “access to a primary care physician” and “a previous negative HIV test”. Access to 

primary care differs across Europe, which was reflected in the questionnaire 

construction. For example, patients in Greece were not asked about access to a 
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general practitioner (since there is no system of GPs in Greece) but asked if they 

were registered at the Infectious Disease Unit (MEL). In Spain, patients were 

categorised as having access to primary care if they held a “Tarjeta sanitaria 

individual (TSI)” or “Health Card” (a system of public healthcare introduced 

shortly before the questionnaire was cognitively tested). Additional outcome 

variables that provided evidence to support “test and treat” strategies were also 

included. See Box 3-2 for a list of primary and secondary outcomes and how they 

were defined. Exposure variables and the way they were constructed are shown in 

Table 3-2. 

Box 3-2: Primary and secondary outcomes used in clinic and community survey 
analyses 

Primary outcome measures 

• Proportion of respondents with a previous negative HIV test (respondents living with HIV) 

or the proportion who have ever tested for HIV. In the community survey respondents who 

reported living with diagnosed HIV were excluded from analysis identifying factors 

associated with ever having tested for HIV.  

• Proportion of respondents with access to a primary care physician. Access to primary 

care is defined in the clinic survey as reported possession of a health card (Italy/Spain), 

access to a permanent medical doctor or infectious disease unit (Greece) or registration 

with a family doctor/GP (all other countries). In the community survey access to primary 

care is measured by actual attendance at the GP/family doctor in current country of 

residence (CCOR). This is due to differences in data collection in the two surveys.  

Secondary outcome measures 

Access to HIV testing and healthcare 

• Proportion classified as diagnosed late.* 

• Proportion accessing health services in CCOR two years prior to HIV diagnosis.* 

• Proportion offered HIV tests in while attending health services in CCOR two years prior to 

HIV diagnosis.* 

• Proportion of participants offered an HIV test in current country of residence.† 

Access to treatment and ongoing care 

• Proportion with an undetectable viral load.* 

• Proportion currently on HIV treatment. 

• Proportion with access to free (government provided) HIV care. 

 (Box continued next page) 
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Box 3-2: Primary and secondary outcomes used in clinic and community survey 
analyses continued 

Access to treatment and ongoing care (continued) 

• Proportion unable to pay for HIV treatment. 

• Proportion reporting difficulties accessing health services. 

• Proportion reporting delayed medication because of affordability. 

• Proportion reporting poor access to clinics because of transport costs. 

• Proportion reporting access to HIV support services. 

HIV prevention needs  

• Proportion reporting knowledge or use of post-exposure prophylaxis. 

• Proportion reporting low perceived personal risk of infection. A pre-existing 4 item, 5 point 

Likert scale (1=Strongly Agree, 2=Agree, 3=0 Neither agree nor disagree, 4=Disagree, 

5=Strongly disagree). Higher scores indicate higher levels of perceived HIV risk & 

susceptibility. Published alpha =0.84; alpha in community sample=0.74 (DeHart and 

Birkimer, 1997). † 

• Proportion of participants reporting unprotected sexual intercourse with a serodiscordant 

partner at last sex, since diagnosis, or in the past 12 months.  

• Proportion reporting STI. 

TasP indicators 

• Proportion reporting STI post-diagnosis.* 

• Proportion on ART with an undetectable viral load.* 

• Proportion reporting adherence to medication.*  

Ecosocial factors  

• Proportion reporting hunger scores above 2 which indicates moderate to severe hunger. 

No published alpha. Community survey alpha=0.93; clinic survey = 0.86. 

• Proportion reporting experiences of stigma or discrimination based on race/sexual 

orientation or HIV status. 

• Proportion reporting high stigma scores. A pre-existing 5 item, 3-point, Likert scale 

(1=Agree, 0=Neither agree nor disagree, 0 = Disagree) which measures HIV-related stigma 

in terms of blame and judgement. Published alpha = 0.63; alpha in community sample = 

0.76 (Visser et al., 2008). † 

*Clinic survey only 
†Community survey only 
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Table 3-2: Exposure variables used in clinic and community survey analyses 

Exposure variable  
(questionnaire item number)  

Variable construction  

Sociodemographic variables 
Current Country of Residence 
(Q1) 

As collected 

Region of CCOR  
(Q1 - community survey only) 

Created using United Nations Statistics Division geographic 
regions and sub-regions classifications (see Appendix J). 

Respondents living in Cyprus (classified as Western Asia by the 
United Nations but included in the WHO European area) were 
classified as living in Southern Europe. Those living other Western 
Asia countries were classified as living in Rest of Europe.  

1. Northern Europe (Denmark, Estonia, Finland, Iceland, 
Ireland, Latvia, Lithuania, Norway, Sweden, United 
Kingdom) 

2. Southern Europe (Albania, Andorra, Bosnia and 
Herzegovina, Croatia, Greece, Italy, Malta, Montenegro, 
Portugal, San Marino, Serbia, Slovenia, Spain, The former 
Yugoslav Republic of Macedonia) 

3. Rest of Europe (Armenia, Austria, Azerbaijan, Azerbaijan, 
Belarus, Belgium, Bulgaria, Cyprus, Czech Republic, 
France, Georgia, Germany, Hungary, Israel, Kazakhstan, 
Kyrgyzstan, Liechtenstein, Luxembourg, Monaco, the 
Netherlands, Poland, Republic of Moldova, Romania, 
Russian Federation, Slovakia, Switzerland, Tajikistan, 
Turkey, Turkey, Turkmenistan, Ukraine, Uzbekistan) 

Age/Date of Birth  
(Q3, Clinical Data Item [CD] 2, 
Interview Date*) 

Continuous as collected. 

Categorical variable based on age categories in previously 
published literature (Mercer et al., 2013). 

1. 18-24  
2. 25-34 
3. 35-44 
4. 45-54 
5. 55+ 

Gender (Q4) Data were analysed separately for three gender-related groups as 
it was assumed that women, men who reported their sexual 
orientation as straight, and men who identified as gay/bisexual, 
were all likely to be different with regard to HIV testing history, 
sexual behaviour and HIV prevention needs.  

Transgender male and transgender female categories eliminated 
from cross-tabulations and multivariable analysis. 

0 Women 
1 Heterosexual Men 
2 Gay/Bisexual Men 

Country of birth (Q5) As collected.  
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Table 3-2: Exposure variables used in clinic and community survey analyses 

Exposure variable  
(questionnaire item number)  

Variable construction  

Education I (Q12, q12a, q12b) Those who left secondary school aged 18 and over placed in 
category 4. Based on the assumption that key differences in health 
inequalities have been observed in those with lower secondary and 
less and those with upper secondary or more. (von dem 
Knesebeck et al., 2006). 

1. Less than primary education 
2 Primary Education (1st stage of basic education) 
3 Lower secondary (2nd stage of basic education) 
4. Upper secondary  
5. University degree or equivalent 

Education II (Q12, q12a, q12b) Binary education category (von dem Knesebeck et al., 2006).  

1. Lower secondary or less  
2. Upper secondary or more 

Employment status (Q13) Binary categories as collected (multichoice selection) 

Binary category separating those reporting paid work 

0. Not in paid work 
1. Working full/part-time.  

Relationship status (Q14 & q15) Variable differentiates between those who were married/cohabiting 
with their partner in the same country and those who were not. 
Based on the assumption that this may have and financial and 
social impact as well as an impact on risk-taking behaviours. 
(Bertens et al., 2008b) 

1. Married/Cohabitating 
2. Single 
3. Living apart relationship/marriage 

Children cared for at home Variables differentiates between those with children in the home 
and those without. Based on the assumption that this may have an 
economic and social impact on health-seeking behaviours.  

0. No children cared for in the home 
1. 1 or more children cared for in the home 

Religious attendance 1 Never 
2 Weekly or more 
3 Monthly or more 
4 Once or twice a year 

Religion Only captured for those who report attendance at a religious 
service because of ethical restrictions in France and Portugal as 
reported by the expert panel. 

1. Christian (All denominations) 
2. Muslim/Islam 
3. Other 

Religious practice Variable used in regression modelling to combine religious 
attendance and religion.  

1. Christian  
2. Other 
3. Does not attend religious services 
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Table 3-2: Exposure variables used in clinic and community survey analyses 

Exposure variable  
(questionnaire item number)  

Variable construction  

Sexual Orientation (self-defined) As collected. 

1. Gay\Lesbian 
2. Straight 
3. Bisexual 
4. Other 

Income  Monthly income compared to national minimum wage in each 
country. In multivariable analysis, the last two categories are 
combined. 

1. More or a lot more 
2. About the same 
3. Less than minimum wage 
4. Not Known 
5. Not Earned 

Ethnicity  Ethnicity categories varied according to current country of 
residence. This ethnicity variable constructed using the ethnicity 
variables and country of birth. “Europe” defined according to United 
Nations Statistics Division classifications (Appendix J). Based on 
UK and US census categories. The ethnicity categories were 
further simplified based on groups most represented in the dataset. 

1. Black African/Caribbean 
2. White European 
3. Latin American/Hispanic 
4. Mixed Ethnicity 
5. Other 

Migration history and related  
Region of birth  Due to small numbers, some categories were combined: Latin 

American was combined with the Caribbean per UN categories, 
and North America and Oceania were combined to form “Rest of 
World”. For regression analyses, Asia was included in “Rest of 
World.” 

2 Africa 
5 Latin America/Caribbean 
9 Rest of World 
142 Asia 
150 Europe 

Region of birth II Region of birth per United Nations Statistics Division (Appendix J).  

1. Developing regions 
2. Developed regions 

Years in CCOR Continuous as collected. 

To distinguish very recent migrants, the length of time in country 
was calculated using the CASI completion date and a variable 
which assumed arrival on the first day of the year.  

1. 1 year or less 
2. 2-5 years 
3. 6-9 years 
4. 10 years or more 
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Table 3-2: Exposure variables used in clinic and community survey analyses 

Exposure variable  
(questionnaire item number)  

Variable construction  

Years in CCOR Binary variable that takes into account the “healthy migrant effect” 
(Razum and Twardella, 2002). 

1. Less than five years 
2. Five years or more 

Migrant path Resident six months before migration in a border country, through 
which migrants are often smuggled into Europe (BBC, 2013).  

1. Country of birth 
2. African Border Country (Algeria, Egypt, Libya, Morocco) 
3. European Border Country (Greece, Italy, Spain) 
4. Other  

Immigration status  Binary categories as collected (multichoice selection) 

Constructed category separating those with permanent residence 
(EU Nationals, CCOR nationals and those with permanent 
residency permits) from those with temporary visas and seeking 
asylum. Those who checked “None of the above” in a multi-choice 
list of all possible immigration statuses were classified as 
undocumented. In multivariable analysis, the final three categories 
were merged.  

1. Permanent residency 
2. Temporary residency 
3. Asylum seeker/refugee status 
4. Undocumented  
5. Unknown 

Time elapsed between migration 
and diagnosis 

Variable only for those diagnosed in CCOR.  

1 1 year or less 
2 2-3 years 
3 4-5 years 
4 6-9 years 
5 10 years or more  

HIV & STI related 
Age at diagnosis Categorical variable based on clinical data.  

1. Under 18 
2. 18-29 
3. 30-39 
4. 40-49 
5. 50 and over 

Years since diagnosis  As collected.  

Seroconversion in the last year Binary variable constructed to show those who had an HIV 
negative test in the year before diagnosis. Based on patient report 
data as records more complete.  

European diagnosis Binary variable to distinguish respondents that may have been 
diagnosed outside their country of birth but in another European 
country (particularly relevant for European migrants).  
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Table 3-2: Exposure variables used in clinic and community survey analyses 

Exposure variable  
(questionnaire item number)  

Variable construction  

Time on ART Derived from interview date and date or ART initiation. Categorical 
variable used in regression analysis.  

0. Not on ART 
1. Less than six months 
2. Six months to one year 
3. One year or more 

Late presenters Individuals diagnosed with a CD4 cell count <350 cells mm3 or an 
AIDS-defining illness within three months of diagnosis. This group 
does not include those with serological evidence of recent 
seroconversion because low CD4 counts and evidence of AIDS-
defining events have been observed in recent seroconverters. (Lodi 
et al., 2013, Sasse et al., 2016)  

Late diagnosis Diagnosed with a CD4 cell count <350 cells mm3 

Very late diagnosis Diagnosed with a CD4 cell count <200 cells mm3 

Difficulties taking medication Participants asked their opinion about two statements regarding 
compliance and adherence to medication. Those who agree or 
strongly agreed with one or both statements were categorised as 
having difficulty taking medication.  

 

3.2.11 Statistical analysis 

Evidence from the literature review suggested that women, heterosexual men and 

gay/bisexual men to experience different barriers to accessing care (Burns et al., 

2008, Chinouya, 2006, Anderson, 2008, Paparini et al., 2008), therefore these groups 

were analysed separately (see Table 3-2). Individuals who identified as transgender 

were not included in statistical analysis as their numbers were too small. However, 

a descriptive analysis of these persons is included in the Appendices.  

In descriptive analysis I accounted for the clustering of participants at clinic and 

country level by using the complex survey functions available in Stata (version 14.1) 

to declare countries to be strata and clinics to be primary sampling units. In 

descriptive analysis proportions were compared using a design-based chi-squared 

equivalent test and I used linear regression used to compare means. Socio-

demographic characteristics were compared and tested to see if there were any 

statistically significant differences across the groups. Having established that the 

groups were indeed different (as expected) no further statistical testing was carried 

out comparing outcomes across the gender-related groups.  
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In each gender-related group, associations between the primary outcomes and 

sociodemographic/behavioural factors were analysed using logistic regression. The 

sampling design was acknowledged by including a random effect for clinics in 

multivariate models. Initial analysis showed that access to primary care was 

unexpectedly very high in some countries for some gender-related groups (e.g. 

100% of women in Italy reported having a health card). Consequently, for each 

group, associations between covariates and access to primary care are only explored 

in countries where less than 95% of respondents reported access to primary care.  

In each gender-related group, factors were first analysed individually and factors 

found to have significant associations with the primary outcomes (α= 0.05) were 

incorporated into a hierarchical regression model using backwards selection. In all 

models, a priori factors (country of residence, age, region of birth, years since 

migration, immigration status) were included. Associations are reported as odds 

ratios (OR) and adjusted OR (aOR) with 95% confidence intervals. After the models 

were selected, I examined whether associations between the primary outcomes and 

the included factors differed significantly by region of current residence or by 

region of birth by testing interaction terms.  

I undertook a slightly different process when modelling associations with an 

undetectable viral load (a secondary outcome). Variables that were found to have 

significant associations (α= 0.05) in univariate analysis were incorporated into a 

logistic regression model (with a random effects for clinic) using backwards stepwise 

selection. Only variables with a p value above 0.05 were included in the final model. 

I chose this method because of substantial (>5%) missing information in several of 

the clinic supplied variables which would have hindered the use of a hierarchical 

regression model using backwards selection. 

3.2.12 Response rates 

The age, nationality/ethnicity, and gender of all patients approached to participate 

in the study were noted on the enrolment log. I used a design based chi-squared 

equivalent test to assess whether those who agreed to participate were significantly 

different from those who declined. I also explored whether the sample was 
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representative of clinic populations. Clinics sites supplied details about the age, 

ethnicity and gender of patients diagnosed after 2008 and born abroad that were 

registered at the clinic during the study period.26 These data were then compared to 

the survey sample using chi-squared tests.  

3.3 aMASE community survey 

3.3.1 Study setting and time period 

The aMASE community survey, was designed to complement the clinic survey and 

capture data on all migrants regardless of their HIV status. It was available online 

through web-browsers between April 2014 and July 2015. 

3.3.2 Participants & eligibility criteria 

In contrast to the clinic survey fewer financial and human resources were needed to 

implement the survey and so migrants living in a much wider area could respond to 

the survey. All migrants living in the WHO European area (see Table 3-2), aged 18 

years and over, irrespective of their HIV status or current country of residence, were 

eligible to participate in the aMASE community survey.  

3.3.3 Sample size  

No sampling frame for migrants in Europe exists so a convenience sampling 

strategy was used. In calculating the sample size, the primary outcome measures 

were access to primary care and the proportion of participants previously tested for 

HIV; both outcomes were assumed to have an overall prevalence of 50%. The target 

sample size was 1,000 migrants which allowed for estimates of the primary 

outcomes by gender within 5% (based on a 95% confidence interval). 

3.3.4 Sampling strategy 

The survey was actively promoted June 2014 – May 2015 using social marketing and 

community participatory methods in nine countries that had Work Package 14 

EuroCoord collaborating partners: Belgium; France; Germany; Greece; Italy; the 

Netherlands; Portugal; Spain; and the United Kingdom. A Community Advisory 

                                                
26 Only UK clinics were able to provide these data. 
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Group (CAG), made up of representatives from local community-based 

organisations (CBO) providing services to migrant communities, were integral to 

the sampling strategy. The CAG members were selected by the aMASE expert panel 

with representation from all countries involved in the active promotion of the 

survey. Additional CAG members were appointed because of their expertise in 

specific migrant issues or their extensive pan-European migrant networks. Most 

CAG members were contracted to deliver outreach meetings, with the aim of 

promoting the survey to other organisations within their country. In turn, these 

organisations promoted the survey to other organisations and their service users 

and cascaded the study promotion in a method similar to snowball sampling. 27 

3.3.5 Variables and questionnaire development 

Per the clinic survey, I wrote the initial objectives and the first draft of the 

community survey instrument (see Box 3-3). The community questionnaire was 

then developed using an iterative community participatory approach involving the 

CAG and the expert panel. The expert panel was responsible for the survey content 

and design and all technical aspects of administering the questionnaire. The CAG 

ensured that the survey content was relevant to migrant communities within 

Europe and provided a “real world” critique of the survey items. For example, the 

CAG were able to highlight culturally insensitive questions or request data that 

could quickly translate into policy and practice recommendations. 

After four iterations of the survey development process, the CASI was tested for 

programming inconsistencies (see Figure 3-2). The survey was then translated into 

14 languages (identical to the clinic survey with the exclusion of Tigrinya, as these 

translations were funded by Swiss co-investigators, a country not part of the 

community survey). Almost three-quarters (71%) of the items in the clinic survey 

patient questionnaire were replicated in the community questionnaire to allow for 

                                                
27 While there were not sufficient resources to include France in the clinic survey, expert panel 
members from France were keen to include French CBO in the community mobilisation and 
engagement project. Conversely, representatives from Switzerland successfully petitioned the expert 
panel to exclude the country from the CAG, lest the aMASE survey draw attention away from a 
community survey aimed at African migrants living in Switzerland that was commissioned after 
aMASE.  
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comparison between the two samples. The remaining items included country-

specific questions and topics of interest to the CAG and covered: health service use 

in country of origin/residence; home testing/sampling for HIV and other infections; 

mental health; and social determinants of health (e.g. housing). 

Box 3-3: aMASE community survey objectives 

To capture: 

1. Demographic data about respondents, including: gender, age, ethnicity, sexual 

orientation, education, migration path, immigration status, employment status, 

marital status, socio-economic status; religion/faith. 

2. Information about HIV prevention including: knowledge and awareness of condom 

use; access to condoms, access to needles, injecting drug behaviour and post-

exposure prophylaxis. 

3. Information about sexual behaviour and experiences: number of lifetime partners, 

data most recent/current sexual partner (e.g. gender, location of partner, perceived 

HIV status), transactional sex, forced sex.  

4. Service use data including: family doctor attendance; antenatal services; sexual 

health clinics/services; accident and emergency; hospitalisation; inpatient/outpatient 

activity; STI diagnoses; HIV testing (if ever, where, when, frequency, result). 

5. Data on HIV treatment: current medication; access to medication; adherence to 

medication; eligibility or entitlement to treatment and services. 

6. Information about the perceived barriers to HIV testing/prevention: HIV disclosure, 

stigma, experiences of discrimination (race, sexual orientation, HIV-related); risk 

perception; perception of eligibility or entitlement to treatment. 

7. Indicators that could be used in monitoring and surveillance systems across Europe. 

3.3.6 Ethics 

Ethical approval was obtained from the London Bentham Research Ethics 

Committee (11/LO/1600). Additional approvals were obtained in countries that 

actively promoted the survey (see Table 3-1). 
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Figure 3-2: Iterative and community participatory questionnaire development process. 
CAG=Community Advisory Group. 

3.3.7 Pilot study  

A short ten day pilot study was conducted with a sample of 38 respondents drawn 

from CAG and expert panel members and their colleagues. Respondents completed 

the survey in a language of their choice and provided additional feedback via email. 

The CASI was revised to improve the quality of translations and make them more 

suitable for the target population.  

3.3.8 Community mobilisation and study implementation  

Previous studies with migrant communities have shown that public and patient 

involvement strategies were a valuable and important part of study 

implementation, which aided recruitment and retention (MAYISHA II Collaborative 

Group, 2005, Fenton et al., 2002, Elford et al., 2010, Anderson et al., 2009b). In 

anticipation that the sensitive survey content might have a negative impact on 

recruiting the target sample population, I applied for additional funding for a 

Community Mobilisation and Engagement project (CMEP).  

The CMEP was designed to provide resources so that migrant groups and people 

living with or at risk of HIV could be meaningfully involved in the design and 

delivery of the aMASE study thereby removing barriers to recruitment. Rather than 
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supervise the project directly from within an academic setting, I pursued external 

oversight from civil society, with the aim of ensuring that the community survey 

findings would be worthwhile to those working directly with migrant communities 

in Europe. The most appropriate organisation for this role was EuroCoord’s 

primary community partner, European AIDS Treatment Group (EATG), a European 

network of nationally-based volunteer activists. EATG employed a project 

coordinator to chair the CAG and assist with study delivery.  

Although there is evidence to suggest that small media are not successful health 

promotion resources for some migrant communities (Fenton et al., 2002), promoting 

an online survey through word-of-mouth would require that potential participants 

remember a web address, and this was unlikely to be successful. Instead, I provided 

CAG members with a suite of promotional materials including posters, business 

cards, postcards and electronic banner advertisements which were available from 

the aMASE community survey website (see Appendix K). Over 18,000 small media 

items (3,100 business cards; 15,600 postcards) were printed and disseminated to 

community-based organisations across Europe. The CAG also employed additional 

promotional and recruiting strategies, for example, 12 organisations (in France, the 

Netherlands, Greece and the UK) allowed participants to complete the survey on 

laptops/devices on their premises.  

A further 243 CBOs identified through a mapping exercise (see Appendix K for 

mapping protocol) were contacted and asked to promote the survey via their 

websites and social media pages (e.g. Facebook, Twitter). Approximately 300 web 

pages/apps also carried banner advertisements or links for the community survey 

including PlanetRomeo, Gaydar, Grindr, Poz Traveler and Easy Expats. 

All community survey promotional materials referenced the aMASE website 

(www.amase.eu) where potential participants were able to select one of the 14 

survey languages on the initial landing page (Figure 3-3). Participant information 

sheets about the community survey were available in all 14 survey languages and 

further detailed information about both cross-sectional surveys was available in 

Dutch, English, French, German, Italian, Portuguese and Spanish. Individuals who 
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wished to participate in the study clicked through to a separate website where 

FluidSurveys hosted the survey. All participants provided within-survey tick-box 

consent. Survey data were stored in a secure database operated by FluidSurveys.  

3.3.9 Variables and outcome measures 

Data were analysed separately for three gender-related groups and the main 

outcome measures were access to primary care and ever having tested for HIV (See 

Table 3-1 and Box 3.2). 

3.3.10 Statistical analysis 

The data were too sparse to be considered clustered, so I conducted all statistical 

tests in Stata 14.0 (StataCorp) without using survey commands. As an outcome 

variable, “Access to primary care” in the community survey represents the 

opportunity to encounter provider-initiated testing (and receive HIV prevention 

information). Therefore respondents living with diagnosed HIV were excluded from 

all regression analysis. Binary logistic regression was used to examine associations 

between demographic and behaviour variables and the main outcome measures; the 

data are presented as crude odds ratios (OR) and adjusted OR (aOR) for each 

gender (men separated by sexual orientation). Behaviour and demographic factors 

which showed significant associations (α= 0·05) in univariate analysis were included 

in a backwards stepwise model selection process, conducted separately for each 

gender. In all models, a priori factors (region of residence, age, region of birth, years 

since migration, immigration status) were included in automated multivariable 

analysis. Tests for interaction were performed using the same parameters as the 

clinic survey (see section 3.2.11 above) 

3.3.11 Response rates 

I carried out attrition rate analysis to determine the rate of drop out from the survey 

(Eysenbach, 2005, Hochheimer et al., 2016). The number of participants 

withdrawing at each question was plotted on a Kaplan-Maier survival curve. If a 

large drop out between two sequential questions occurred I used simple chi-

squared tests to examine whether the drop out was significant. In this way, any 

trends in attrition could be identified.  



 

109 

 
Figure 3-3: Screenshot of aMASE community survey website landing page 
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3.4 Reflections on survey development 

In this section, I present some of the complications that arose during the survey 

development process. I explore how assumptions and epistemic differences 

influenced the survey development and later in the chapter I reflect on how these 

issues influenced how I planned and executed the qualitative data collection. 

The aMASE survey instruments were compiled in a collaborative, iterative way and 

the fact that both surveys were delivered electronically resulted in two dynamic 

questionnaires with country-specific questions available in multiple languages. The 

study was reliant on agreement between members of the expert panel and the CAG, 

a continually changing group of people. It took 36 months to finalise and roll-out 

both surveys. In that time 54 individuals from 28 different organisations in 11 

countries were part of an expert panel or the CAG. Despite this changing cast of 

researchers, all protocols, procedures and study instruments were agreed through 

consensus. Unsurprisingly, with so many organisational and national cultural 

working practices to accommodate, milestones within in the project were often 

delayed. 

Delays were expected; the issues that arose due to individual and institutional 

epistemic differences were not. Although it was not clear at the time, many within 

the expert panel had adopted a strongly positivist approach to the survey design 

and development. Using a (seemingly) atheoretical approach to data collection, 

many on the expert panel wanted to use the survey instruments to collect as many 

possible permutations of answers to as many questions as practicable.28 The 

dynamism and flexibility of using an electronic survey appeared to allow for infinite 

possibilities and rather than refine questions to suit all countries (or attempt to reach 

a compromise), the consensus approach was to continually expand the number of 

items seemingly in order to accommodate minor differences in wording. 

Conversely, a minority on the expert panel shared my belief in a mixed methods 

approach to data collection and thought that the survey instruments were 

                                                
28 See Appendix L for excerpts from my research notes.  
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attempting to capture quantitatively, nuances and ideas that can and should only be 

captured qualitatively. 

Most of the expert panel viewed their preference for capturing data on some topics 

but not others as entirely neutral and evidence-driven. Again, the influence of 

different undeclared theories and assumptions underpinning the research was not 

immediately apparent. For example, a survey item designed to capture 

socioeconomic status by measuring respondent experiences of hunger within the 

previous four weeks (see Box 3-2) was described by a member of the expert panel as 

“extreme”. The expert panel considered discarding the question on the assumption 

that hunger would cease to be a problem for migrants once in Europe. To reach 

consensus, the question was designated “UK ONLY” until two interviewees in 

cognitive testing achieved a maximum score (severe hunger) and the question was 

reinstated in all countries (see the report in Appendix F).  

This brief example highlights the assumption prevalent among the expert panel was 

that migrants’ lives improve once they have reached their destination country. It is 

also illustrative of how the collaborative process worked. Although the survey aims 

and objectives had been clearly set out, each expert panel or CAG member had their 

own vision of how the survey should be constructed. For example, early drafts of 

the community survey included a question about knowledge and use of pre-

exposure prophylaxis (PrEP) that accompanied an item about post-exposure 

prophylaxis (PEP). The PrEP question was removed because a CAG member felt 

strongly that the question would confuse and perhaps even harm respondents 

because PrEP was not widely available from statutory sources across Europe at that 

time. The assumption that the survey should only explore statutory provisions was 

never explicitly endorsed, but reflecting on this episode now, it is clear that the CAG 

member’s vision of the survey was of one that could be used to evaluate current 

service provision.  

I wrote the community mobilisation plan in specific response to the fact that my 

vision of a clinic survey (one that sufficiently captured the migrant experience) had 

not been realised. The process of developing research with community advisory 
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groups is often demanding, but also worthwhile for the insight that non-experts 

bring (Anderson et al., 2009b, Ochieng, 2010). By the time the CAG was appointed, 

however, the clinic survey instrument was finalised and recruitment was underway. 

Much like the expert panel, the CAG had their own vision of the survey and raised 

objections about many of the pre-existing questions from the clinic survey. The CAG 

were keen to capture experiences using new questions which focussed on the 

psychosocial aspects of the migration experience or living with HIV. This was at 

odds with the position of many on the expert panel (including myself) who wanted 

to use validated items from the clinic survey. In the end, the expert panel and the 

CAG agreed to a community survey that removed most of the items exploring 

health and access to clinical services.  

Aside from epistemic differences, the survey development process was also 

influenced by the nature of Work Package 14 “Migrants and Health”. The aMASE 

clinic survey contained nearly 100 separate items, but many of the questions were 

designed to serve a dual purpose: to capture information for use in developing an 

algorithm to determine country of HIV acquisition and to provide answers to the 

research questions about barriers to HIV testing and care. When the time came to 

reduce the length of the survey (to reduce the time burden on participants), the 

items needed to create the country of HIV acquisition algorithm were prioritised.  

A consequence of these assumptions and decisions is that, although the aMASE 

study was commissioned, developed and promoted as a study about “migrants”, 

the survey instruments have notable omissions about the migration process or the 

migrant experience. The finalised survey instruments are useful and suited to the 

aims and objectives of the aMASE study. Some items could have been included 

which would have better captured my own (ecosocial) vision of how the 

questionnaire should have been constructed. These include questions regarding: 

reason for migration; economic status in the source country; integration and 

assimilation; sending and receiving remittances; the impact of remittances on 

current income; attitudes and beliefs around health-seeking behaviour; mental 

health and well-being (clinic survey); and experiences of discrimination within 

health services.   
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In the next section, I explain how I used in-depth interviews with people living with 

HIV to provide some much-needed context about the lives of migrants and address 

some of the migration-related issues missing from the surveys.  

3.5 In-depth interviews  

3.5.1 Overview 

Outside the confines of the EuroCoord structure I conducted qualitative research 

that focussed on the migration process and explored the extent to which the 

experience of becoming an international migrant presents barriers to HIV treatment 

and ongoing care. I undertook in-depth interviews with 22 people living with HIV 

in London, UK about their life experiences before migration. The interviews 

explored respondents’ route to health services, their efforts to seek care, and their 

access to – and ongoing relationship with – HIV treatment and care. A purposive 

sampling frame was used to select participants. Interviews took place April – 

September 2015. I made fieldwork notes after all interviews and kept a research 

diary throughout the analysis process.  

3.5.2 Study setting 

Although the main aim of this thesis is to examine the barriers to TasP for migrants 

across Europe, due to financial and time restraints, it was only feasible for the 

qualitative research to capture the experiences of migrants living in the UK. Thus, I 

conducted interviews only in the English language with participants living in 

London where the majority of migrants living with HIV in the UK reside (Kirwan et 

al., 2016). 

3.5.3 Sampling frame  

Unlike in quantitative research, qualitative research does not attempt to use sample 

size calculations to estimate how many participants are needed to estimate 

outcomes and ensure that the results are not due to chance. Instead, qualitative 

sample sizes are dependent on the aim of the study (Green and Thorogood, 2014). 

Given this study aimed to provide context for the aMASE surveys as well as 

examining how migration might act as a barrier to ongoing HIV care, I chose to use 
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purposive sampling to select a mix of participants and capture a range of 

experiences.  

I used a pragmatic approach to the sample size. In practical terms (e.g. gaining 

ethical approval and having sufficient funds to conduct the interviews), sampling to 

“theoretical saturation” (Glaser and Strauss, 1967) was not feasible. The sample 

quotas were based on the experience of other researchers which suggested that 18-

30 participants would provide a sufficiently large sample of participants with 

diverse views (Green and Thorogood, 2014).  

The aMASE clinic survey was used to develop a purposive sampling frame. Data 

collection in the UK clinics finished in March 2015. An interim analysis of the UK 

clinic sample showed that women were under-sampled across the UK recruitment 

sites and men were more likely to be white European and gay (Appendix M). The 

sampling frame was therefore designed to gather data from black 

African/Caribbean heterosexual men and women, and non-white men who have sex 

with men. Table 3-3 shows the purposive sampling matrix. 

3.5.4 Topic guide development 

Within qualitative research, reflexivity refers to the principle “that researchers 

should subject their own research to the same critical analysis that they deploy 

when studying their topic” (Green and Thorogood, 2014). This principle is designed 

to highlight how the subjective position of the researcher can influence the objective 

process of undertaking research. No such tradition exists among epidemiologists or 

public health scientists. Indeed, the practice of reflexivity is almost at odds with 

most scientific traditions which view research as objective and uninfluenced by the 

researcher.29 However, as I discussed above, reflexivity — and the lack of it — had 

an important role in the data collection of the studies described here. 

 

  

                                                
29 See Nancy Krieger “Epidemiology and the people’s Health” for a detailed discussion of these issues 
in public health and epidemiology. (Krieger, 2011) 
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Table 3-3: Sampling matrix for in-depth interviews 

Category  Quota Recruited 
Gender   

Men  6-12 10 
Women 12-18 12 
   

Age   
18-24 2-4 1 
25-34 2-4 3 
35-44 6-8 1 
45-54 6-8 9 
55-64 2-4 5 
65+ 0-2 3 

   
Region of Birth    

Africa 12-16 20 
Latin America/Caribbean 6-8 1 
Rest of World 0-4 0 
Europe 0-6 1 

   
Sexual Orientation    

Gay\ Lesbian \ Bisexual 6-12 6 
Straight 12-18 16 

   
Ethnicity    

Black African/Caribbean 12-16 20 
White European 1-2 1 
White Other 1-2 0 
Latin American/Hispanic 4-6 1 
Mixed Ethnicity 0-2 0 
Other 0-2 0 

Total 18-30 22 

The topic guide (Appendix N, page 411) and sampling frame were developed after I 

had spent a long time developing the surveys and thinking about quantitative 

methodology. As noted above, the surveys were developed in collaboration with an 

expert panel and CAG operating in a positivist framework. The expert panel had 

displayed an inability to engage reflexively and, unfortunately, failed to understand 

how their experiences as white, highly educated, well-paid (and well-fed) 

academics were shaping the quantitative research. This was in stark contrast to my 

acute awareness that as black, gay, second generation migrant and PhD candidate, 

the project felt very close to my own life experience. I had been keen to expand the 

survey remit to include aspects of migrant or queer life that were not being 
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captured, but I often failed to examine my motivations for including or excluding 

certain items.  

When I refined the topic guide for the qualitative interviews, I had not recognised 

quite how much the experience of creating the surveys had influenced what 

information I wanted to collect. I developed the topic guide while referencing the 

survey instruments and interim data but specifically tried to capture and 

contextualise the lived experience of migrants. The topic guide includes sections on 

life before migration, first arrival, journey to services, and experiences of services. 

On reflection the topic guide could be viewed as an attempt to capture the entire 

migrant experience, and bring to the interviews what the CAG had felt were 

missing from the surveys. It is also clear that my background and experiences 

influenced how I undertook the interviews and analysed the data, which I reflect on 

in the sections below.  

3.5.5 Recruitment procedures 

Initially, I wanted to recruit only people who had undertaken the aMASE survey; 

however, this proved to be unfeasible due to time constraints and lack of interest 

from clinic survey participants. Therefore, participants were recruited through 

additional methods. 

After recruitment for the aMASE clinic survey had ended, research nurses at two 

clinics with sufficient human resources (Mortimer Market Centre and Royal Free 

Hospital) continued to approach patients that were eligible for the survey to ask 

them to participate in the interviews. In both situations, participants were asked to 

provide their details so I could contact them either by telephone or email. Of the five 

individuals who supplied their contact details and underwent a telephone screening 

interview, only one was willing to undertake the interview after being given more 

information about the study. 

Participants were also recruited through advertising on the aMASE website, social 

media platforms, HIV patient support groups and CBOs in London. Emails and 

fliers advertising the interviews (Appendix N, page 416) were disseminated to 

several CBOs which were disseminating promotional material for the aMASE 
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community survey (see Appendix N for all qualitative study materials). Six 

participants called or emailed me directly after seeing the advertising and after a 

brief screening call to ensure their eligibility; all were accepted for an interview (see 

Appendix N, page 417 for screening questions).  

A CBO with strong links to an aMASE clinic survey recruitment site invited me to 

recruit via their weekly support meetings. I circulated a sign-up sheet for people to 

leave their contact details if they wanted to participate. Twelve people signed up on 

the day, and a further six informed the CBO of their interest at another time. All 

those who registered an interest were given an information sheet (Appendix N, 

page 418). I later called them to confirm participation, arrange a time and place for 

the interview and ensure they understood the study. At this point, three people 

declined to be interviewed.  

3.5.6 Conducting the interviews  

All those who agreed, regardless of where they were recruited, were given an 

information sheet and required to sign a consent form (Appendix N, page 420) at 

the start of the interview. Participants were given a £20 voucher as a token of 

appreciation. Seven people were interviewed in a quiet, private office at UCL. The 

rest of the participants were interviewed in offices of meeting rooms at a CBO. On 

some occasions, the office or meeting room provided was next to another room 

where noisy discussions were taking place. I made a note of these occasions in my 

fieldwork notes.  

Twelve women and ten men living with HIV participated in the interviews. 

Respondents ranged in age from 24 - 80 years with most participants in the 40-49 

age group (8) or the 50-59 age group (7). Nearly all the participants were recruited 

through community-based organisations, with just one participant coming from one 

of the aMASE study clinics. Only a handful of those interviewed were in paid 

employment, with most reporting they were unemployed and on benefits, awaiting 

asylum or undocumented and unable to claim benefits. Three men and one woman 

reported they were bisexual and two men said they were gay. All the women were 

from Africa (eight from East Africa, two from West Africa, one from Southern Africa 
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and one from Middle Africa). Most of the men were also from Africa too (four from 

East Africa, two each from West Africa and North Africa), with one man from 

Western Europe and another from South America. Fourteen of the interviewees had 

been living in the UK for at least ten years (five for more than 15 years), five had 

been in the UK for between five and nine years, and three respondents had 

migrated less than five years before the interview (one man had arrived in the UK 

14 months before the interview). See Appendix O for detailed demographic 

characteristics of the participants.  

3.5.7 Ethics 

Ethical approval for the in-depth interviews was received from the London 

Bentham Research Ethics Committee (11/LO/1600). The main ethical considerations 

surrounded the sensitivity of the questions, particularly obtaining an oral history, 

which included details about the migration experience and possible traumatic 

events may embarrass or distress participants. I hoped to minimise the effects of 

discussing sensitive issues by reiterating the voluntary nature of participation at the 

beginning of the interview. I assured participants that they were free to end 

participation at any time without giving reasons and, in the case of those recruited 

at clinic centres, without compromising their treatment. Participants were provided 

with a further information sheet containing help-line numbers (see Appendix N, 

page 421) which respondents were urged to use if the need arose.  

As with all sensitive data with personal identifiers, it was important to maintain the 

confidentiality of the participants by keeping the data stored safely. All audio 

recordings were transferred to a secure server as soon as the possible and the copies 

deleted from the portable recording device. The audio was transcribed by a 

professional transcription service which engaged secure protocols when receiving 

and the data and returning the interview transcripts. Once received the transcripts 

were immediately anonymised; personal names, place names and details that could 

readily identify individuals were removed.  Interview participants provided 

permission for anonymised quotes to be included in reports or publications. The 

signed consent forms were stored in a locked cabinet. To reassure interviewees of 

ongoing confidentiality after the interviewers, I explained that should we meet 



 

119 

under any other circumstances, I would not acknowledge the previous meeting or 

the contents of the interview. 

3.5.8 Analysis 

Within epidemiology, standard statistical techniques, odds ratios and confidence 

intervals are widely used and accepted techniques for data analysis.30 The situation 

is less straightforward in qualitative analysis, where there is a range of theoretical 

and epistemological positions that determine how analysis is conducted and how 

the trustworthiness of the research is assessed (Thomas, 2006). For example, when 

researchers wish to use the data to generate theory (rather than test a theory), they 

often turn to approaches such as Grounded Theory (Glaser and Strauss, 1967, 

Strauss, 1987). Alternatively, Discourse Analysis or Narrative Analysis are more 

concerned with stories in talk or text and uncovering the multiple meanings of 

language or stories (Green and Thorogood, 2014). Phenomenology or Interpretative 

Phenomenological Analysis seeks to provide a description of participants lived 

experiences and how participants make sense of those experiences (Thomas, 2006).  

The approach I used to analyse my data was based on the aims I had for this 

qualitative study. To that end, I adapted the principles of Grounded Theory and 

adopted a thematic content analysis to present key elements of participants’ 

accounts (Green and Thorogood, 2014). In Grounded Theory, the process of analysis 

begins while the interviews are undertaken, however, in this adapted method I did 

not begin coding until all the data had been collected. This approach is generally 

used in health service research and is particularly applicable to this thesis because 

the main aim is to answer a specific question (Ritchie and Lewis, 2003). I also 

adapted the principles of narrative analysis to examine the way participants told 

stories about life before migration and on arrival in the UK. Below I explain how I 

undertook the analysis in detail, providing examples of how coding was 

undertaken.  

                                                
30 Despite the occasional difficulty with interpreting odds ratios as risk ratios see Davies et al., 1998 or 
Bland and Altman, 2000.         
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Data familiarisation 

Nvivo software was used to organise and manage the data. All interviews were 

audio recorded and transcribed verbatim by a professional transcription company. 

To familiarise myself with the data I checked the returned transcripts against the 

audio and corrected any errors made by the transcription company. I then 

anonymised the transcripts removing personal identifiers such as names, country of 

origin and place of residence. The final step in familiarisation was to make use the 

"case nodes" feature in Nvivo and create descriptive summaries of each person 

interviewed noting: gender; age; employment status; education; region of birth; age 

at diagnosis; time since diagnosis; length of time in the country; accommodation; 

immigration status; and the presence of multi-morbidities.  

Blocking and coding 

The transcripts were divided up into sections that broadly connected to the sections 

in the topic guide (“blocking”) which were used to identify common descriptive 

“themes” across the transcripts. Once the transcripts were blocked, I read through 

the data line-by-line and tried to understand and summarise the meaning behind 

what interviewees had said. This process, known as open coding (Glaser and 

Strauss, 1967), was applied to five transcripts (open coding is contrasted with the 

deductive methods used to block transcripts, where I used the topic guide to answer 

specific questions about the transcripts). In open coding patterns in interviewees’ 

accounts were identified using inductive methods, particularly about the migration 

process and its impact on ongoing access to care. In keeping with methods 

described in the literature (Green and Thorogood, 2014, Thomas, 2006), I tried to 

code using verbal nouns to lift the analysis from being merely descriptive to 

encompassing concepts that could be generalizable to migrants outside the UK. An 

example of the coding is shown below in Box 3-4.  

This process of open coding generated 246 codes, and these were checked against 

transcripts and discussed with three colleagues experienced in qualitative research 

methods. At this stage, data from the aMASE surveys had been fully analysed, so I 

decided to return to a more deductive approach and use the qualitative data to 

examine some of the questions that arose from the clinic survey results. I was 
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curious about the associations uncovered within the survey data between 

immigration status and access to primary care and ongoing treatment. I used this 

information to go back to the transcripts to identify relationships among the open 

codes. For example, I posed the question “How do experiences at first arrival 

influence access to general practice?”  

Finally, once the relationships had been identified, I went back to the transcripts and 

coded for more abstract concepts. These were partially informed by existing 

literature (see Chapter 1), particularly push/pull models, migration network theory 

(Massey et al., 1993) and the concepts of embodiment, accountability and agency 

within the ecosocial framework (Krieger, 2008, Krieger, 2011). Throughout the 

process of analysis I kept detailed memos which were used when drafting the 

results.  

Box 3-4: Example of open coding 

 Data Codes derived from open coding 

 […] because she told me, "do you want 

to start the treatment?"  
Being involved in decision making 

"Do you want...?" I don’t know.  Being unsure of what to do 

Do I... do I have, do I need, or 

something like that, you know, but you 

can ask me if I want the treatment or 

not, you know?  

Resisting responsibility for decision making 

I was like, that’s... you’re the doctor.  
Placing responsibility for decision making 

on clinicians 

I don’t feel that I’m sick, so... 
Associating taking medication with feeling 

unwell 
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3.6 Reflections on in-depth interviews 

I have already reflected on the survey development process and how that 

influenced the topic guide used in the in-depth interviews. In this section, I reflect 

on the qualitative data collection and analysis.  

It is well noted that there are pros and cons to ethnically matching interviewers with 

interviewees (Elam and Fenton, 2003, Ochieng, 2010, Adamson and Donovan, 2002). 

The implied benefits of ethnic matching are that interviewees feel comfortable with 

the interviewer based on a shared background and this enables researchers with a 

shared ethnicity to elicit accounts that may not be given to outsiders (Ochieng, 

2010). Some researchers have suggested that such practices are essentialist and may 

be disadvantageous because interviewees may be uncomfortable criticising cultural 

practices or expressing heterodox views if they perceive the interviewer to be part of 

their community (Vickers et al., 2012). It has therefore been important to examine 

my position and how this might have subjectively influenced the recruitment, data 

collection and analysis phases.  

At the outset of the aMASE study I had been working with African communities in 

England for eight years (2003-2011) during which time I was the principal evaluator 

of the National African HIV Prevention Programme. I had engaged in a lot of 

community events, including organising eleven well-attended conferences designed 

to disseminate research directly to people living with HIV. During that time, I 

realised that as a black British lesbian, I was sometimes perceived as an outsider by 

first generation African migrants. At the same time, I was often able to generate 

interest and cooperation with research based on shared ethnicity (or at the very least 

on the basis that I was non-white British). I had found this while recruiting for 

aMASE clinic survey patients when participants would remark on how pleased they 

were that a black person was involved in the research.  

When I first approached CBOs about facilitating recruitment, I was aware that my 

background as a researcher and my ethnicity would influence the entire research 

process. My contacts within CBOs, people whom I had known for more than ten 

years, gave me direct access to CBO clients. Over five months I became a familiar 
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face at the CBO, which perhaps altered the dynamic of some of the interviews. The 

topic guide contained many sensitive subjects and interviewees might have felt less 

inclined to speak freely because they knew I would be returning. I always included 

a specific disclaimer when consenting participants in the hope that they would 

know that I would never acknowledge the contents of the interviews. I was also 

aware that participants would tell each other about the interview content and 

procedure ahead of time, which might also alter the research process. 

My experience was not dissimilar to that of Bertha Ochieng, an education researcher 

of African descent. She noted that while participants had treated her as an “insider”, 

they did not consider her as “one of them” in every respect (Ochieng, 2010). This 

position as a partial “insider” was beneficial. I could probe and ask questions about 

seemingly obvious ideas, while at the same time I was treated as someone who 

understood the lived experience of migrants and so could be trusted to understand 

implied comments about racism from authorities.  

In my field notes on 8th August 2015, I recorded feeling frustrated because I 

perceived interviewees to be telling me what they thought I wanted to hear. Many 

of the same themes I had read in the literature were arising during the interviews, 

even though these themes did not feature prominently in the topic guide. For 

example, there were no explicit questions in the topic guide about experiences of 

HIV-related stigma and I was careful not to probe around the subject. I made this 

choice, in part because I did not think that another exploration of individual 

experiences of stigma would add to the evidence base. Yet, stigma repeatedly arose 

as participants wove their experiences of it into their stories about taking 

medication, accessing services, navigating immigration and almost every aspect of 

their lives since diagnosis.  

Initially, I had thought that the emergence of these themes was in response to the 

participant information sheet which contained details about the research aims and 

objectives. I thought participants were tailoring their answers to what they thought 

the research was about, but later I started to think the research interview itself – 
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coupled with the dynamics of HIV support groups – might be influencing 

interviewees’ responses.  

This would not be new or unusual and is perhaps reminiscent of work by Vin-Kim 

Nguyen which explores the role of "confessional technologies" and "technologies of 

the self" (Nguyen, 2010). He submits that in the early 1990s, in the absence of freely 

available ART in West Africa, HIV counselling workshops were considered 

sustainable, cost-effective interventions for HIV positive people. He theorises that 

these workshops constitute “technologies of the self”, whereby individuals were 

encouraged to talk (or indeed confess) about the problems associated with living 

with HIV. Eventually the workshops also served another purpose — a way of 

deciding who was deserving of ART and who was not. Those able to share and 

make use of confessional technologies could access medication and they were 

triaged to the head of the ART queue.  

From my perspective, more than 20 years later, it appeared as though participants 

who attended support groups were also influenced by confessional technologies 

and this was evident in the way they told their stories. Mazanderani and Paparini 

report of a similar experience when conducting research with people living with 

HIV in the UK (Mazanderani and Paparini, 2015). The authors conclude that the 

research interview acts as a “confessional” talking technology. This then creates 

“new norms of ‘living with’ HIV which are fundamentally premised on the success 

of ART” and individual responsibility for remaining well and “normalising” HIV as 

a chronic illness.  

This does not invalidate the findings of the research interview. Like Mazanderani 

and Paparini I have concluded that those who can take part in research interviews 

provide “stories with significance”(Mazanderani and Paparini, 2015). Nonetheless, 

this recognition of my interview data as playing a role in this realm of “confessional 

technologies” had a significant impact on my data analysis and the data I have 

chosen to present. So, while it remains true that the findings presented complement 

the quantitative data, two themes that emerged that are well covered in the existing 
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literature, “HIV-related stigma” and “HIV normalisation”, as well as the barriers to 

HIV testing (also well documented in the literature), are not presented in detail. 

Summary 

In this chapter, I have set out in detail the multiple methods that were used to 

collect data to answer the research questions posed in this thesis. Figure 3-4 

illustrates how each chapter in this thesis corresponds to each component of TasP 

under investigation. It links the knowledge and ideas from the literature review, 

data collection methods described in this chapter, and the overall aim of this thesis. 

With this diagram, I present a linear (and admittedly simplified) conceptualisation 

of how successful TasP can occur for migrant communities in Europe. The literature 

review has already provided evidence about barriers to accessing health care and 

HIV testing. The primary outcomes of the aMASE surveys relate to testing and 

treatment as well as ongoing care and adherence to medication. The findings from 

the qualitative research in the UK acts as a case study for the rest of Europe and all 

the evidence is drawn together in the final discussion chapter. 

Before proceeding to the following chapters which present the results, a note is 

required to explain how these findings are ordered. During the analysis stage 

(especially regression modelling and thematic analysis), the process of 

understanding the results remained grounded in the research questions. 

Unsurprisingly, considering the studies were designed to complement each other, 

patterns and comparisons between datasets were often immediately evident. The 

findings converge under distinct headings which could conceivably span all three 

studies. For example, results from both surveys and the in-depth interviews could 

be presented under the heading "Barriers to HIV testing" or "Barriers to HIV 

treatment". Nonetheless, the way the data were collected also form a valid way to 

present the findings. For ease of understanding, the next few chapters present the 

results of each data collection method separately. In the discussion chapter, the 

distinct headings that are evident and related to TasP will be revisited.  

 



 

 

  

Figure 3-4: Framework illustrating how the data collection methods and thesis chapters correspond to the different components of TasP. Each component is  
addressed by one or more dataset or chapter: (1) Literature Review (2) aMASE clinic survey (3) aMASE community survey (4) In-depth interviews (5) Discussion  126
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Chapter 4 HIV testing history and 
access to ongoing care among migrants 
living with diagnosed HIV 

This chapter features the results of the aMASE clinic survey which aimed to examine 
the barriers to HIV testing and care for people living with diagnosed HIV and 
accessing care. I begin by examining the data quality and the sociodemographic 
characteristics of the final sample, followed by a detailed examination of the 
components required for test and treat strategies. 

4.1 Data quality and sample characteristics 

4.1.1 Response rate  

In total 3,971 patients were registered on enrolment logs and of those 3,592 (90.5%) 

were approached by a recruitment researcher.  The majority of those approached 

(66.8%; 2,399/3,592) agreed to take part in the survey. Slight variations in the 

recruitment procedures across the different clinics (particularly in terms of how well 

the enrolment logs were completed) meant that some countries recorded very high 

participation rates (>90% in Greece, Portugal and Italy) whereas in other countries 

only around half of participants agreed to complete the survey (Table 4-1). Across 

all clinics in Europe, men were less likely to agree to participate compared with 

women and trans* individuals (60.8% vs 69.4% vs 88.9% respectively p=0.020). 

Those aged 18-24 years were more likely to agree than those aged 65+ (78.3% vs 

52.9%) and individuals born in Oceania and North America (“Rest of World”) were 

most likely to participate compared with those born in other regions (Table 4-1).  

In the UK three of the seven clinic sites provided more detailed information about 

eligible participants from clinic databases.31 The entire eligible population and the 

sample population from the three sites were compared and a significant difference 

between the two populations was found. The sample population had significantly 

fewer women, was younger and had a different ethnic makeup, with black African, 

black Caribbean and black other migrants under-represented (Table 4-2).  

                                                
31 Other clinics in Europe were unable to supply the required data.  
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Table 4-1: Characteristics associated with clinic survey completion. 

Table 4-2: Comparison of eligible clinic population with aMASE clinic sample population 

4.1.2 Missing data & item completion 

Clinical records were retrieved and matched to patient-completed questionnaires 

for almost all (99.4%) respondents included in the final analysis (14 questionnaires 

were unmatched because records were misplaced in clinics or there were errors on 

 
Proportion agreeing to participate % (n/N) F Score p value 

Current Country of Residence 
(n=3852)   8.96 <0.001 

Belgium 50.8 (294/579)   
Germany 67.3 (35/52)   
Greece 92.9 (208/224)   
Italy 93.6 (88/94)   
The Netherlands 53.5 (130/243)   
Portugal 91.9 (194/211)   
Spain 88.7 (814/918)   
Switzerland 72.4 (202/279)   
United Kingdom 48.1 (602/1252)   

    
Age (years) (n=3819)  4.33 <0.001 

18-24 78.3 (155/198)   
25-34 68.9 (905/1314)   
35-44 65.6 (896/1366)   
45-54 63.4 (448/707)   
55-64 68.3 (125/183)   
65+ 52.9 (27/51)   
    

Gender (n=3848)  4.95 0.020 
Men 60.8 (781/1284)   
Women 69.4 (1768/2546)   
Trans* 88.9 (16/18)   
    

Region of birth (n=1599)  10.27 <0.001 
Africa 65.0 (333/512)   
Latin America/Caribbean 86.0 (454/528)   
Asia 79.1 (125/158)   
Europe 65.9 (220/334)   
Rest of World 94.0 (63/67)     

 Eligible Clinic Population 
N (%) 

Survey Sample Population 
N (%) p value 

Gender   <0.001 
Women 577 (33.8) 87 (24.8)  
Men 1128 (66.2) 264 (75.2)  
    

Median Age (years) 38 36.2 <0.001 
    
Ethnicity    <0.001 

Black African 651 (39.6) 99 (28.3)  
Black Caribbean 94 (5.7) 8 (2.3)  
Black Other 74 (4.5) 4 (1.1)  
White/Other 826 (50.2) 239 (68.3)  
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the enrolment logs). As perhaps expected, some clinical records were incomplete. 

Over half (51.3%) of clinical records did not include information on viral subtype, 

data about previous negative testing were missing for 24.2% of the sample, and viral 

load estimates at diagnosis were missing for 7.0% of participants (Table 4-3). Further 

analysis showed that clinics in Spain were significantly less likely to supply viral 

load data than all other countries except Greece and Germany, even after adjusting 

for the time since diagnosis (data not shown).  

Since the patient-completed questionnaire was computer-assisted, respondents 

could not inadvertently miss a question and were compelled to select an answer 

(e.g. “Rather not say” or “Skip this question”) to record a missing response. As a 

result, only 18 of the 92 items had more than 1% missing responses and of those 

only seven items had greater than 5% missing (Table 4-3). In general, the items with 

missing responses referred to sexual experiences or other sensitive topics, such as 

postcode, income or religion. One topic did not fit this pattern: 13.5% opted to skip 

one item in a two-item Likert scale matrix about adherence to medication (Table 4-3).  

Table 4-3: Item non-response in the aMASE clinic survey 

Variable % missing a 
Clinic Records  

Viral subtype 51.3 
Previous negative test  24.2 
Viral load at diagnosis  7.0 
Latest viral load  6.4 
AIDS-defining illness within three months of diagnosis  4.9 
Latest CD4 cell count  4.5 
CD4 cell count at diagnosis  4.9 
Date of diagnosis  1.5 
Date of previous negative test  1.2 

Patient Questionnaire (question number)  
First half of postcode (Q10) b 75.7 
“I find it difficult to take my medication on a regular basis” (Q60) c 13.5 
Total number of lifetime sexual partners (Q24) 9.5 
Total number of sexual partners in CCOR (Q23) 6.4 
Disclosed HIV positive status to partner (Q46) 6.0 
Condom use at last sex (Q26) 5.5 
Condom use since diagnosis (Q25) 5.3 
Income compared to minimum wage (Q70) 4.9 
Religious service attendance (Q18) 4.8 
Hunger scale matrix (Q71) 3.2 
Previously received money, food or drugs for sex (Q28) 3.1 
Previously paid money for sex (Q29) 3.1 
Previous negative test (Q44) 2.9 
Experience of forced sex (Q30) 2.9 
Total number of sexual partners in the past year (Q22) 2.5 
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Table 4-3: Item non-response in the aMASE clinic survey 

Variable % missing a 
Experience of homophobia (Q74) 1.6 
Experience of HIV-related stigma (Q72) 1.5 
Understanding of PEP (Q50) 1.3 
Experience of racism (Q73) 1.2 
“I always follow the doctor’s instructions about taking my HIV medication” (Q60) c 1.1 

a Only variables with ≥1% missing responses b UK only.  c Items presented in the same matrix.  

4.1.3 Sociodemographic characteristics  

In total, 2,245 respondents (688 women; 1,533 men; and 24 trans*) with matching 

clinical records were available for analysis. The 24 trans* participants were excluded 

from analysis leaving a final sample of 2,221 (see Appendix P for descriptive 

analysis of trans* participants). Respondents were from 153 different countries: 

35.2% from Africa; 30.0% Latin America & Caribbean; 23.3% Europe (see Table 4-4 

for a breakdown by gender-related group). Figures 4-1 and 4-2 show male and 

female respondents’ current country of residence (CCOR) and country of birth 

(COB) respectively. A large proportion of the sample were men (69.2%) of which 

69.9% (1,072/1,533) were men who reported their sexual orientation as gay or 

bisexual.  

There were differences between the three gender-related groups in terms of nearly 

all demographic characteristics (Table 4-4). Most women and heterosexual men 

were born in Africa compared with gay/bisexual men (63.4% vs 57.3% vs 7.6% 

p<0.001) who were more likely to have been born in Latin America/Caribbean 

(17.6% vs 16.5% vs 43.8% p<0.001). The median number of years resident in CCOR 

was eight years for women and gay/bisexual men and 11 years for heterosexual 

men. Other notable sociodemographic differences were in education level, 

employment status, income and immigration status. Gay/bisexual men were more 

likely to report paid work, higher earnings and higher levels of education than the 

other two groups. More than three quarters (79.4%) of gay/bisexual men reported 

permanent residency compared with 52.4% of women and 58.0% of heterosexual 

men (p<0.001; Table 4-4). A larger proportion of women reported they were 

undocumented than either sub-group of men (5.0% vs 2.8% vs 3.1%, p<0.001). 
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Figure 4-1: Current country of residence of male and female respondents to the aMASE clinic survey  
Colour gradient indicates number of participants. Colour increases in saturation with increasing number of people. N=2221 from 57 clinic sites (minimum, maximum number of 
patients 1, 149): Belgium n=255, 4 clinics (27,148); Germany n=31, 2 clinics (14, 17); Greece n=175, 8 clinics (1,60) Italy n=63, 2 clinics (20,43); The Netherlands n=119, 3 
clinics (28, 51); Portugal n=179, 7 clinics (5,54) Spain n=692, 18 clinics (9, 141); Switzerland n=170, 6 clinics (5,42); United Kingdom n=537, 7 clinics (23,149)  
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Figure 4-2: Country of birth of male and female respondents to the aMASE clinic survey  
Colour gradient indicates number of participants. Colour increases in saturation with increasing number of people. N=2221 from 153 countries. See Appendix Q for full data 
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Table 4-4: Sociodemographic characteristics of aMASE clinic survey respondents, by gender (men 
separated by sexual orientation) 

  Women Heterosexual 
Men 

Gay/Bisexual 
Men 

p value 

Total number of respondents a 688 (31.0) 461 (20.8) 1072 (48.3) . 
     
Median age in years (IQR) 37 (31 – 45) 41 (35 – 48) 35 (30 – 42) <0.001 
     
Region of birth 

   
<0.001 

Africa 436 (63.4) 264 (57.3) 81 (7.6)  
Latin America/Caribbean 121 (17.6) 76 (16.5) 470 (43.8)  
Asia 33 (4.8) 0 (-) 123 (11.5)  
Europe 95 (13.8) 82 (17.8) 348 (32.5)  
Rest of World 3 (0.4) 39 (8.5) 50 (4.7)  

     
Mean age at migration (SD) 29.1 (9.9) 30.1 (9.9) 26.4 (8.6) <0.001 
     
Median years resident in CCOR (IQR) 8 (4 – 13) 11 (6 – 15) 8 (5 – 15) <0.001 
     
Ethnicity (n=2009) 

   
<0.001 

Black African/black Caribbean 354 (59.9) 218 (53.0) 54 (5.4)  
White European 95 (16.1) 70 (17.0) 327 (32.5)  
White Other 10 (1.7) 6 (1.5) 76 (7.6)  
Latin American/Hispanic 38 (6.4) 27 (6.6) 192 (19.1)  
Asian  17 (2.9) 18 (4.4) 76 (7.6)  
Mixed Ethnicity 44 (7.4) 30 (7.3) 208 (20.7)  
Other 33 (5.6) 42 (10.2) 74 (7.4)  

     
Education: upper secondary or more 345 (50.1) 240 (52.1) 877 (81.8) <0.001 
     
Education:     <0.001 

Less than primary education 64 (9.3) 38 (8.2) 19 (1.8)  
Primary Education 149 (21.7) 104 (22.6) 55 (5.1)  
Secondary education (1st stage) 130 (18.9) 79 (17.1) 121 (11.3)  
Secondary education (2nd stage) 168 (24.4) 125 (27.1) 249 (23.2)  
University degree or equivalent 177 (25.7) 115 (24.9) 628 (58.6)  

     
Employment: working full/part time 297 (43.2) 225 (48.8) 734 (68.5) <0.001 
     
Monthly income compared to national 
minimum wage (n=2097) 

   
<0.001 

More or a lot more 74 (11.5) 64 (14.8) 478 (46.8)  
About the same 89 (13.9) 71 (16.4) 177 (17.3)  
Less than minimum wage 224 (34.9) 130 (30.0) 204 (20.0)  
Own wage not earned 238 (37.1) 152 (35.1) 145 (14.2)  
Not Known 17 (2.7) 16 (3.7) 18 (1.8)  

     
Relationship status (n=2199) 

   
0.008 

Married/Cohabitating 280 (41.3) 197 (43.0) 385 (36.2)  
Single 312 (46.0) 178 (38.9) 549 (51.6)  
Living apart relationship/marriage 86 (12.7) 83 (18.1) 129 (12.1)  
     

Religion of those who attend services 
(n=1234) 

   
<0.001 

Christian (all denominations) 452 (85.9) 248 (77.0) 330 (85.5)  
Muslim 48 (9.1) 66 (20.5) 16 (4.1)  
Other 26 (4.9) 8 (2.5) 40 (10.4)  

     
Sexual orientation (n=2205) 

   
<0.001 

Gay/Lesbian 12 (1.8) 0 (0.0) 924 (86.2)  
Straight 646 (94.7) 431 (95.6) 0 (0.0)  
Bisexual 13 (1.9) 0 (0.0) 148 (13.8)  
Other 11 (1.6) 20 (4.4) 0 (0.0)  

(Table continued next page) 
    



 

134 

Table 4-4: Sociodemographic characteristics of aMASE clinic survey respondents, by gender (men 
separated by sexual orientation) continued 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

p value 

Moderate/severe household hunger in 
past 4 weeks (n=2134) 

142 (21.7) 115 (26.6) 133 (12.7) <0.001 

     
Immigration status (n=2206)  

   
<0.001 

Permanent residency 356 (52.4) 265 (58.0) 849 (79.4)  
Temporary residency 204 (30.0) 118 (25.8) 154 (14.4)  
Refugee/Asylum seeker 62 (9.1) 50 (10.9) 17 (1.6)  
Undocumented 34 (5.0) 13 (2.8) 33 (3.1)  
Unknown 24 (3.5) 11 (2.4) 16 (1.5)  
     

Ever used a needle to inject drugs 
(n=2207) 11 (1.6) 34 (7.5) 64 (6.0) 0.011 

Data are n (%), median (Inter-quartile Range), or mean (Standard Deviation). N=2221 unless otherwise 
stated. a Row percentages. 

4.2 Pathway to diagnosis 

Health service attendance before diagnosis 

Table 4-5 shows health service attendance before and at the time of diagnosis among 

those diagnosed in CCOR. Attendance prior to diagnosis was high (>70%) in all 

groups, and general practice was the most frequently attended service (>40% in each 

group), followed by attendance at the dentist (22.5% of women, 30.4% of 

heterosexual men and 43.7% of gay/bisexual men). Fewer participants had attended 

a sexual health or HIV testing clinic; 30.0% of gay/bisexual men and small 

proportions of women and heterosexual men (4.8% and 6.5% respectively) reported 

attendance in the two years before diagnosis (Table 4-5).  

Although a large proportion of participants had attended health services in the two 

years before diagnosis, only around a quarter of women or heterosexual men (25.3% 

and 26.3% respectively) recalled service providers mentioning or discussing HIV 

testing at that time. Of those who had visited a GP before diagnosis only 12.3% of 

women, 21.4% of men and 28.4% of gay/bisexual men recalled any mention of HIV 

testing. Recollections of provider-initiated discussions about HIV were higher 

among those who had attended sexual health clinics (68.0% of women and 

heterosexual men and 75.2% of gay/bisexual men). Just under half (49.1%) of 

women recalled HIV being mentioned during antenatal care (Table 4-5). 
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Table 4-5: Health service attendance before and at time of diagnosis among respondents diagnosed in 
current country of origin, by gender (men separated by sexual orientation)  

  Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Attended any health service 2 years prior to 
diagnosis  448 (71.5) 318 (74.3) 773 (82.9) 

Antenatal  53 (8.5) 2 (0.5) 2 (0.2) 
Inpatient  99 (15.8) 73 (17.1) 127 (13.6) 
Emergency  122 (19.5) 90 (21.0) 276 (29.6) 
Sexual health clinic or HIV testing clinic  30 (4.8) 28 (6.5) 280 (30.0) 
Outpatient 134 (21.4) 83 (19.4) 234 (25.1) 
Dentist  141 (22.5) 130 (30.4) 407 (43.7) 
GP/Family doctor  264 (42.1) 181 (42.3) 505 (54.2) 
Other services  68 (10.8) 35 (8.2) 68 (7.3) 
    

HIV testing mentioned during attendance before 
diagnosis (n=1535)    

Yes 113 (25.3) 83 (26.3) 312 (40.4) 
No  303 (67.9) 211 (66.8) 407 (52.7) 
Cannot recall 30 (6.7) 22 (7.0) 54 (7.0) 

    
Place where testing mentioned before diagnosis    

Antenatal (n=55) 26 (49.1) 0 (0) 0 (0) 
Inpatient (n=231) 25 (30.1) 13 (22.4) 25 (27.8) 
Emergency (n=335) 6 (6.7) 5 (6.8) 14 (8.1) 
Sexual health clinic or HIV testing clinic (n=300) 17 (68.0) 17 (68.0) 188 (75.2) 
Outpatient (n=330) 15 (14.3) 16 (24.2) 34 (21.4) 
Dentist (n=451) 2 (1.9) 6 (6.2) 15 (6.1) 
GP/Family Doctor (n=736)  27 (12.3) 33 (21.4) 103 (28.4) 
Other services (n=968) 16 (5.0) 14 (6.2) 17 (4.0) 

    
Reason for testing     

Perceived risk  116 (18.5) 77 (18.0) 360 (38.6) 
Doctor’s advice/Feeling unwell  248 (39.6) 214 (50.0) 217 (23.3) 
Routine health check-up  127 (20.3) 108 (25.2) 354 (38.0) 
Pregnancy, blood donation or other hospital 
appointment  106 (16.9) 3 (0.7) 15 (1.6) 

Job application/Visa/insurance  16 (2.6) 7 (1.6) 13 (1.4) 
Other  28 (4.5) 30 (7.0) 53 (5.7) 

Data are N (%). N=1987 unless otherwise stated 

Testing decisions and testing locations 

Participants were asked the reason for taking their last HIV test and symptomatic 

testing was prevalent in all groups (Table 4-5). Half (50.0%) of heterosexual men, 

39.6% of women and 23.3% of gay/bisexual men tested because they were feeling 

unwell or after receiving advice from a doctor after presenting with symptoms. A 

routine health check was also frequently cited as the reason for testing, particularly 

among gay/bisexual men (38.0%). A similar proportion (38.6%) of gay/bisexual men 

reported testing because they perceived themselves to be at risk. Less than a fifth of 
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among women and heterosexual men (18.5% and 18.0% respectively) reported 

testing because of a perceived risk of HIV infection.  

 

Figure 4-3: Place of diagnosis of participants, by gender-related group 

The preponderance of symptomatic testing among women and heterosexual men is 

also evident from reports of where individuals were diagnosed (Figure 4-3). The 
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most frequent place of diagnosis among women and heterosexual men was in a 

hospital service (39.5% and 47.2% respectively). In keeping with the reports of 

routine testing and testing due to perceived risk, 46.2% of gay/bisexual men were 

diagnosed in sexual health or HIV testing clinics. Around a fifth (22%) of male 

participants and 18.0% of women were diagnosed in general practice (Figure 4-3). 

4.3 Clinical characteristics at diagnosis 

Additional evidence of symptomatic testing comes from participants clinical 

characteristics at diagnosis (Table 4-6). Diagnosis with a CD4 cell count <350 

cells/mm3 (late diagnosis) was a feature in all groups (67.5% of heterosexual men, 

61.3% of women and 36.9% of gay/bisexual men).  Additionally, individuals 

classified as late presenters, 32 made up over half of heterosexual men and women 

(58.3% and 50.6%) and 30.8% of gay/bisexual men. There was also a sizable 

proportion (>15% in all groups) with recent infections (as shown by antibody 

avidity assay or similar serological testing). As expected given the sampling 

strategy, many of the respondents were very recently diagnosed, with 30.7% of 

women, 31.0% of heterosexual men and 41.0% of gay/bisexual men diagnosed for 

one year or less (Table 4-6).  

Most respondents were diagnosed in CCOR, post-migration. The median time 

between migration and diagnosis was relatively long in each group (>5 years) 

reflecting the average time since migration (Table 4-6). 

Table 4-6: Clinical characteristics at diagnosis of aMASE clinic survey respondents by gender, (men 
separated by sexual orientation)  

  Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Median age in years at diagnosis  33 (28 – 42) 38 (32– 46) 32 (28 – 39) 
    
Mean years since diagnosis 2.5 (1.6) 2.6 (1.6) 2.1 (1.6) 
    
Diagnosed 1 year or less 211 (30.7) 143 (31.0) 439 (41.0) 

(Table continued next page) 
   

                                                
32 Diagnosed with a CD4 cell count <350 cells mm3 or an AIDS defining illness within three months of 
diagnosis and without serological evidence of recent seroconversion. See Table 3.2 in Chapter 3 for 
more detail.  
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Table 4-6: Diagnosis characteristics of aMASE clinic survey respondents by gender, (men 
separated by sexual orientation) continued  

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Median CD4 cell count at diagnosis 
(n=2111) 238 (110 – 388) 220 (80 – 353) 300 (171 – 491) 

    
Late diagnosis a     

Diagnosed <350 cells mm3 (n=1911) 375 (61.3) 276 (67.5) 329 (36.9) 
Diagnosed <200 cells mm3 (n=1911) 232 (37.9) 179 (43.7) 142 (16.0) 
AIDS-defining illness within 3 months  
of diagnosis (n=1903) 101 (16.7) 83 (20.6) 62 (6.9) 

Late presenters b (n=1921) 311 (50.6) 240 (58.3) 275 (30.8) 
    

Serological evidence of seroconversion 
illness c (n=1928) 119 (19.9) 62 (16.2) 220 (23.2) 

    
Country of diagnosis (n=2208)    

Current country of residence  627 (91.9) 428 (93.7) 932 (87.2) 
Country of birth 38 (5.6) 19 (4.2) 92 (8.6) 
Other country 17 (2.5) 10 (2.2) 45 (4.2) 

    
Median years between migration and 
diagnosis (n=1966) a 5 (1 – 10) 8 (3 – 13) 7 (3 – 12) 

    
Previous self-reported negative HIV test 
(n=2156) d 311 (47.2) 187 (42.8) 871 (82.2) 

    
Country of previous negative test 
(n=1349) 

   

Current country of residence 136 (44.4) 96 (53.3) 568 (65.8) 
Country of birth 154 (50.3) 68 (37.8) 238 (27.6) 
Other country 16 (5.2) 16 (8.9) 57 (6.6) 

    
Time between negative test and 
diagnosis (n=1412) 

   

< 1 year 22 (6.7) 18 (9.2) 202 (22.7) 
< 2 years 45 (13.8) 39 (20.0) 275 (30.9) 
≥ 2 years 260 (79.5) 138 (70.8) 413 (46.4) 

Data are n (%), median (Inter-quartile range), or mean (Standard Deviation). N=2221 unless otherwise 
stated. a Those diagnosed in CCOR only.  b Those diagnosed with a CD4 cell count <350 cells mm3 or 
an AIDS-defining illness within three months of diagnosis and without serological evidence of recent 
seroconversion. c As shown by antibody avidity assay or similar testing methods. d Data missing from 
self-report supplemented from clinic records. 

4.4 HIV testing history 

There were high rates (82.2%) of previous negative testing among migrant 

gay/bisexual men, but less than half of women and heterosexual men (47.2% and 

42.8% respectively) reported ever having had a negative test. Of the gay/bisexual 
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men who did report a previous negative test, more than a fifth (22.4%) 

seroconverted within one year (Table 4-6). Univariate logistic regression found 

associations between previous negative testing and various sociodemographic 

characteristics, health-seeking and sexual behaviours in each gender-related group 

(Table R-1 and Table R-2 in Appendix R). Of note, parous women who received 

antenatal care post-migration had nearly four times the odds of having previously 

tested negative than parous women who had no antenatal care in CCOR (OR 3.88, 

95% CI 1.97 – 7.64). Child rearing was also significantly associated with previous 

testing in univariate analysis with heterosexual men. Those caring for two or more 

children were significantly more likely to have a previous negative test result than 

those not caring for any children in the home (OR 1.72, 95% CI 1.03 – 2.85). In 

contrast, heterosexual men with three or more children in the home were 

significantly less likely to have tested negative in the past (OR 0.57, 95% CI 0.33 –

0.98). 

Among gay/bisexual men 12 variables were significant in univariate analysis (Table 

R-2 in Appendix R). Some were collinear variables (such as the number of sexual 

partners at different points in time) and so were not included in the hierarchical 

logistic regression model selection. Five factors remained significant in the model 

and were associated with negative testing: CCOR; age; total number of sexual 

partners in CCOR; previous diagnosis with a sexually transmitted infection; and 

sexual orientation – with bisexual men being less likely (aOR 0.47, 95% CI 0.29 – 

0.75) to have had a previous negative test than gay men (Table 4-7). 

Multivariate analysis 

Among women, previous testing remained associated with parity in multivariate 

analysis (Table 4-7). After adjusting for the a priori factors, nulliparous women 

remained less likely to have previously tested negative than those who had children 

but not received antenatal care in their CCOR (aOR 0.94, 95% CI 0.63 – 1.41). 

Additionally, parous women who received antenatal care in CCOR were nearly 

three times as likely to have a previous negative test (aOR 2.97, 95% CI 1.44 – 6.13) 

than those who had children but had not received antenatal care (Table 4-7). Age 
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also remained a significant factor after adjusting for all the other variables in the 

model.  

For heterosexual men, previous negative testing was significantly associated with 

age and immigration status, with those men with temporary residency less likely to 

have tested after adjusting for the a priori factors (aOR 0.45, 95% CI 0.26 – 0.80; Table 

4-7).  

Table 4-7: Factors associated with self-reported previous negative HIV test*, by gender (men 
separated by sexual orientation) 

 Women (N=647) 
 %(n/N) OR AOR 95% CI p value 

Current country of residence (CCOR)     0.076 
Belgium 51.4 (54/105) 1.35 1.34 0.64 – 2.83  
Greece 28.6 (18/63) 0.52 0.56 0.24 – 1.28  
Germany 66.7 (6/9) 3.03 3.08 0.62 – 15.26  
Italy 25.0 (6/24) 0.43 0.49 0.15 – 1.59  
The Netherlands 50.0 (10/20) 1.30 1.69 0.55 – 5.16  
Portugal 47.0 (39/83) 1.15 1.43 0.70 – 2.95  
Spain † 43.8 (67/153) 1.00 1.00  ∙∙  
Switzerland 52.6 (30/57) 1.34 1.97 0.89 – 4.37  
United Kingdom 57.9 (77/133) 1.74 1.71 0.90 – 3.26  

Age (years)     0.010 
18-24 40.5 (17/42) 0.60 0.76 0.37 – 1.58  
25-34 † 53.0 (123/232) 1.00 1.00  ∙∙  
35-44 49.3 (104/211) 0.88 0.71 0.47 – 1.09  
45-54 42.1 (51/121) 0.63 0.52 0.31 – 0.87  
55+ 29.3 (12/41) 0.37 0.26 0.12 – 0.58  

Region of birth     0.749 
Africa † 50.2 (204/406) 1.00 1.00 ∙∙  
Latin America/Caribbean 45.2 (52/115) 0.82 0.81 0.48 – 1.37  
Rest of World 39.4 (13/33) 0.62 0.74 0.32 – 1.72  
Europe 40.9 (38/93) 0.69 0.82 0.47 – 1.41  

Years resident in country     0.059 
≤ 2 40.3 (25/62) 0.67 0.55 0.27 – 1.08  
3-5  40.5 (68/168) 0.64 0.53 0.32 – 0.87  
6-10  51.1 (92/180) 0.96 0.86 0.55 – 1.34  
>10 † 51.5 (122/237) 1.00 1.00 ∙∙  

Immigration status      0.245 
Permanent residency 51.3 (175/341) 1.00 1.00 ∙∙  
Temporary residency 42.8 (83/194) 0.70 0.72 0.47 – 1.10  
Refugee/Asylum seeker/Unknown 43.8 (49/112) 0.74 0.72 0.43 – 1.21  

Children     0.009 
No children 46.0 (80/174) 1.06 0.94 0.63 – 1.41  
Has children, no antenatal care in 
CCOR † 44.8 (190/424) 1.00 1.00 -  

Has children, received antenatal care 
in CCOR 75.5 (37/49) 3.88 2.97 1.44 – 6.13  

(Table continued next page)      
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Table 4-7: Factors associated with self-reported previous negative HIV test*, by gender (men 
separated by sexual orientation) continued 

 Heterosexual Men (N=420) 
 %(n/N) OR AOR 95% CI p value 

CCOR      0.165 
Belgium 50.9 (29/57) 1.31 1.85 0.89 – 3.85  
Greece 30.2 (16/53) 0.55 0.52 0.23 – 1.17  
Germany 25.0 (2/8) 0.42 0.42 0.08 – 2.33  
Italy 0 (0/15) - - -  
The Netherlands 47.6 (10/21) 1.15 1.83 0.68 – 4.95  
Portugal 41.9 (18/43) 0.91 0.99 0.46 – 2.11  
Spain † 44.0 (51/116) 1.00 1.00 ∙∙  
Switzerland 53.3 (24/45) 1.45 1.40 0.65 – 3.00  
United Kingdom 46.8 (36/77) 1.11 1.21 0.64–2.31  

Age (Years)      0.048 
18-24 30.0 (3/10) 0.41 0.44 0.10 – 1.86  
25-34 51.0 (53/104) 0.99 1.05 0.61 – 1.79  
35-44 † 48.8 (79/162) 1.00 1.00  ∙∙  
45-54 37.1 (36/97) 0.63 0.59 0.35 – 1.01  
55+ 31.9 (15/47) 0.52 0.41 0.20 – 0.85  

Region of birth      0.463 
Africa † 41.6 (97/233) 1.00 1.00  ∙∙  
Latin America/Caribbean 48.6 (35/72) 1.45 1.31 0.72 – 2.38  
Rest of World 38.9 (14/36) 0.93 1.32 0.59 – 2.95  
Europe 50.6 (40/79) 1.49 1.62 0.87 – 3.02  

Years resident in country      0.566 
≤ 2 40.0 (6/15) 0.77 1.06 0.32 – 3.55  
3-5  43.7 (31/71) 0.91 1.29 0.66 – 2.50  
6-10  50.9 (57/112) 1.34 1.44 0.85 – 2.42  
>10 † 41.4 (92/222) 1.00 1.00 ∙∙  

Immigration status       0.023 
Permanent residency † 48.6 (124/255) 1.00 1.00  ∙∙  
Temporary residency 34.4 (33/96) 0.47 0.45 0.26 – 0.80  
Refugee/Asylum seeker/Unknown 42.0 (29/69) 0.74 0.59 0.30 – 1.17  

(Table continued next page) 
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Table 4-7: Factors associated with self-reported previous negative HIV test*, by gender (men 
separated by sexual orientation) continued 

 Gay/Bisexual Men (N=978) 
 %(n/N) OR AOR 95% CI p value 

CCOR     <0.001 
Belgium 76.7 (56/73) 0.69 0.48 0.23 – 1.00  
Greece 47.9 (23/48) 0.16 0.18 0.08 – 0.39  
Germany 60.0 (6/10) 0.33 0.42 0.09 – 1.85  
Italy 20.0 (1/5) 0.05 0.07 0.01 – 0.72  
The Netherlands 88.4 (61/69) 1.44 1.36 0.56 – 3.31  
Portugal 91.5 (43/47) 1.75 3.58 1.19 – 10.75  
Spain † 84.3 (332/394) 1.00 1.00  ∙∙  
Switzerland 75.0 (36/48) 0.55 0.61 0.27 – 1.37  
United Kingdom 86.6 (246/284) 1.31 0.96 0.56 – 1.64  

Age (years)      0.019 
18-24 70.2 (59/84) 0.51 0.41 0.23 – 0.76  
25-34 † 84.0 (356/424) 1.00 1.00 ∙∙  
35-44 82.2 (264/321) 0.90 0.91 0.59 – 1.40  
45-54 88.2 (105/119) 1.36 1.57 0.78 – 3.15  
55+ 66.7 (20/30) 0.41 0.74 0.27 – 2.02  

Region of birth       0.340 
Africa 78.1 (57/73) 0.76 1.51 0.69 – 3.29  
Latin America/Caribbean † 83.2 (361/434) 1.00 1.00  ∙∙  
Rest of World 79.2 (122/154) 0.75 0.87 0.48 – 1.58  
Europe 83.3 (264/317) 0.98 1.34 0.80 – 2.25  

Years resident in country       0.126 
≤ 2 83.2 (89/107) 1.04 2.23 1.07 – 4.65  
3-5  79.5 (155/195) 0.81 1.51 0.85 – 2.67  
6-10  82.5 (249/302) 0.98 1.03 0.64 – 1.64  
>10 † 83.2 (311/374) 1.00 1.00 ∙∙  

Immigration status       0.504 
Permanent residency † 83.9 (644/768) 1.00 1.00  ∙∙  
Temporary residency 78.9 (116/147) 0.77 0.99 0.58 – 1.70  
Refugee/Asylum seeker/Unknown 69.8 (44/63) 0.48 0.66 0.32 – 1.35  

Number of sexual partners in current 
country of residence  

     0.003 

0-5 76.6 (151/197) 0.25 0.29 0.14 – 0.57  
6-10 72.0 (77/107) 0.19 0.30 0.14 – 0.62  
11-20 78.9 (90/114) 0.28 0.31 0.15 – 0.64  
21-50 76.7 (122/159) 0.25 0.28 0.14 – 0.54  
51-100 86.0 (123/143) 0.46 0.48 0.23 – 0.99  
More than 100 † 93.4 (241/258) 1.00 1.00 ∙∙  

Diagnosed with STI before HIV diagnosis      <0.001 
No† 74.8 (448/599) 1.00 1.00 ∙∙  
Yes 93.9 (356/379) 5.25 3.56 2.18 – 5.82  

Sexual Orientation       0.002 
Gay † 84.2 (714/848) 1.00 1.00 ∙∙  
Bisexual 69.2 (90/130) 0.41 0.47 0.29 – 0.75  

ART=Antiretroviral therapy. *After final model selection. Each gender-related group adjusted for the 
factors listed under the corresponding heading in the table. †Reference category. ICC for models: 
women 0.5520; heterosexual men <0.0001; Gay/bisexual men <0.0001. 

It is clear from the analysis presented so far that why, when and where migrants test 

for HIV, and the factors associated with HIV testing (i.e. negative testing), vary by 

gender-related group. Obviously, HIV testing is only one component of test and 

treat strategies and this exploration of the barriers to TasP for migrants would not 
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be complete without examining the “treat” aspect of this HIV prevention strategy. 

In the following sections, I describe aMASE clinic survey respondents’ access and 

response to HIV treatment. I present the results of statistical modelling examining 

the factors associated with primary care (an indicator of how well migrants living 

with HIV have integrated into health services). 

4.5 Access to treatment and ongoing care 

Most participants in all groups were taking antiretroviral medication (Table 4-8). 

Gay/bisexual men had the longest median time to ART initiation at 15.8 weeks, 

compared with 11.0 and 9.4 weeks among heterosexual men and women 

respectively (data not shown). Around a third (27.3%) of gay/bisexual men who had 

been diagnosed for longer than three months were not on treatment (Table 4-8). A 

large proportion of those men (88.8%) reported this was because of advice from 

clinicians (“My doctor says I do not need them yet”) or because of an agreed 

“treatment holiday”. 

Table 4-8: Access and adherence to HIV treatment among respondents, by gender (men separated by 
sexual orientation) 

  Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Currently not on ART     
All respondents (n=2218) 110 (16.0) 43 (9.4) 334 (31.2) 
Diagnosed more than 3 months (n=2038) 92 (14.1) 34 (7.8) 260 (27.3) 
    

Reason not on ART    
Diagnosed ≤ 3 months (n=101)    
Newly diagnosed  14 (77.8) 7 (77.8) 66 (89.2)  
High cost or otherwise inaccessible  1 (5.6) 0 1 (1.4) 
Fear of side effects, accidental disclosure or 
other difficulties taking medication  1 (5.6) 1 (11.1) 3 (4.1) 

Other reason  4 (22.2) 2 (22.2) 8 (10.8) 
Diagnosed >3 months (n=386)    

Doctor's advice or high CD4 cell count a 79 (85.9) 29 (85.3) 231 (88.8) 
High cost or otherwise inaccessible  2 (2.2) 0 (0.0) 14 (5.4) 
Fear of side effects, accidental disclosure or 
other difficulties taking medication  9 (9.8) 4 (11.8) 25 (9.6) 

Other reason  4 (4.3) 2 (5.9) 13 (5.0) 

Data are N (%). a Doctor’s advice includes: 6 patients on agreed treatment break; 2 patients part of an 
RCT or other study; 15 patients starting treatment soon. Remaining patients cited high CD4 cell counts.  

A small proportion of women and gay/bisexual men (2.2% and 5.4% respectively) 

reported not being on ART after three months because of the high cost of 
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medication or because ART was inaccessible (“They are not accessible”). The fear of 

side-effects, accidental disclosure or other difficulties taking medication were cited 

as a reason by approximately one in ten people not on ART after three months (9.8% 

of women, 11.8% and 9.6% of gay/bisexual men; Table 4-8).  

4.5.1 Adherence and undetectable viral loads 

Patients on ART were asked if they had experienced difficulty taking medication on 

a regular basis or whether they always followed their doctor’s instructions about 

taking HIV medication. A quarter of women (25.9%), 22.0% of men and 12.5% of 

gay/bisexual men reported problems with adherence (Table 4-9).  

Table 4-9: HIV viral load and CD4 cell counts* at time of survey, by gender (men separated by sexual 
orientation) 

  Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Self-reported problems with adherence (n=1485) 130 (25.9) 76 (22.0) 80 (12.5) 
    
Most recent CD4 cell count (cells mm3) (n=2123)    

<200 68 (10.2) 65 (14.6) 37 (3.7) 
200-349 84 (12.6) 91 (20.5) 99 (9.8) 
≥ 350 516 (77.2) 288 (64.9) 875 (86.5) 

    
Current treatment & most recent CD4 cell count 
(n=2120)    

ART    
<350 cell/mm3 136 (20.4) 145 (32.7) 106 (10.5) 
≥ 350 cells/mm3 427 (64.0) 259 (58.5) 598 (59.2) 

No ART    
<350 cells/mm3 16 (2.4) 11 (2.5) 30 (3.0) 
≥ 350 cells/mm3  88 (13.2) 28 (6.3) 276 (27.3) 

    
Undetectable viral load (<50 copies/ml) (n=2082) 453 (69.2) 309 (70.5) 555 (56.1) 
    
Current treatment & viral load (n=2079)    
ART    

Undetectable 430 (65.7) 300 (68.6) 533 (54.0) 
Detectable 127 (19.4) 100 (22.9) 164 (16.6) 

No ART    
Undetectable 23 (3.5) 9 (2.1) 22 (2.2) 
Detectable 74 (11.3) 28 (6.4) 269 (27.2) 

Data are N (%) * Data from clinical records. 

Although most women and heterosexual men had been diagnosed with a CD4 cell 

count <350 cells/mm3 (see Table 4-6), the most recent CD4 cell count was ≥350 for 

77.2% of women and 64.9% of heterosexual men. Accordingly, 65.7% of women 

68.6% of heterosexual men who were on treatment had an undetectable viral load 

(Table 4-9). Similarly, the clinical characteristics at diagnosis among gay/bisexual 
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men (more seroconverters and more diagnosed ≤1 year) were reflected in the most 

recent clinical characteristics, with 86.5% logging CD4 cell counts above 350 

cells/mm3, but only 56.1% with an undetectable viral load (Table 4-9).  

Factors associated with an undetectable viral load 

An undetectable viral load was significantly associated with CCOR and taking ART 

in all gender-related groups (data not shown). Further univariate analyses among 

only those taking ART showed that an undetectable viral load was significantly 

associated with CCOR and time on ART in all groups (see Appendix R). A detectable 

viral load was also associated with: problems with adherence (women and 

heterosexual men); lack of trust in GP confidentiality (men, regardless of sexual 

orientation); region of birth, ethnicity, and very late diagnosis (women only); no 

access to primary care, experiences of racism, difficulties in any health service and 

language difficulties with clinic staff (heterosexual men only); experiences of 

hunger, low or no income and experiences of homophobia (gay/bisexual men).  

Multivariate analysis among women  

In multivariate analysis (Figure 4-4), after adjusting for all the factors in the model, 

Latin American/Caribbean-born women were less likely to have an undetectable 

viral load than women born in Africa (aOR 0.23, 95% CI 0.06 – 0.91), and women of 

mixed ethnicity were less likely than black African/black Caribbean women (aOR 

1.58 95%CI 1.58 – 41.90). Women who had been taking ART for ≥1 year were more 

likely to have an undetectable viral load than those who had been on ART for <1 

year (aOR 5.86, 95% CI 3.09 – 11.12). Women diagnosed late remained significantly 

less likely to have an undetectable viral load (aOR 0.43, 95 CI 0.24 – 0.77). It should 

be noted that this analysis excluded all women living in Portugal where ethnicity 

data were not collected.33 

Multivariate analysis among men 

Simpler models were selected in multivariate analysis with the two male groups 

(Figure 4-4). Heterosexual men living in Greece were significantly less likely to have 

an undetectable viral load than men living in Spain (aOR 0.11, 95% CI 0.03 – 0.41) 

                                                
33 At the time of data collection, it was not legal to collect race or ethnicity data in Portugal. See Chapter 
3 for details.  
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and heterosexual men taking ART for ≥1 year were more likely to be undetectable 

(aOR 3.67, 95% CI 1.98 – 6.81). 

Figure 4-4: Factors associated with an undetectable viral load*, by gender-related group 

 
* After final model selection. Each gender-related group adjusted for the factors listed under the 
corresponding heading in the figure. a p=0.027 b p=0.025 c p=<0.001 d p=0.005 e p=0.004 f p=0.020. ICC: 
Women 0.37 (95% CI 0.21 – 0.56); Heterosexual men 0.17 (95% CI 0.07 - 0.38); Gay/bisexual men 0.11 
(95% CI 0.41 - 0.28) See Appendix Q for full data.  
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Among gay/bisexual men, an undetectable viral load was less likely in those earning 

less than minimum wage (aOR 0.48, 95% CI 0.27 – 0.84) and those in the “Not 

Known/Not Earned” income group (aOR 0.43 95% CI 0.23 – 0.81) than in men who 

earned “ more or a lot more” than the minimum wage, after adjusting for time on 

ART. Gay/bisexual men who had been taking ART for ≥1 year had more than four 

times the odds of an undetectable viral load than men who had taken ART for less 

than a year (aOR 4.60, 95% CI 2.92 – 7.27). 

The next section presents findings related to access to primary care which is a proxy 

measure for integration into healthcare systems within CCOR. 

4.5.2 Access to primary care 

Access to primary care was varied across countries. In Greece, Germany, Italy, the 

Netherlands and the UK more than 95% of respondents in one or more gender-

related group reported having a primary care physician, health card or access to an 

infectious disease unit (Table 4-10). In univariate analysis, variables related to 

migration (CCOR, years resident in CCOR, and immigration status) were strongly 

associated to primary care access and strong associations (<0.01) were observed in 

all gender-related groups (Appendix R). In all groups, those who had been resident 

in CCOR for more than ten years were significantly more likely to report access to 

primary care, as were those with permanent residency permits. Region of birth was 

only associated with primary care among women, where Latin 

American/Caribbean-born women were significantly more likely to report access 

than African-born women (OR 2.23, 95% CI 1.17 – 4.26). Economic circumstances 

were influential in all groups, with those working full or part-time more likely to 

report access to primary care (Appendix R). Furthermore, among heterosexual men, 

those reporting moderate/severe household hunger were less likely to have primary 

care (OR 0.43, 95% CI 0.25 – 0.75) as were gay/bisexual men earning minimum wage 

compared to those earning “more or a lot more” than minimum wage (OR 0.60, 95% 

CI 0.36 – 0.98).  

In each group, the data were fitted to simple multilevel logistic regression models as 

few of the factors that were significant in univariate analysis remained so after 
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adjusting for other variables.  In all three groups, primary care was most strongly 

associated with country of current residence (Table 4-10). 

Factors associated with access to primary care: women and heterosexual men 

Women living in Switzerland and Portugal were significantly less likely to have 

access to primary care than women living in Spain, after adjusting for age, region of 

birth, years resident in the country and immigration status (Table 4-10). 

Additionally, women with temporary residency were less likely to report having a 

primary care physician or a health card than women with permanent residency after 

adjusting for all the other factors (aOR 0.38, 95% CI 0.19 – 0.74).  

An almost identical model was selected for heterosexual men (Table 4-10). 

Heterosexual men in Belgium, Portugal and Switzerland were significantly less 

likely to report access to primary care than men in Spain. Similar to the women in 

the sample, heterosexual men with temporary residency were less likely to have 

access to primary care than those with permanent residency (aOR 0.35, 95% CI 0.16 

– 0.73). Among heterosexual men, however, the association between immigration 

status and access to primary care varied according to current country of residence 

(Table 4-12). For example, among migrant heterosexual men living in Spain, the 

observed association was stronger; there was a 20-fold difference in odds of having 

a health card between individuals identifying as refugees/asylum 

seekers/undocumented and those reporting permanent residency (aOR 0.05, 95% CI 

0.01 – 0.28). 

Factors associated with access to primary care: gay and bisexual men 

Marginally different results arose from multivariate analysis among gay/bisexual 

men. In addition to the a priori variables of interest, HIV treatment status (currently 

taking ART or not) was included in the final model selection (Table 4-10). After 

adjusting for CCOR, age, region of birth, immigration status and years since 

migration, those on treatment were more than twice as likely to have access to 

primary care (aOR 2.15, 95% CI 1.36 – 3.42). Gay/bisexual men resident in CCOR for 

less than two years were also less likely to access to primary care compared to men 

who had been living in CCOR for more than ten years (aOR 0.19, 95% CI 0.10 – 

0.37), after adjusting for all the other factors in the model (Table 4-10). An 
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interaction between CCOR and immigration status was also observed in this group. 

Again, migrants living in Spain who had refugee, asylum seeking or uncertain 

immigration status were less likely to possess a health card (aOR 0.05, 95% CI 0.02 – 

0.14) after adjusting for age, region of birth and years in CCOR (Table 4-12).  

Table 4-10: Factors associated with access to primary* care, by gender (men separated by sexual 
orientation)  

 
Women (N=407)  

%(n/N) OR AOR 95% CI p value 
CCOR 

    
<0.001 

Belgium 81.5 (88/108) 0.38 0.43 0.17 – 1.10  
Greece a 98.5 (65/66) 5.57 - -  
Germany a 80.0 (8/10) 0.34 - -  
Italy a 100 (35/35) - - -  
The Netherlands a 100 (20/20) - - -  
Portugal 54.8 (46/84) 0.10 0.09 0.04 – 0.21 

 

Spain † 92.1 (140/152) 1.00 1.00  ∙∙ 
 

Switzerland 68.3 (43/63) 0.18 0.25 0.09 – 0.66 
 

United Kingdom a 97.9 (139/142) 3.97 - -  
Age (years)  

    
0.210 

18-24 70.4 (19/27) 0.58 0.40 0.14 – 1.13  
25-34 † 80.4 (119/148) 1.00 1.00 ∙∙  
35-44 78.2 (104/133) 0.87 0.76 0.39 – 1.47  
45-54 81.1 (60/74) 1.04 1.14 0.49 – 2.69  
55+ 60.0 (15/25) 0.37 0.45 0.15 – 1.32  

Region of birth 
    

0.375 
Africa † 74.8 (190/254) 1.00 1.00 ∙∙  
Latin America/Caribbean 86.9 (86/99) 2.23 0.96 0.42 – 2.20  
Rest of World 61.5 (8/13) 0.54 0.31 0.08 – 1.21  
Europe 80.5 (33/41) 1.39 0.69 0.25 – 1.89  

Years resident in country  
    

0.418 
≤ 2  62.8 (27/43) 0.26 0.45 0.16 – 1.27  
3-5  72.8 (91/125) 0.41 0.53 0.23 – 1.21  
6-10  79.3 (88/111) 0.59 0.62 0.28 – 1.39  
More than 10 years † 86.7 (111/128) 1.00 1.00 ∙∙  

Immigration status 
    

0.018 
Permanent residency † 84.4 (178/211) 1.00 1.00 ∙∙  
Temporary residency 68.6 (81/118) 0.41 0.38 0.19 – 0.74 

 

Refugee/Asylum seeker/Unknown 74.4 (58/78) 0.54 0.50 0.23 – 1.09 
 

(Table continued next page) 
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Table 4-10: Factors associated with access to primary* care, by gender (men separated by sexual 
orientation) continued 

 Heterosexual Men (N=350) 
 %(n/N) OR AOR 95% CI p value  

CCOR     <0.001 
Belgium 63.3 (38/60) 0.25 0.37 0.15 – 0.91  
Greece a 96.3 (52/54) 3.75 - -  
Germany a 100 (9/9) - - -  
Italy a 100 (23/23) - - -  
The Netherlands a 90.5 (19/21) 1.37 - -  
Portugal 72.1 (31/43) 0.37 0.26 0.10 – 0.68  
Spain † 87.4 (104/119) 1.00 1.00 ∙∙  
Switzerland 63.8 (30/47) 0.25 0.23 0.09 – 0.60  
United Kingdom 93.8 (76/81) 2.19 2.17 0.70 – 6.76  

Age (years)     0.330 
18-24 62.5 (5/8) 0.37 0.45 0.08 – 2.45  
25-34 78.0 (64/82) 0.83 1.01 0.47 – 2.19  
35-44 † 80.7 (109/135) 1.00 1.00 ∙∙  
45-54 76.2 (64/84) 0.70 0.61 0.29 – 1.29  
55+ 90.2 (37/41) 2.30 1.97 0.57 – 6.73  

Region of birth      0.358 
Africa † 75.8 (160/211) 1.00 1.00 ∙∙  
Latin America/Caribbean 85.3 (58/68) 1.85 1.45 0.60 – 3.49  
Rest of World 73.7 (14/19) 0.91 0.85 0.25 – 2.94  
Europe 90.4 (47/52) 2.85 2.51 0.83 – 7.60  

Years resident in country      0.416 
≤ 2  64.3 (9/14) 0.27 1.13 0.29 – 4.37  
3-5  60.7 (37/61) 0.26 0.53 0.22 – 1.28  
6-10  81.6 (84/103) 0.64 0.95 0.44 – 2.09  
More than 10 years † 86.6 (149/172) 1.00 1.00 ∙∙  

Immigration status     0.016 
Permanent residency † 88.7 (196/221) 1.00 1.00 ∙∙  
Temporary residency 66.7 (50/75) 0.25 0.35 0.16 – 0.73  
Refugee/Asylum seeker/Unknown  61.1 (33/54) 0.22 0.40 0.16 – 1.00  

(Table continued next page) 
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Table 4-10: Factors associated with access to primary* care, by gender (men separated by sexual 
orientation)  continued 

  Gay/Bisexual Men 
 %(n/N) OR AOR 95% CI p value 

CCOR     <0.001 
Belgium 75.6 (65/86) 0.40  0.29 0.12 – 0.70  
Greece a 96.4 (53/55) 3.42  - -  
Germany a 100.0 (12/12) - - -  
Italy a 100.0 (5/5) - - -  
The Netherlands 94.9 (74/78) 2.39  1.77 0.52 – 6.07  
Portugal 52.9 (27/51) 0.15  0.07 0.03 – 0.17  
Spain † 88.6 (364/411) 1.00  1.00 ∙∙  
Switzerland 61.0 (36/59) 0.20  0.10 0.04 – 0.24  
United Kingdom 88.4 (275/311) 0.99  0.63 0.32 – 1.24  

Age (years)     0.219 
18-24 71.8 (61/85) 0.60 0.64 0.34 – 1.18  
25-34 † 81.0 (345/426) 1.00 1.00 ∙∙  
35-44 87.5 (287/328) 1.64 1.16 0.72 – 1.88  
45-54 93.9 (124/132) 3.64 2.02 0.86 – 4.75  
55+ 96.0 (24/25) 5.63 1.59 0.19 – 13.03  

Region of birth      0.170 
Africa 85.1 (63/74) 1.21 2.68 1.11 – 6.46  
Latin America/Caribbean † 82.5 (383/464) 1.00 1.00 ∙∙  
Rest of World 86.3 (138/160) 1.33 1.37 0.72 – 2.62  
Europe 86.2 (257/298) 1.33 1.20 0.69 – 2.09  

Years resident in country      <0.001 
≤ 2  61.4 (62/101) 0.16 0.19 0.10 – 0.37  
3-5  74.1 (143/193) 0.28 0.48 0.26 – 0.88  
6-10  90.1 (281/312) 0.89 1.22 0.68 – 2.18  
More than 10 years † 91.0 (355/390) 1.00 1.00 ∙∙  

Immigration status     <0.001 
Permanent residency † 88.6 (709/800) 1.00 1.00 ∙∙  
Temporary residency 71.0 (98/138) 0.31 0.51 0.30 – 0.88  
Refugee/Asylum 
seeker/Unknown 58.6 (34/58) 0.18 0.23 0.11 – 0.47  

ART      0.001 
No † 80.7 (251/311) 1.00 1.00 ∙∙  
Yes 86.1 (590/685) 1.48 2.15 1.36 – 3.42  

* After final model selection. Each gender-related group adjusted for the factors listed under the 
corresponding heading in the table †Reference category.  a Excluded from multivariate analysis 
because of perfect prediction (separation) or small numbers. ICC: Women= 0.009 (95% CI <0.001 – 
0.999); Heterosexual Men <0.001. Gay/bisexual men: 0.025 (95% CI 0.001—0.336) 
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Table 4-11: Interaction between region of residence and immigration status in association with access to primary care among heterosexual men 

 Access to primary care by current country of residence 
 Belgium Portugal Spain Switzerland UK 

Immigration status % (n/N) aOR 
(95% CI) % (n/N) aOR  

(95% CI) % (n/N) aOR  
(95% CI) % (n/N) aOR  

(95% CI) % (n/N) aOR  
(95% CI) 

Permanent residency (ref) 73.9 (17/23) REF 78.1 (25/32) REF 96.1 (74/77) REF 68.0 (17/25) REF 98.4 (63/64) REF 

Temporary residency  54.5 (6/11) 0.65  
(0.13 – 3.26) 54.5 (6/11) 0.39  

(0.08 – 1.92) 78.1 (25/32) 0.17  
(0.04 – 0.75) 63.6 (7/11) 1.19  

(0.23 – 6.13) 60.0 (6/10) 0.04 
(0 – 0.42) 

Asylum/Refugee 
status/Unknown 57.7 (15/26) 0.82  

(0.21– 3.19) 0 - 50.0 (5/10) 0.05 
 (0.01 – 0.28) 54.5 (6/11) 1.05  

(0.19 – 5.72) 100 (7/7) - 

Overall interaction p value=0.042 Adjusted for region of birth, age, and years resident in current country of residence 

 

Table 4-12: Interaction between region of residence and immigration status in association with access to primary care among gay/bisexual men 

 Access to primary care by current country of residence 
 Belgium The Netherlands Portugal Spain Switzerland UK 

Immigration status 
% 

(n/N) 
aOR  

(95% CI) 
% 

(n/N) 
aOR  

(95% CI) 
% 

(n/N) 
aOR  

(95% CI) 
% 

(n/N) 
aOR  

(95% CI) 
% 

(n/N) 
aOR  

(95% CI) 
% 

(n/N) 
aOR  

(95% CI) 
Permanent 
residency (ref) 

77.0 
(47/61) REF 89.0 

(243/273) REF 51.5 
(17/33) REF 96.0 

(311/324) REF 66.0 
(31/47) REF 89.0  

(243/273) REF 

Temporary 
residency 

84.6 
(11/13 

2.64  
(0.47–14.86) 

80.0 
(24/30) 

0.54 
(0.04 – 7.42) 

64.3 
(9/14) 

2.27  
(0.58 – 8.91) 

68.3  
(41/60) 

0.14  
(0.06 – 0.32) 

36.4 
(4/11) 

0.38  
(0.09 – 1.64) 

80.0 
(24/30) 

0.84 
(0.28/2.50) 

Asylum/Refugee 
status/Unknown 

58.3 
(7/12) 

0.61 
(0.13–2.74) 100 (8/8) 0.25 

(0.02–3.55) 
25.0 
(1/4) 

0.82  
(0.06 – 10.89) 

44.4  
(12/27) 

0.05  
(0.02 – 0.14) 

100  
(1/1) - 100 (8/8) - 

Overall interaction p value=0.025. Adjusted for region of birth, age, years resident in current country of residence and ART status. 
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*** 

This section has shown that access to primary care is very high in some countries, 

and largely influenced by structural factors such as immigration status. 

Nonetheless, despite these encouraging results, migrants living with diagnosed HIV 

may face additional difficulties in regularly accessing both specialist and non-

specialist HIV healthcare services. For example, given that over half of the survey 

respondents reported earning the national minimum wage or less (Table 4-4), it 

follows that having to pay for treatment and care outside HIV services may present 

a barrier to continuing care. In the following section, I describe the health service 

and socioeconomic difficulties respondents have experienced when accessing health 

services. Additionally, I present data about some of the psychosocial barriers 

individuals experienced.  

  



 

154 

4.6 Difficulties accessing health services  

Approximately half of participants in each gender-related group were from 

countries where the expert panel had assumed that healthcare was paid for by the 

state and consequently these participants were not asked who paid for their HIV 

treatment and care. Most of those asked received government-funded healthcare 

and only very small proportions reported private health insurance or other funding 

(Table 4-13).  

Expenses incurred while travelling to clinics and prescription costs presented 

additional barriers to healthcare services for those who funded this element of their 

care. Around one in eight women (12.2%), 15.5% of heterosexual men, and 6.7% of 

gay/bisexual men reported missing appointments due to travel costs. The cost of 

prescriptions resulted in delaying or forgoing medications for 8.2% of women, 8.8% 

of heterosexual men and 4.5% of gay/bisexual men (Table 4-13).  

Table 4-13: Payment for care and difficulties accessing healthcare, by gender (men separated by 
sexual orientation) 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

HIV treatment and care payments (n=2211)    
Government/State 278 (40.6) 179 (39.1) 402 (37.6) 
Private Health Insurance/Self pay 21 (3.1) 18 (3.9) 84 (7.9) 
Do not Know 34 (5.0) 18 (3.9) 35 (3.3) 
Other/Charity 12 (1.8) 8 (1.7) 18 (1.7) 
Question not asked in CCOR 339 (49.6) 235 (51.3) 530 (49.6) 

    
Missed clinical appointments because of travel 
expenses (n=2199) 

   

Yes 83 (12.2) 70 (15.5) 72 (6.7) 
No 567 (83.5) 361 (79.7) 957 (89.7) 
Does not pay for travel to the clinic 29 (4.3) 22 (4.9) 38 (3.6) 

    
Delayed/forwent medication because of 
prescription costs (n=2204) a 

   

Yes 56 (8.2) 40 (8.8) 48 (4.5) 
No 330 (48.6) 223 (48.9) 542 (50.7) 
Does not pay for medication 242 (35.6) 172 (37.7) 299 (28.0) 
Not taking medication 51 (7.5) 21 (4.6) 180 (16.8) 

Data are N (%). a Includes medicines other than antiretroviral therapy. 

Around a third of women (31.8%) had experienced difficulties with health services 

since migration, a third of whom (32.4%) cited long waiting times in clinics, 21.2% 

did not trust GP confidentiality while 20.3% said they were unclear of their legal 
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rights to access care (Table 4-14). Slightly fewer men of either sexual orientation 

group reported difficulties overall. Among gay/bisexual men, long waiting times 

were a problem for 42.2% whereas 24.2% were unclear of their rights to access care. 

A quarter (25.0%) of heterosexual men were unclear of their rights to access care and 

22.1% did not trust GP confidentiality. Language differences presented difficulties 

for 24.3% of women and 27.1% of heterosexual men, but only 12.5% of gay/bisexual 

men (Table 4-14).  

Table 4-14: Difficulties accessing healthcare in current country of residence, by gender (men separated 
by sexual orientation) 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Any difficulties (n=2202) 217 (31.8) 135 (29.7) 308 (28.9) 
No GP/Health card/insurance  34 (15.3) 18 (12.9) 58 (18.5) 
Unclear rights to access medical care 45 (20.3) 35 (25.0) 76 (24.2) 
Inconvenient clinic hours  11 (5.0) 11 (7.9) 54 (17.3) 
Long waiting times for an appointment or in the clinic  72 (32.4) 29 (20.7) 132 (42.2) 
Does not trust GP confidentiality  47 (21.2) 31 (22.1) 38 (12.1) 
Difficulty communicating with staff because of 
language differences  54 (24.3) 38 (27.1) 39 (12.5) 

Difficulty negotiating healthcare system  
(e.g. finding GP, payment, travel) 23 (10.4) 13 (9.2) 32 (10.2) 

Poor quality service or experienced prejudice) 10 (4.5) 4 (2.9) 6 (1.9) 

Data are N (%). N=675 unless otherwise noted. 

4.6.1 Support systems and disclosure 

In addition to access to HIV treatment and clinical care, people living with HIV 

might require additional support systems so that they can maintain their health and 

well-being while living with a chronic illness. Those who reveal their HIV status to 

friends and family might be inclined to call on them for support and may experience 

less social isolation.  

Table 4-15 shows respondents’ contact with CBO that provide support to people 

living with HIV and whether participants had disclosed their infection to anyone. In 

each group, most of those reporting a current relationship had disclosed their HIV 

status to their current partner, although approximately 20% of women and 

heterosexual men had not. Additionally, relatively small proportions of those with 
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children had told their children they were living with HIV. Among women and 

heterosexual men, disclosure to at least one close friend was markedly low when 

compared with gay/bisexual men (23.0%, 21.9% and 67.5% respectively). 

Table 4-15: Support systems and disclosure of HIV status among participants, by gender (men 
separated by sexual orientation) 

  Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Has contact with CBO support groups (n=2208) 154 (22.6) 90 (19.7) 175 (16.4) 
    
Never disclosed HIV positive status 87 (12.6) 95 (20.6) 105 (9.8) 
    
Disclosed to: 

   

Current partner (n=1534) a 382 (81.4) 254 (78.9) 504 (89.5) 
Parents  149 (21.7) 68 (14.8) 190 (17.7) 
Children (n=935) 93 (18.5) 30 (9.2) 7 (6.5) 
A sibling 169 (24.6) 88 (19.1) 228 (21.3) 
Other family 116 (16.9) 63 (13.7) 137 (12.8) 
Ex-partner 124 (18.0) 62 (13.4) 337 (31.4) 
At least one close friend 158 (23.0) 101 (21.9) 724 (67.5) 

Data are N (%). N=2221 unless otherwise noted. a Only those reporting a current relationship. 

4.6.2 Stigma and discrimination 

Participants were asked a series of questions about experiences of stigma and 

discrimination in CCOR. Around one in five in each group had experienced HIV-

related stigma at some point since migration (Table 4-16), but the survey did not ask 

where this had occurred, therefore it does not necessarily follow that these 

experiences occurred while attending healthcare.  

Table 4-16: Experience of stigma and discrimination in current country of residence, by gender (men 
separated by sexual orientation) 

  Women Heterosexual Men Gay/Bisexual Men 
HIV-related stigma/discrimination (n=2188) 140 (20.8) 83 (18.3) 206 (19.4) 
Racism or Xenophobia (n=2194) 275 (40.7) 174 (38.5) 413 (38.7) 
Sexual orientation (n=2186)  44 (6.5)  25 (5.5) 411 (39.0) 

Data are N (%). 

Roughly two-fifths of respondents had experienced racism or xenophobia (40.7% 

women; 38.5% heterosexual men; 38.7% gay/bisexual men) and a similar proportion 



 

157 

of gay/bisexual men (39%) reported sexual orientation-related stigma and 

discrimination (Table 4-16). It should be noted that none of the experiences of 

stigma and discrimination were associated with either primary outcome in 

univariate analysis (see Appendix R). 

4.7 Sexual behaviour and onward transmission 

Once individuals living with diagnosed HIV are accessing and adhering to HIV 

treatment, are engaging with support systems, are virally suppressed and free from 

STI, the odds of onward transmission has effectively been eliminated. Nonetheless, 

the risk of transmission remains if people living with diagnosed HIV have a 

detectable viral load and concurrent STI. A relatively high proportion of 

participants in this sample were not virally suppressed and therefore able to pass on 

their HIV infection. In this final section, I provide information about the sexual 

behaviour of respondents with the aim of examining which groups might be at 

increased risk of onward HIV transmission.34 

4.7.1 Condom use, STI diagnosis and PEP 

Figure 4-5 shows the frequency of condom use since HIV diagnosis. In each gender-

related group, more than half of respondents reported using condoms “every time” 

but 14.8% of women, 11.6% of heterosexual men and 6.7% of gay/bisexual men 

reported not using condoms at all. Additionally, 37.6% of women, 24.1% of 

heterosexual men and 26.1% of gay/bisexual men reported not using condoms at 

last sex (Table 4-17). Further analysis showed that 32.0% of those gay/bisexual men 

who reported condomless last sex were not on ART and 11.9% who were on ART 

had a detectable viral load (Figure 4-5). Among women and heterosexual men, 

smaller proportions were not on ART, but overall only 65.0% of women and 67.0% 

of heterosexual men who had condomless last sex were taking ART and had an 

undetectable viral load. These data in and of themselves do not represent risk of 

transmission. But as shown in Figure 4-5, 30.4% of women, 25.7% of heterosexual 

                                                
34 Only very small numbers of respondents reported injecting drug use in this survey (Table 4-4) and 
this risk behaviour is not included in analysis. 
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men and 18.9% of gay/bisexual men reporting unprotected last sex, also reported 

their last sexual partner was HIV negative or of unknown HIV status. 

Given the prevalence of unprotected sex, reports of STI diagnoses post-HIV 

diagnosis were low among women and heterosexual men (2.8% and 2.7% 

respectively) but relatively high (20.5%) among gay/bisexual men (Table 4-17). 

Conversely, almost half of gay/bisexual men (49.4%) had heard of PEP and an 

additional 12.6% had heard of PEP and recommended its use, whereas over three-

quarters of women and heterosexual men had never heard of PEP (75.6% and 

78.6%). 

Table 4-17: Sexual risk behaviours, by gender (men separated by sexual orientation) 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Condomless last sex (n=2085) 237 (37.6) 109 (24.1) 280 (26.1) 
    
Diagnosed with STI post- HIV diagnosis 
(n=2208) 19 (2.8) 12 (2.7) 220 (20.5) 

    
Diagnosed with Hepatitis C post-HIV diagnosis 
(n=2208) 7 (1.0) 8 (1.8) 26 (2.4) 

    
Previously paid for sex (n=2161)   5 (0.7) 146 (33.7) 152 (14.4) 

In CCOR    3 (0.4) 102 (23.6) 100 (9.5) 
In COB   2 (0.3)  67 (15.5)  64 (6.1) 
Elsewhere   0   26 (6.0)  27 (2.6) 

    
Previously received money, food or drugs for 
sex (n=2141) 

 56 (8.4)  27 (6.2) 166 (16.0) 

In CCOR   43 (6.5)  23 (5.3) 144 (13.8) 
In COB  20 (3.0)   7 (1.6)  34 (3.3) 
Elsewhere   5 (0.8)   2 (0.5)  21 (2.0) 

    
PEP knowledge (n=2191)    

Not heard of PEP  514 (75.6) 352 (78.6) 404 (38.0) 
Heard of PEP 148 (21.8) 89 (19.9) 525 (49.4) 
Knows about PEP and recommended use 18 (2.6) 7 (1.6) 134 (12.6) 

    
Met criteria for preventing onward transmission a    

All respondents (n=2141) 418 (62.7) 289 (65.2) 419 (40.6) 
Previously paid for sex (n=292)  3 (75) 90 (63.8) 57 (38.8) 
Previously received money, food or drugs for 
sex (n=236)  38 (71.0) 14 (58.3) 48 (30.2) 

Data are N (%). a No STI post-HIV diagnosis and taking ART and undetectable viral load. 
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Figure 4-5: Condom use, clinical characteristics and sexual behaviour by gender-related group. a) Condom use since HIV diagnosis, b) Viral load and current treatment of 
respondents reporting condomless last sex, c) HIV status of partners at last sex among respondents reporting no condom at last sex. See Appendix Q for full data. 
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4.7.2 Transactional sex 

Participants were asked if they had ever paid money for sex or if they had ever 

exchanged sex for money food or drugs, ever, in CCOR, in COB or another country. 

Among women 0.4% had paid for sex whereas 6.5% had received money, food or 

drugs for sex in CCOR (Table 4-17).  The prevalence of paying for sex was higher 

among men: 23.6% of heterosexual men and 9.4% of gay/bisexual had paid for sex in 

CCOR and 5.3% of heterosexual men and 13.8% of gay/bisexual men reported 

previously exchanging sex for money, food or drugs.  

4.7.3 Preventing onward transmission 

Nearly two-thirds of heterosexual men (65.2%), 62.7% of women and 40.6% of 

gay/bisexual men met the criteria for preventing onward transmission, that is, they 

had not been diagnosed with an STI post-HIV diagnosis, were taking ART & had an 

undetectable viral load. Among respondents who had received money, food or 

drugs for sex, 71.0% of women, 58.3% of heterosexual of men and 30.2% of 

gay/bisexual men met the criteria for preventing onward transmission (Table 4-17).  
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4.8 Limitations 

All empirical data has strengths and limitations, and the aMASE clinic survey is no 

exception. In this section, I discuss the limitations of this survey beyond those noted 

in the previous chapter. Further discussion of the overall strengths of the aMASE 

study and the study findings within the context of other literature are presented in 

the discussion chapter.  

4.8.1 Study design and recruitment procedures 

Limited resources resulted in the clinic survey employing a convenience sampling 

method. The survey recruited patients from 57 clinics in nine countries which were 

not selected at random. Although clinic sites may not be representative of clinics 

throughout their country of location, most sites were located in conurbations with 

large migrant populations, and the clinic sample is likely to be broadly 

representative of migrants accessing healthcare within each participating country. 

This sample is unlikely to be representative of the European migrant population in 

terms of country of residence, region of birth, gender, and sexual orientation. 

However, countries in Europe with large migrant populations were included in the 

study. Although France is a notable exception in the clinic study, there are recent 

studies conducted with migrants in France that allow for comparison with the 

aMASE surveys (see Chapter 7). 

A naive analysis of the overall data might have under- or overestimated the strength 

of associations with between the outcomes in the total population. But the strategy 

of investigating heterogeneity of associations between countries and conducting 

analyses separately within subgroups has limited the bias in the findings. 

Patients were not selected at random within clinics and although the protocol 

specified that all eligible participants should be approached and asked to 

participate, it is probable that some participants were not approached. This 

sampling bias may have been prominent in Italy, Greece, and Portugal where over 

90% of patients agreed to participate, suggesting only patients who were likely to 

agree were approached. But these very high participation rates could also reflect 

poor record keeping – or even high levels of expertise – among recruitment 
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researchers. Alternatively, respondents in those locations may have felt coerced into 

participating, although the participant information sheets were clear that taking part 

in the study was optional. Incomplete records meant it was also not possible to 

estimate how representative the sample population was of the clinic populations in 

all nine countries. Data from three UK clinics suggested that certain populations 

were under-represented in the UK sample (see section 4.1.1) and it is likely that this 

occurred in other countries.  

4.8.2 Missing data 

Although only seven variables in the patient questionnaire had more than 5% 

missing values,35 item non-response bias may have affected the data. The software 

package used in regression analysis employs listwise deletion36 to remedy the 

problem of item non-response, a method that gives rise to biased or inefficient 

estimates (Rässler and Riphahn, 2006, Dong and Peng, 2013). Given that more than 

5% of participants chose to skip questions about the number of sexual partners, non-

response bias may have produced under-estimates of the strength of association 

between number of sexual partners and previous negative HIV test.  

Half of all respondents were not asked who paid for their HIV care because 

members of the expert panel assumed that individuals resident in Spain, Italy, 

Switzerland and Portugal would receive free state-funded HIV healthcare. 

Consequently, this variable was excluded as a covariate in multivariate analyses to 

avoid listwise deletion. While it is likely that the assumption that all respondents 

were in receipt of state-funded healthcare was correct, I did not adjust my analysis 

to include this assumption (for example through single imputation). This is because 

data from the UK (a country with government-funded HIV care) showed that 

around 10% of individuals did not know who paid for their care and 1% paid for 

care themselves. Therefore it is possible that this omitted variable has biased the 

models.  

                                                
35 Shafer (1999) suggests that a missing information rate of less than 5% is a small one and does not 
require multiple imputation or other methods for dealing with missing data. (Schafer, 1999)  
36 All observations with missing values in any of the covariates in the regression model are removed 
from analysis.   
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Missing data from clinic records may have had a substantial impact on the 

regression modelling of the factors associated with an undetectable viral load. I was 

unable to include viral subtype in the models because less than 50% of clinics 

supplied this information. A recent collaborative study which included European 

and Canadian data showed that viral subtypes are strongly patterned by region of 

origin and mode of HIV acquisition (May et al., 2016). Given that these two 

variables were included in modelling it is likely that omitting this variable had a 

limited effect on the models.   

As noted in the introduction to this chapter, the clinic data were missing not at 

random (MNAR), with clinics in Spain less likely to supply latest viral load data. 

The ICC for the models of undetectable viral load indicates the clustering was much 

higher than sample size calculations had estimated (0.005 vs >0.1), indicating that 

this analysis may have been underpowered. As Figure 4-4 shows, very wide 

confidence intervals were observed for the selected models. This is further 

indication that these associations should be considered with caution.  

Only one item on the patient questionnaire had missing information in excess of 

10% (postcode data within the UK). It is probable that respondents chose not to 

supply this sensitive information to protect their anonymity. Although it is unlikely 

that the postcode area data collected could be used to identify individuals, 

respondents may have been wary of supplying this data. Postcode data can be 

linked to area level data and could have been used to examine associations between 

the primary outcomes and deprivation (e.g. the Index of Multiple Deprivation)37. 

Even though this analysis would have been limited to respondents living the UK, it 

may have provided additional insight into the barriers to TasP within an ecosocial 

framework.  

4.8.3 Data harmonisation 

The presence of area-level deprivation data across Europe could have supplemented 

the individual-level data used as markers of socioeconomic status. Here I discuss 

                                                
37 The official measure of deprivation for England. Other indices of deprivation exist, including the 
Scottish index of multiple deprivation, Townsend Deprivation Index and Evaluation of Deprivation 
and Inequalities in Health Examination Centres (EPICES) in France. (Labbe et al., 2015) 
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how assumptions that underpin the data collected from different countries limit the 

interpretion of the findings.  

Measuring income at an individual or household level is notoriously difficult and 

studies often record 10-20% item non-response (Moore and Welniak, 2000, Hansen 

and Kneale, 2011). The question used to collect data on income in the aMASE 

surveys was subjective – respondents were asked to compare their monthly income 

to the national minimum wage in their CCOR. This question was not cognitively 

tested and so it is unclear how well it was understood by respondents. The 

cognitively tested question used banded household annual income; however, the 

expert panel and I had reservations about how to harmonise income data across the 

different countries given the heterogeneity of cost of living and salaries in Europe. 

The obvious answer would be to weight the income data, but concerns remained 

about where to obtain reliable weights, as well as the potential for substantial item 

non-response.38  

The finalised question is based on the assumption that earning above or below 

minimum wage is a suitable indicator of socioeconomic status. There is, however, 

no evidence to support this assumption since there is no coordinated mechanism for 

setting minimum wages in Europe (Eurofound, 2018). In some countries the 

minimum wage represents 50 or 60% of the national median wage, in others it is 

determined by collective bargaining (Eurofound, 2018). Clearly then, the national 

minimum wage is not the same indicator of socioeconomic status across the 

different countries. Additionally, minimum wages can fluctuate within a country 

over given period. For example, in Portugal the monthly minimum wage at the time 

the survey was constructed was €566, by January 2014 it had fallen to €485 and had 

risen again to by the time €505 the survey closed in July 2015 (Eurofound, 2018). To 

some €566 per month is “a lot more” than €505 per month, particularly if the 

difference in earnings represents incurred rent arrears. The subjective and relative 

                                                
38 Many of the major sex surveys used to construct the aMASE surveys did not collect income data. 
EMIS, a comparable multinational European survey, did not collect any income variables and Natsal-3 
was the first of the three national surveys to do so.   
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nature of this exposure variable means it is difficult to interpret findings that show 

(or fail to show) an association with income and either primary outcome variable.  

It should be noted, however, that the income question did correlate well with the 

UNAIDS validated hunger scale; only 7% of those who earned “more or a lot more” 

had experienced moderate to severe household hunger in the past four weeks (data 

not shown). Additionally, the income question had a low item non-response rate, 

which may have been due to participants comfort with the subjective nature of the 

question.  

Ethnicity data 

Similar challenges to data harmonisation were present when collecting and using 

ethnicity data and as a result this variable was under-utilised in these analyses. 

There were no ethnicity data collected in Portugal and because of the loss of data 

involved in listwise deletion I did not include ethnicity in multivariate analysis with 

the primary outcomes. aMASE collected 14 different ethnicity categories and in 

order to construct a usable variable I made assumptions about the comparability of 

the terms used. The main assumption was that the terms “African” and “European” 

collected as responses in Belgium, Greece and the Netherlands could be used in 

conjunction with the country of birth data and approximated as “black African” and 

“white European”. Therefore, the lack of adjustment in multivariate models by 

ethnicity is perhaps compensated by adjustment by region of birth. Nonetheless, 

within the context of an ecosocial framework, it is perhaps a major limitation that 

more nuanced analyses, involving adjustment by ethnicity against the primary 

outcomes, was not possible.  

4.8.4 Bias and assumptions 

Sampling bias may have led some of the prevalence estimates to be over- or 

underestimated. The proportions of those who experienced difficulties accessing 

health services may have been underestimated since those who experienced the 

greatest difficulties would not have been available in clinic to be recruited to the 

survey. Other studies have found there are differences between HIV clinic attendees 

and non-attendees, with those who disengage in outpatient HIV care more likely to 
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be in need of psychosocial support or experience barriers related to their 

immigration status or childcare needs (Howarth et al., 2017).  

All surveys that collect self-report data are subject to social desirability or recall bias. 

Such biases might have particularly affected the reporting of sexual behaviour and 

other sensitive subjects. Participants were permitted to skip topics that I and the 

expert panel considered sensitive which might have reduced social desirability bias. 

Limiting the eligible sample population to those diagnosed within the past five 

years may have reduced recall bias within the clinic survey. It is still possible that 

bias affected recollections of providers mentioning HIV within healthcare services 

in the two years before diagnosis. 

Primary outcomes 

The two main outcome measures used in the clinic survey have underlying 

assumptions that are open to discussion. It was assumed that those without a 

previous negative HIV test had experienced barriers to HIV testing up until the 

point of diagnosis. It is possible that some individuals had tested for the first time 

immediately after being exposed to an HIV risk. However, given that a large 

proportion of participants were diagnosed late it is likely that this previous negative 

testing is a suitable proxy for access to HIV testing. It also serves as a substitute 

measure for repeat or frequent testing. This measure might be subject to social 

desirability bias, with patients unwilling to disclose previous HIV tests if they fear 

being considered “health tourists”, (a term that remained prevalent in the media 

before and during collection (National AIDS Trust, 2008, Hanefeld et al., 2013, Muir, 

2014, Daily Mail, 2015). Respondents were permitted to skip this question and 

nearly 3% of respondents did so. Although this is not a substantial amount of 

missing data, it does suggest previous testing history may be a sensitive topic area.39 

Regarding access to primary care, it is reasonable to consider that this outcome was 

overestimated in some countries because the definition of primary care was too 

wide. By including “health cards” and “infectious disease units” in the definition of 

                                                
39 Respondents who were unsure if they had a previous negative test were able to select the “unsure” 
option, allowing for recall bias.  
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primary care, it is probable that this variable did not sufficiently distinguish 

between family doctors or GPs and specialist care for HIV (where participants were 

recruited). As the next chapter shows, the aMASE community survey analysis uses 

actual attendance at primary care as an outcome and the disparity between 

registration and attendance is evident. Additionally, findings from the in-depth 

interviews (see Chapter 6) suggests that a further distinction between “registration” 

at a GP and attendance in the past year (or another time period) would have 

provided more useful estimates of access to ongoing care outside HIV health 

services. As a result, caution is required when drawing conclusions based on the 

estimates of the prevalence of access to primary care among the clinic participants.  

Summary 

Using survey data collected from patients in 57 clinics in nine countries, this chapter 

explored the factors associated with two key outcomes associated with the 

successful implementation of test and treat strategies among migrants living with 

HIV in Europe. For some migrant groups, the post-migration pathway to HIV 

testing may be hindered by structural factors such as immigration policy or access 

to certain healthcare services. Access to primary care was found to be very high for 

all gender-related groups, although this varied according to country of residence.  

HIV testing and access to primary care 

The results of the multivariate analysis suggest that for migrants living with 

diagnosed HIV, the post-migration pathway to HIV treatment and ongoing care 

may be straightforward – so long as national immigration and healthcare policies do 

not represent a barrier to healthcare. However, the ambitious target set by UNAIDS 

of 90% viral suppression among those on treatment was not met in any of the 

gender-related groups. In only one group (heterosexual men) were 90% of 

respondents on ART within three months of diagnosis, although this is probably 

because HIV treatment guidelines recommending immediate ART initiation had not 

been updated at the time of data collection (see Chapter 7).  

Despite ready access to primary care in some countries, migrants living with 

diagnosed HIV still experienced difficulties within healthcare settings. Language 
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barriers, confusion over entitlements to care, and socioeconomic circumstances were 

among some of the difficulties reported by around a third of participants. Very 

small proportions of participants reported experiencing prejudice within healthcare, 

but HIV-related stigma, homophobia and racism/xenophobia were prevalent within 

the sample. It is notable that these reports were not associated with either primary 

outcome and only associated with an undetectable viral load in univariate analysis. 

Within the context of an ecosocial framework, this suggests that these lived 

experiences at an individual level may not have a substantial impact on HIV testing 

behaviour or access to ongoing healthcare. Indeed, the findings of the multivariate 

analysis with the primary outcomes indicate that it is discrimination at a regional or 

national level (i.e. through immigration policy) that becomes embodied and results 

in inequalities in access to HIV testing and ongoing care.  

Onward HIV transmission 

This chapter also briefly examined sexual risk behaviour.  A simple composite 

measure showed that most gay/bisexual men did not meet the criteria for 

preventing onward transmission.  Additionally, most of the gay/sexual men who 

had received money, sex or drugs for sex in CCOR (more than 10% of the group), 

did not meet the criteria for preventing onward transmission. This finding is of 

some concern, since people who engage in sex work may be at increased risk of 

passing on their HIV infection. Post-migration transactional sex may be a potentially 

significant source of HIV transmission and acquisition among some migrant groups 

(Desgrees-Du-Lou et al., 2016). However, the aMASE clinic did not set out to 

capture in detail the experiences of people who had engaged in transactional sex 

and did not explore whether this behaviour occurred before or after diagnosis. 40 

Although this survey has its limitations, the findings that up to 30.4% of participants 

had condomless last sex without the protection of an undetectable viral load, is 

                                                
40See Platt L et al (2013) for further exploration of the HIV prevention needs of migrant sex workers in 
Europe.   
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cause for concern. Further discussion of these findings within the context of the 

other empirical data collected is to be found in Chapter 7.  

Before proceeding to those discussions, the following chapters will expand on the 

evidence provided by clinic respondents. The next chapter presents the results from 

the web-based aMASE community survey. Data from this companion survey 

highlights the prevention needs of migrants who may be at risk of acquiring HIV (or 

indeed living with undiagnosed HIV). It provides an insight into the barriers to 

primary care, which in the context of the community survey represents the 

opportunity for provider-initiated HIV testing, a likely key component of successful 

TasP in migrant communities. In chapter 6, I return to the needs of people living 

with diagnosed HIV and present the findings from 22 in-depth interviews with 

mainly black African men and women living in the UK.  
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Chapter 5 Prevention and testing 
needs for HIV negative migrants living in 
Europe 

In this chapter, I present the results of the aMASE community survey which provides 
additional data on the barriers to HIV testing for migrants as well as information on 
access to primary care and HIV prevention needs. The recruitment methods for the 
aMASE community survey are presented in detail in Chapter 3, but I will summarise 
them again. Briefly, the aMASE community survey was a web-based survey, available 
in 14 languages and open to all people aged 18 years and over and living outside their 
country of birth in the WHO European area. Community organisations in nine 
countries promoted the survey to migrant groups, focusing recruitment on sub-
Saharan Africans, Latin Americans, gay/bisexual men, and people who inject drugs. 
These migrant populations were selected for targeted recruitment because of high HIV 
prevalence or high rates of new HIV diagnoses within these groups, presumably as a 
result of unmet HIV prevention needs.  

The results presented here focus on the outcomes associated with the successful 

implementation of TasP for three main population groups: women; heterosexual 

men and gay/bisexual men. As in the previous chapter, I begin by presenting data 

quality and sociodemographic characteristics, before describing access to and use of 

healthcare services. Following this, all analysis is conducted exclusively on 

participants who reported a negative test result or had not tested at all. I explore the 

sexual behaviour and HIV prevention needs of this group before presenting the 

factors associated with access to primary care and HIV testing in each of the gender-

related groups. I conclude by presenting the limitations of this study. 

5.1 Data quality and sample characteristics 

5.1.1 Response rate  

Because of the snowball sampling strategy used to recruit to the survey, it was not 

possible to estimate how many individuals were invited to complete the survey, 

either through community organisations or by viewing an online advert or 

promotion. Consequently, it was not possible to calculate the overall response rate 
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complete the survey, a participation rate of 40.1%. Ninety tourists – defined as 

persons resident in CCOR for less than six months – were subsequently excluded 

from further analysis. After excluding non-completers and tourists, 1,637 

respondents (47.9% of those who consented) were eligible for analysis.  

Because almost 60% (2,580/4,307) of survey initiations did not result in survey 

completion, I examined the rate at which participants dropped out of the survey in 

some detail. Attrition rate analysis (Figure 5-2) found that there was significant 

(p<0.001) drop out between question 5 (“In which country were you born?”) and 

question 6 (“In what year did you first move to [CCOR]?”). Most of those who 

withdrew from the survey (85.9%; 2,217/2,580) did so by question 7.  

 
Figure 5-2: Participant attrition from aMASE community survey welcome page to final question 
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A comparison of the sociodemographic characteristics of all those consented 

showed that the language in which respondents started the survey had a significant 

impact on whether a respondent completed the survey. Respondents who started 

the survey in Greek were most likely to complete the survey and those completing 

the survey in “Other” language (Amharic, Somali and Turkish) least likely to finish 

(71.7% vs 37.0; Table 5-1). Only 46.1% of those who started the survey in English 

completed it.  

Table 5-1: Characteristics associated with aMASE community survey completion 

Characteristic Completed CASI %(n/N) χ2 p value 
Language (n=3417)   94.7 <0.001 

English 46.1 (667/1446)   
German 37.7 (52/138)   
Spanish 53.1 (225/424)   
Dutch 43.6 (51/117)   
French 43.9 (162/369)   
Greek 71.2 (166/233)   
Italian 64.1 (177/276)   
Polish 44.0 (11/25)   
Portuguese 60.6 (163/269)   
Russian 44.3 (31/70)   
Arabic 52.2 (12/23)   
Other a 37.0 (10/27)   

    

Current residence (n=2907)  39.4 <0.001 
Northern Europe 56.7 (314/554)   
Southern Europe 66.8 (721/1080)   
Rest of Europe 54.4 (692/1273)   

    

Gender (n=2684)  21.9 <0.001 
Female 70.5 (585/830)   

Male 61.1 (1133/1854)   
    

Age (n=2723)  12.7 0.013 
18-24 56.8 (210/370)   

25-34 66.3 (683/1030)   

35-44 64.6 (461/714)   

45-54 60.5 (253/418)   

55+ 62.8 (120/191)   
    

Region of birth (n=2647)  109.3 <0.001 
Africa 76.0 (374/492)   

Latin America/Caribbean 73.8 (401/543)   

Rest of World 77.5 (69/89)   

Asia 71.7 (180/251)   

Europe 55.3 (703/1272)   

a Amharic, Somali, Turkish. 
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Additionally, survey completers were more likely than non-completers to be: 

resident in Southern Europe compared with Northern or the Rest of Europe (66.8% 

vs 56.7% vs 54.4%); female (70.5% vs 61.1% p<0.001); and born outside Europe 

(Table 5-1). Younger respondents – those aged 18-24 years – were less likely to 

complete the survey than any other age group, particularly those aged 25-34 years 

(56.8% vs 66.3%). 

5.1.2 Missing data & item completion  

Survey respondents could choose to skip any of the 106 items within the 

questionnaire by selecting “Rather not say” or “Skip this question”. Item response 

was high, with deliberately missing responses recorded for just 44 items. Just over 

half of those items (n=26) had more than 1% missing values (Table 5-2). Although 

most sociodemographic questions were well answered, the question “Do you 

regularly attend religious service?” had the highest proportion of missing responses 

of all items; 12.5% of respondents chose to miss this question. Questions presented 

in matrices or about sexual partnerships were the only other items to have more 

than 5% missing values.  

Table 5-2: Item non-response in the aMASE community survey  

Variable (question number) % missing 
Religious service attendance (Q18) 12.5 
Hunger scale matrix (Q74) 6.6 
Number of lifetime sexual partners (Q59)  6.6 
HIV stigma matrix (Q53) 6.4 
Last time received money etc. for sex (Q64a) 6.1 
Condoms used at last sex (Q61) 4.8 
Last time paid money for sex (Q65a) 4.5 
Sexual orientation (Q20) 4.3 
Number of sexual partners in CCOR (Q58) 4.0 
Mood questions (Q76-Q78) 3.8 
Knows where to access condoms for free (Q62) 3.6 
HIV risk matrix (Q38) 3.5 
Income (Q73) 3.4 
Experienced forced sex (Q65c) 3.1 
Ever paid money for sex (Q65) 2.9 
Condom use in past 12 Months (Q60) 2.8 
Ever received money etc. for sex (Q64) 2.1 
Access to primary care (Q26) 1.8 
Nature of last sexual partnership (Q61a) 1.7 
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Table 5-2: Item non-response in the aMASE community survey  

Variable (question number) % missing 
Ethnicity (Q81)  1.6 
Previously shared drug paraphernalia (Q70) 1.6 
Number of sexual partners in the past 12 months (Q57) 1.5 
Ever tested for HIV (Q30) 1.3 
Accommodation (Q75) 1.3 
Visited doctor/nurse in CCOR 1.2 
Health status (Q21) 1.1 

Preliminary chi squared analysis showed that item non-response in one sensitive 

question predicted missing values in others. For example, respondents who did not 

record an answer for religious service attendance were more likely to choose to skip 

other questions (data not shown). Additionally, the variable “number of lifetime 

partners” was missing not at random; there were observed significant associations 

between item non-response and: age; gender-related group; region of birth; 

education level; having children and employment status (data not shown).  

5.1.3 Sociodemographic characteristics 

Of the 1,637 respondents eligible for analysis, 559 (34%) were women, 1,069 were 

men (65.3%) and 9 participants (0.6%) identified as “Other” (excluded from the 

present analysis. See Appendix P for descriptive analysis of this group). Participants 

reported 140 different countries of birth and 31 different countries as their current 

residence (Figure 5-3 & Figure 5-4). The survey’s targeted populations were well 

represented, with 63.0% of men identifying as gay or bisexual (209/673 born in Latin 

America and the Caribbean), 4.0% of participants reporting a history of injecting 

drugs, and around half of women and heterosexual men (214/396) born in Africa or 

Latin America and the Caribbean (Table 5-3).  

Participants differed across gender-related groups for almost all sociodemographic 

characteristics, with the notable exception of age at migration (Table 5-3). Despite 

the similarity in age at migration, the average age of gay/bisexual men was lower 

than the average age for the other two gender-related groups. This was reflected in 

significantly lower median years resident in CCOR among gay/bisexual men than 

among their heterosexual male counterparts or women (5 vs 8 years p<0.001).  
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Figure 5-3: Current country of residence of male and female aMASE community survey participants  
Colour increases in saturation with increasing number of people. N=1628. Full data in Appendix S  
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Figure 5-4: Country of birth of all male and female aMASE community survey participants  
Colour increases in saturation with increasing number of people. N=1628. Full data in Appendix S 
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Much like the clinic survey sample population, the gay/bisexual men in this sample 

were very different from the other two groups. The majority of gay/bisexual men 

were born in either Europe (49.5%) or Latin America/Caribbean (31.1%); 44.9% 

reported their ethnicity as white European. Nearly three quarters (74.3%) were 

working full time in paid employment and 55.9% earned “more or a lot more” than 

the national minimum wage. More than half (58%) were single and 71% had 

permanent residency in the country where they completed the questionnaire. 

In comparison, much larger proportions of women and heterosexual men reported 

being born in Africa (27.7% and 42.2% respectively); a larger proportion reported 

their ethnicity as black African/black Caribbean (22.6% and 31.9%); and 71.7% of 

heterosexual men were born in developing regions compared with 56.2% of women 

and 44.7% of gay/bisexual men (p<0.001). Additionally, a significantly lower 

percentage of women and heterosexual men had attained education qualifications 

beyond upper secondary (71.2% and 62.5%) compared with 89.2% of gay/bisexual 

men (p<0.001). Unlike gay/bisexual men, however, higher levels of education did 

not translate into high levels of employment or income; only 53.1% of women and 

44.9% of heterosexual men were in paid work. Over a quarter (26.2%) of women and 

31.0% of heterosexual men did not earn their own wage compared to 12.2% of 

gay/bisexual men.  

Finally, just over one in five gay/bisexual men (22.0%) reported living with 

diagnosed HIV compared with 8.8% of women and 6.6% of heterosexual men 

(p<0.001). A previous history of injecting drugs was not statistically significantly 

different across gender-related group (Table 5-3).  
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Table 5-3: Sociodemographic characteristics of respondents, by gender (men separated by self-
reported sexual orientation)  

  Women Heterosexual 
Men 

Gay /Bisexual 
Men p value 

Total number of respondents a 559 (34.3) 395 (24.3) 674 (41.4)  
     

CCOR (by European region) b    <0.001 
Northern Europe 124 (22.2) 46 (11.6) 123 (18.3)  
Southern Europe 279(50.0) 261(65.9) 139 (20.6)  
Rest of Europe 155(27.8) 89 (22.5) 411(61.1)  
     

Median age in years (IQR) 35 (28 – 43) 36 (28 – 43) 33 (28 – 43) <0.001 
     
Median years resident in CCOR (IQR) 8 (3 –13) 8 (3 –15) 5 (2–12) <0.001 

     
Resident in CCOR > 5 years 350 (62.6) 242 (61.1) 332 (49.3) <0.001 

     
Mean age at Migration (SD) 26.8 (10.3) 27.2 (10.1) 26.8 (9.3) 0.775 

     
Region of birth    <0.001 

Africa 155 (27.7) 167 (42.2) 36 (5.3)  
Latin America/Caribbean 117 (20.9) 47 (11.9) 209 (31.1)  
Rest of World 24 (4.3) 4 (1.0) 38 (5.6)  
Asia 43 (7.7) 71 (17.9) 57 (8.5)  
Europe 220 (39.4) 107 (27.0) 333 (49.5)  
     

Country of birth: developing regions 314 (56.2) 284 (71.7) 301 (44.7) <0.001 
     

Country of residence six months 
before migration to CCOR    <0.001 

Country of birth 457 (81.8) 283 (71.5) 497 (73.8)  
African border country  5 (0.9)  8 (2.0)  1 (0.1)  
European border country  16 (2.9)  16 (4.0)  30 (4.5)  
Other  81 (14.5)  89 (22.5) 145 (21.5)  
     

Ethnicity (n=1618)    <0.001 
Black African/black Caribbean 125 (22.6) 125 (31.9) 17 (2.5)  
White European 201 (36.3) 83 (21.2) 302 (44.9)  
Latin American/Hispanic 64 (11.6) 31 (7.9) 124 (18.5)  
Mixed Ethnicity 40 (7.2) 21 (5.4) 88 (13.1)  
Other 124 (22.4) 132 (33.7) 141 (21.0)  
     

Education: upper secondary or more 398 (71.2) 247 (62.5) 601 (89.2) <0.001 
     

Education    <0.001 
Less than primary education  43 (7.7)  38 (9.6)  4 (0.6)  
Primary education  68 (12.2)  65 (16.4)  15 (2.2)  
Secondary education (1st stage)  50 (8.9)  45 (11.4)  54 (8.0)  
Secondary education (2nd stage) 101 (18.1)  94 (23.7)  76 (11.3)  
University degree or equivalent 297 (53.1) 154 (38.9) 524 (77.9)  
     

Employment: working full/part-time 
(n=1626) 297 (53.1) 177 (44.9) 501 (74.3) <0.001 

     
Relationship status    <0.001 

Married/Cohabitating 283 (50.6) 165 (41.8) 205 (30.4)  
Single 206 (36.9) 182 (46.1) 397 (58.9)  
Living apart relationship/marriage 70 (12.5) 48 (12.2) 72 (10.7)  
     
(Table continued next page)     
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Table 5-3: Sociodemographic characteristics of respondents, by gender (men separated by self-
reported sexual orientation) continued 

  Women Heterosexual 
Men 

Gay /Bisexual 
Men p value 

     
Religious service attendance 
(n=1426)    P<0.001 

Never 226 (48.9) 118 (37.1) 453 (70.1)  
Weekly or more 88 (19.0) 105 (33.0) 29 (4.5)  
Monthly or more 55 (11.9) 36 (11.3) 33 (5.1)  
Once or twice a year 93 (20.1) 59 (18.6) 131 (20.3)  
     

Religion of those who attend services 
(n=627) 

   <0.001 

Christian (All denominations) 196 (83.4) 119 (59.5) 167 (87.0)  
Muslim/Islam 23 (9.8) 66 (33.0) 9 (4.7)  
Other 16 (6.8) 15 (7.5) 16 (8.3)  
     

Monthly income compared to national 
minimum wage (n=1575) 

   <0.001 

More or a lot more 169 (32.1) 113 (29.5) 372 (55.9)  
About the same 65 (12.3) 40 (10.4) 88 (13.2)  
Less than minimum wage 122 (23.1) 89 (23.2) 120 (18.0)  
Not Earned 138 (26.2) 119 (31.0) 81 (12.2)  
Not Known  33 (6.3) 23 (6.0) 3 (0.45)  
     

Moderate /severe household hunger 
in past 4 weeks (n=1520) 130 (25.8) 120 (34.3) 90 (13.5) <0.001 

     
Immigration status (n=1625)    <0.001 

Permanent residency 343 (61.6) 183 (46.3) 482 (71.6)  
Temporary residency 86 (14.4) 84 (21.3) 157 (23.3)  
Asylum seeker/refugee status 35 (6.3) 63 (16.0) 9 (1.3)  
Undocumented c 78 (14.0) 55 (13.9) 23 (3.4)  
Unknown 15 (2.3) 10 (16.5) 2 (0.3)  
     

Accommodation (n=1603)    <0.001 
Homeless or living in a 
shelter/hostel 30 (5.5) 48 (12.3) 8 (1.2)  

Tenant in hotel/apartment 
/guesthouse 19 (3.5) 24 (6.2) 27 (4.0)  

Home Owner 89 (16.3) 48 (12.3) 123 (18.4)  
Rent Home 299 (54.7) 175 (45.0) 423 (63.4)  
     

Living with diagnosed HIV (n=1628) d 49 (8.8) 26 (6.6) 148 (22.0) <0.001 
     
Previously injected drugs (n=1618) 19 (3.4) 20 (5.1) 25 (3.7) 0.380 

Data are n (%), median (Inter-quartile range), or mean (Standard Deviation). N=1628 unless otherwise 
stated. a Row percentages b Respondents living in Cyprus (classified as Western Asia by the United 
Nations but included in the WHO European area) were classified as living in Southern Europe. c 
Respondents who checked “None of the above” in a multi-choice list of all possible immigration 
statuses. d Self-reported HIV status. 

*** 

Having established statistically significant differences in the sociodemographic 

characteristics of each gender-related group, the following sections examine the 

pathways to HIV testing and treatment for these groups. The analyses focus almost 
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entirely on respondents who did not report living with HIV, including those who 

had never tested or had not received a test result. These participants are referred to 

as “HIV negative” for simplicity, although it is acknowledged that this label is 

imprecise and assumes that these respondents are not living with undiagnosed HIV. 

Although the scope of this thesis is limited to TasP in the form of locating and 

treating migrants living with HIV, any coherent HIV prevention strategy must 

include provisions for those at increased risk of the sexual acquisition of HIV. 

Therefore I begin these sections by describing the risk factors for HIV acquisition 

among HIV negative participants and explore whether each gender-related group 

has unmet HIV prevention needs. 

5.2 HIV prevention needs 

5.2.1 Knowledge and attitudes 

Figure 5-5 shows HIV knowledge, risk perception and HIV-related stigma among 

HIV negative participants, by gender-related group. Almost all gay/bisexual men 

were aware that “AIDS is caused by a virus called HIV”. While only 0.2% scored the 

maximum (20) on the risk perception scale (indicating they perceived themselves to 

be at high risk), scores were normally distributed, with a mean of 10.76 (SD 3.33; 

range 4-20). There were also very low levels of HIV-related stigma in this group – 

84.2% scored the lowest possible score (Figure 5-5).  

The results for women and heterosexual men were slightly different, indicating 

slightly more HIV-related stigma and lower risk perception in these groups. One in 

ten women (10.5%) and 14.5% of heterosexual men did not have basic HIV 

knowledge. Additionally, 3.4% of heterosexual men scored the maximum score on 

the stigma scale (Figure 5-5). 

Just under a third (29.1%) of women scored the lowest score on the HIV 

susceptibility (risk perception) scale. 41 Further data analysis revealed that it is likely 

that only some of these women underestimated their risk of acquiring HIV.  

                                                
41 The risk scale was only completed by respondents who had tested for HIV.  
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Figure 5-5: HIV knowledge, risk perception and stigma among self-reported HIV negative or untested respondents, by gender-related group. (a) Scores for stigma scale, (b) 
Scores for risk perception scale, (c) Responses to question "The following statement is TRUE: AIDS is caused by a virus called HIV". (See Appendix S for full table) 
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Among women with a score of less than 10 (a low perception of risk), 3.1% (5/163) 

had condomless last sex with a non-regular partner. Among men, larger proportions 

had underestimated their risk: 7.1% (4/56) heterosexual men and 30.4% (17/56) of 

gay/bisexual men scored less than 10 on the susceptibility scale, but had also had 

condomless last sex with a non-regular partner (data not shown). 

5.2.2 Sexual behaviour and condom use 

Nearly half (46.6%) of gay/bisexual men reported more than 100 lifetime sexual 

partners and a similar proportion (42.3%) reported more than 11 partners in the past 

year. In contrast, 2.7% of women and 5.0% of heterosexual men reported 100 or 

more sexual partners in their lifetime and the majority reported no or one sexual 

partner(s) in the past year (Table 5-4).  

Table 5-4: HIV risk factors among self-reported HIV negative or untested respondents, by gender (men 
separated by sexual orientation) 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Total number of lifetime sexual partners (n=1321)    

0-1 100 (20.7) 70 (20.7) 4 (0.8) 
2-5 188 (38.9) 70 (20.7) 16 (5.2) 
6-10 70 (14.5) 66 (19.5) 40 (8.0) 
11-20 64 (13.3) 56 (16.6) 44 (8.8) 
21-50 37 (7.7) 42 (12.4) 68 (13.6) 
51-100 11 (2.3) 17 (5.0) 85 (17.0) 
More than 100 13 (2.7) 17 (5.0) 233 (46.6) 

    
Total number of sexual partners in the past year 
(n=1384) 

   

None 84 (16.6) 68 (19.0) 20 (3.8) 
1 314 (61.9) 153 (42.9) 43 (8.3) 
2-10 98 (19.3) 114 (31.9) 237 (45.6) 
≥ 11 1 (2.2) 22 (6.2) 220 (42.3) 

    
Frequency of condom use (n=1198)    

Every time 68 (16.7) 67 (23.1) 204 (40.8) 
Most of the time 57 (14.0) 53 (18.3) 172 (34.4) 
Occasionally 68 (16.7) 57 (19.7) 62 (12.4) 
Not at all 215 (52.7) 113 (39.0) 62 (12.4) 

    
Used condoms use at last sex (n=1308) 130 (27.8) 127 (38.5) 329 (64.4) 
    
(Table continued next page)    
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Table 5-4: HIV risk factors among self-reported HIV negative or untested respondents, by gender 
(men separated by sexual orientation) continued 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Reason for condom use at last sex (n=581)    
To stop pregnancy 57 (44.2) 37 (29.1) 3 (0.9) 
To stop pregnancy and STI/HIV 49 (38.0) 52 (40.9) 14 (4.3) 
To stop STI/HIV 23 (17.8) 38 (29.9) 308 (94.8) 

    
At last sex: no condom & non-regular partner 
(n=1308) 20 (4.3) 43 (13.0) 88 (17.2) 

    
Does not know where to access free condoms 
(n=1349)  236 (48.8) 186 (53.6) 242 (46.7) 

Cannot afford condoms a (n=661)  66 (28.3) 74 (39.8) 41 (16.9) 
    
PEP knowledge and use (n=1395)    

Never heard of PEP 338 (66.9) 267 (73.2) 142 (27.0) 
Heard of PEP  145 (28.7)  80 (21.9) 313 (59.6) 
Heard of and used PEP   4 (0.8)  5 (1.4)  46 (8.8) 
Heard of PEP and suggested use  21 (4.2)  14 (3.8)  44 (8.4) 

    
HIV status of last partner    

Definitely or probably HIV negative 419 (84.0) 265 (75.1) 349 (67.0) 
Not sure/Not known 75 (15.0) 81 (23.0) 145 (27.8) 
Definitely or probably HIV positive 5 (1.0) 7 (2.0) 27 (5.2) 

Data are N (%) a Only those who cannot access free condoms 

Condom use varied in each gender-related group. Over half of women (52.7%) and 

39.0% of heterosexual men reported that they did not use condoms at all, whereas 

over three-quarters of gay/bisexual men reported using condoms “Every time” or 

“Most of the time”. Similarly, 64.4% of gay/bisexual men used condoms at last sex, 

compared with 27.8% of women and 38.5% of heterosexual men. In each group, 

approximately half of respondents did not know where to access free condoms 

(48.8% women, 53.6% heterosexual men; 46.7% gay/bisexual men). Nearly two-

thirds of heterosexual men who could not access free condoms (39.8%; 74/112) 

reported they could not afford to buy them (Table 5-4).  

Those who reported not using condoms at last sex were asked to select one or more 

reasons for not doing so. Most participants responses were categorised as “No 

perceived risks” (e.g. “My partner is on HIV treatment” or “We are faithful to each 

other”) or “personal preference” or “pleasure”. Intoxication was the reason for 
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condomless last sex for 9.3% of gay/bisexual men; 15.1% of women and 10.8% of 

heterosexual men were attempting to conceive a child (Figure 5-6). 

 
Figure 5-6: Reasons for not using a condom among self-reported HIV negative or untested 
respondents, by gender-related group  
(See Appendix S for full table) 
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The reasons for using condoms (at last sex with any partner) differed slightly for 

each group with 44.2% of women using condoms to prevent pregnancy only, 

whereas using condoms for contraception only was cited by 29.1% of heterosexual 

men and 0.9% of gay/bisexual men (Table 5-4). A small proportion of women (4.3%), 

13.0% of heterosexual men and 17.2% of gay/bisexual men reported their last sexual 

encounter was condomless and with a non-regular partner (Table 5-4). Most of these 

people reported they had not used condoms because of a personal preference or 

pleasure (62.0% gay/bisexual men, 62.8% of heterosexual men and 50% of women; 

data not shown).  

5.2.3 Sexually transmitted infections and other HIV risk factors 

The highest reports of a previous STI diagnosis were among gay/bisexual men 

(50.8%) although 23.9% of women and 22.6% of heterosexual men had been 

previously diagnosed with an STI (Table 5-5). Other notable findings related to 

unmet HIV prevention needs were that: 11.6% of women and 10.0% of gay/bisexual 

men had experienced forced sex; over a third of heterosexual men had previously 

paid for sex (36.2%); and 15.1% of gay/bisexual men had engaged in some type of 

sex work, exchanging sex for money, food or drugs. A history of injecting drug use 

was most prevalent among heterosexual men (3.3%), although 12.6% of gay men 

reported using methamphetamine, gamma-hydroxybutyrate or gamma-

butyrolactone (often referred to as “chemsex drugs”) in the past five years.  

Table 5-5: Sexually transmitted infections and other risk factors for HIV among self-reported HIV 
negative or untested respondents, by gender (men separated by sexual orientation) 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Previously diagnosed with an STI a  74 (23.9) 44 (22.6) 227 (50.8) 
    
STI diagnosed in past year a  18 (5.8) 7 (3.6) 66 (14.8) 
    

STI diagnosed past year & unprotected last sex a 9 (2.9) 2 (1.0) 40 (9.0) 
    
Previously exchanged sex for money, food or drugs  
(n=1346) 

36 (7.4) 22 (6.4) 78 (15.1) 

in the last 12 months (n=126)  16 (53.3) 11 (55.0) 37 (48.7) 
(Table continued next page)    
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Table 5-5: Sexually transmitted infections and other risk factors for HIV among self-reported HIV 
negative or untested respondents, by gender (men separated by sexual orientation) continued 

 Women Heterosexual 
Men 

Gay/Bisexual 
Men 

Previously paid for sex (n=1561) 3(0.6) 122 (36.2) 96 (18.5) 
in last 12 months (n=209)  0 (0.0) 51 (44.3) 35 (37.6) 

    
Experienced forced sex (n=1331) 55 (11.6) 13 (3.8) 51 (10.0) 
    
Previously used a needle to inject drugs (n=1396) 13 (2.6) 12 (3.3) 16 (3.0) 
    
Previously shared a needle when injecting drugs 
(n=41)  

9 (69.2) 6 (50.0) 5 (31.3) 

    
Used drugs in last 5 years - excluding cannabis 
(n=1388) 

64 (12.8) 54 (14.8) 234 (44.7) 

used methamphetamine/GHB/GBL (n=1388) b 5 (1.0) 6 (1.6) 66 (12.6) 

Data are N (%) a Does not include those who have never tested for HIV, n=952. GHB= gamma-
hydroxybutyrate. GBL= gamma-butyrolactone b Data on mephedrone use were not collected.  

*** 

This section has shown that there were unmet HIV prevention needs for the HIV 

negative participants in this survey. In all groups, there was evidence of lack of 

knowledge of where to obtain free condoms, low levels of the perceived risk of 

acquiring HIV, and high levels of HIV-related stigma, STI acquisition and 

condomless sex with irregular partners. Later in this chapter, I present the results of 

regression modelling using these and other risk factors for HIV in to examine 

variables associated with HIV testing. Before proceeding to those findings, I 

describe access to healthcare services, notably primary care.  

In the previous chapter access to primary care was used as a proxy measure for 

access to ongoing care for migrants living with HIV and accessing clinic services. In 

this present analysis, access to primary care represents the potential for migrants to 

encounter opportunistic, provider-initiated HIV testing (that is, interventions which 

effectively increase the uptake of HIV testing among migrants – see systematic 

review in Chapter 2). 
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5.3 Access to healthcare services 

Most HIV negative respondents reported they were in good or very good health 

although in each gender-related group around a third were living with one or more 

chronic illnesses, excluding HIV (Table 5-6). Overall, 59.1% of heterosexual men, 

72.4% of women and 68.3% of gay/bisexual men reported registration with primary 

care services (Table 5-6). Most participants in all gender-related groups had received 

healthcare in CCOR in the past 12 months, although 14.5% of women, 8.7% of 

heterosexual men and 19.4% of gay/bisexual men had returned to COB for 

healthcare in the previous 12 months (Table 5-6). Respondents in each group cited a 

preference for the healthcare system in their home country and reduced cost as the 

main reasons for returning home for care (Figure 5-7).  

Table 5-6: Access to healthcare services among self-reported HIV negative or untested respondents, 
by gender (men separated by sexual orientation) 

  Women Heterosexual 
Men 

Gay /Bisexual 
Men 

All HIV negative respondents a 510 (36.3) 370 (26.3) 525 (37.4) 

    
Self-reported health status (n=1393)    

Very good 125 (24.7) 105 (28.8) 207 (39.6) 
Good 207 (40.9) 144 (39.6) 242 (46.3) 
Fair 110 (21.7) 73 (20.1) 68 (13.0) 
Bad 30 (5.9) 11 (3.0) 6 (1.1) 
Very Bad 4 (0.8) 8 (2.2) 0 (0.0) 
Don't know 30 (5.9) 23 (6.3) 0 (0.0) 

    
Living with one or more chronic illnesses  156 (30.6) 108 (29.2) 177 (33.7) 

    
Is registered with primary care services (n=1378) 359 (72.4) 214 (59.1) 355 (68.3) 

    
Visited COB for healthcare in last 12 months  74 (14.5) 32 (8.7) 102 (19.4) 

    
Doctor/nurse visited in CCOR in last 12 months 
(n=1403) 

436 (85.5) 285 (77.4) 398 (75.8) 

Data are N (%) N=1405 unless otherwise stated. a Includes participants who had never tested or did 
not receive a test result.  
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Figure 5-7: Reasons for visiting health service in country of birth among self-reported HIV negative or 
untested respondents, by gender-related group  
(See Appendix S for full table) 

Table 5-7 shows health service attendance post-migration and whether participants 

recalled HIV testing being mentioned at that service. More than 80% of participants 
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in each gender-related group had attended at least one health service post-

migration. The most frequently attended health service post-migration was general 

practice, with almost half (49.2%) of heterosexual men and more than two-thirds of 

women (67.1%) and 62.6% gay/bisexual men reporting attendance at the GP since 

migration (Table 5-7). One-fifth of HIV negative respondents reported attending 

only one healthcare service since migration and of those 33.0% had attended the GP 

(data not shown).  

Table 5-7: Health service attendance and recall of HIV testing mentions since migration among self-
reported HIV negative and untested respondents, by gender (men separated by sexual orientation) 

  Women Heterosexual Men Gay/Bisexual Men 
Any health service  470 (92.2) 335 (90.5) 444 (84.6) 

HIV testing mentioned (n=1249) 164 (34.9) 112 (33.4) 278 (62.6) 
    

GP/Family Doctor 342 (67.1) 182 (49.2) 326 (62.1) 
HIV testing mentioned (n=850) 46 (13.5) 31 (17.0) 116 (35.6) 

    
Dentist 241 (47.3) 153 (41.4) 274 (52.2) 

HIV testing mentioned (n=668) 2 (0.8) 1 (0.7) 8 (2.9) 
    
Emergency 214 (42.0) 135 (36.5) 181 (34.5) 

HIV testing mentioned (n=530) 4 (1.9) 11 (8.1) 16 (8.8) 
    
Outpatient 164 (32.2) 93 (25.1) 123 (23.4) 

HIV testing mentioned (n=380) 11 (6.7) 15 (16.1) 16 (13.0) 
    
Antenatal 127 (24.9) 4 (1.1) - 

HIV testing mentioned (n=131) 61 (48.0) 0  
    
Inpatient 115 (22.5) 87 (23.5) 99 (18.9) 

HIV testing mentioned (n=301) 17 (14.8) 20 (23.0) 14 (14.1) 
    
STI Clinic 53 (10.4) 38 (10.3) 240 (45.7) 

HIV testing mentioned (n=331) 30 (56.6) 17 (44.7) 203 (84.6) 
    
Outreach 23 (4.5) 36 (9.7) 8 (1.5) 

HIV testing mentioned (n=67) 20 (87.0) 29 (80.6) 7 (87.5) 
    

Other service a 84 (16.5) 50 (13.5) 7 (1.3) 
HIV testing mentioned (n=141) 18 (21.4) 12 (24.0) 3 (42.9) 

Data are N (%). N=1405 unless otherwise stated. a Combined service attendance of family planning 
clinic, social security medical service, refugee centre, drug centre, blood donation centre 
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Across gender-related groups, between 18.9% and 42.0% of respondents reported 

attendance at a hospital service (emergency, inpatient or outpatient care). 

Attendance at STI clinics was low among women and heterosexual men (10.4% and 

10.3% respectively), whereas 45.7% of gay/bisexual men reported STI clinic 

attendance which was the second most used healthcare service in that group (see 

Table 5-7). 

Among participants who had ever attended the GP, over a third (35.6%) of 

gay/bisexual men, 17.0% of women and 13.5% of heterosexual men recalled being 

offered an HIV test at that service (Table 5-7). Most (84.6%) gay/bisexual men 

recalled the mention of HIV testing at an STI clinic, whereas fewer than half (44.7%) 

of heterosexual men and 56.6% of women had done so (Table 5-7). Less than half 

(48.0%) of the women who had attended antenatal care recalled being offered a test 

(Table 5-7). 

5.3.1 Factors associated with primary care access 

Among HIV negative respondents, access to primary care42 varied according to 

current region of residence and was significantly associated in univariate analysis 

for all gender-related groups. Among women, this ranged from nearly ubiquitous 

access in Northern Europe (91.3%) to sparser access in Southern Europe at 52.5% 

and this pattern was similar among heterosexual men and gay/bisexual men (Table 

T-1, Appendix T). Several other factors were significantly associated with access to 

primary care in univariate analysis (Table T-1, Appendix T). Across all groups age, 

region of birth, years since migration, accommodation, employment status, monthly 

income, and immigration status were factors that reached a significance level 

sufficient to warrant inclusion in multivariable analysis. 

Among gay/bisexual men, those who migrated before the age of 18 years had more 

than twice the odds of access to primary care than men who migrated aged 25-34 

years (OR 2.49, 95% CI 1.22 – 5.09). Bisexual men were less likely to have access than 

gay men (OR 0.48, 95% CI 0.30 – 0.78). Additionally the following groups were more 

                                                
42 Respondents to the community survey were asked if they had “ever” attended the GP/Family Doctor 
in CCOR. This variable, a measure of actual health service rather than registration in primary care, is 
used in this present multivariable analysis.  
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likely to have access to primary care in univariate analysis: heterosexual men with 

children (OR 1.64, 95% CI 1.07 – 2.50) or with one or more children in the home; 

women who did not attend religious services (compared with religious women who 

were not practicing Christians, OR 0.27, 95% CI 0.27 – 0.57); and women (OR 1.50, 

95%CI 0.99 – 2.27) and gay/bisexual men (OR 1.63, 95%CI 1.11 – 2.39) living with at 

least one chronic illness (Table T-1, Appendix T).  

Multivariable analysis 

Multivariable analysis showed that differences in access to primary care among the 

regions in Europe remained significant for all three gender-related groups even 

after adjusting for other factors (Table 5-8). For women, additional factors associated 

with primary care access were: region of birth (Latin American/Caribbean-born had 

three times higher odds of having accessed care as European-born); religion (non-

Christian service attendees had five times lower odds than with women who do not 

attend religious services); and being a homeowner compared with those who did 

not own their own homes (aOR 3.19, 95%CI 1.28 – 7.94.; Table 5 8). 

Among heterosexual men, access to primary care was less likely among younger 

men (18-24 years compared to 25-34; aOR 0.35, 95%CI 0.15 – 0.83) and those who 

had been resident in CCOR 2-5 years compared to 10 years in CCOR (aOR 0.50, 

95%CI 0.27 – 0.93).  

Bisexual men remained less likely to have access to primary care than gay men (aOR 

0.54, 95% CI 0.31 – 0.94). Among all gay/bisexual men, after adjusting for other 

factors, access to primary care was also significantly associated with: being born in 

Africa compared to Europe (aOR 3.96, 95%CI 1.15 – 13.63); having permanent 

residency compared with refugee or asylum seeker or unknown immigration status 

(aOR 0.23, 95%CI 0.08 – 0.62); not receiving healthcare in COB in the previous 12 

months (aOR 0.53, 95%CI 0.32 – 0.88); and increasing number of years since 

migration (Table 5-8). 
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Table 5-8: Factors associated with access to primary care * among self-reported HIV negative and 
untested respondents, by gender (men separated by sexual orientation)  

 Women (N=414) 
 %(n/N) OR AOR 95% CI p value 
Current region of residence           <0.001 

Northern Europe 92.4 (97/105) 9.51 19.04 7.46 – 48.63  
Southern Europe † 49.7 (98/197) 1.00 1.00  ∙∙  
Rest of Europe 79.5 (89/112) 2.72 5.22 2.58 – 10.58  

Age (years)         0.070 
18-24 45.2 (14/31) 0.54 0.55 0.20 – 1.57   
25-34 †  65.3 (113/173) 1.00 1.00  ∙∙  
35-44 76.1 (89/117) 1.83 1.15 0.58 – 2.29  
45-54 68.9 (42/61) 1.33 0.33 0.13 – 0.82  
55+ 81.3 (26/32) 2.35 0.77 0.25 – 2.42  

Region of birth           <0.001 
Africa 52.1 (49/94) 0.41 0.52 0.25 – 1.09  
Latin America/Caribbean 71.6 (58/81) 0.93 3.14 1.45 – 6.81  
Rest of World 74.6 (44/59) 0.94 2.28 0.80 – 6.48  
Europe † 73.9 (133/180) 1.00 1.00  ∙∙  

Years resident in country          <0.001 
1 year or less 31.4 (11/35) 0.26 0.08 0.03 – 0.24  
2-5 years 54.8 (57/104) 0.31 0.35 0.17 – 0.74  
6-9 years 77.7 (73/94) 0.76 1.08 0.50 – 2.34  
10 years or more † 79.0 (143/181) 1.00 1.00  ∙∙  

Immigration status          0.306 
Permanent residency † 78.8 (223/283) 1.00 1.00  ∙∙  
Temporary residency 53.0 (35/66) 0.30 0.77 0.36 – 1.64  
Refugee/Asylum Seeker/Unknown 40.0 (26/65) 0.27 0.53 0.24 – 1.19  

Religion          0.013 
Christian (all denominations) 69.4 (120/173) 0.91 0.65 0.36 – 1.17  
Other 40.0 (14/35) 0.27 0.21 0.07 – 0.61  
Does not attend religious services† 72.8 (150/206) 1.00 1.00  ∙∙  

Living with ≥2 chronic conditions          0.100 
No † 67.4 (256/380) 1.00 1.00  ∙∙   
Yes 82.4 (28/34) 1.92 2.62 0.83 – 8.25  

Homeowner           0.013 
No † 63.7 (211/331) 1.00 1.00  ∙∙  
Yes 88.0 (73/83) 3.93 3.19 1.28 – 7.94  

(Table continued next page)  
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Table 5-8: Factors associated with access to primary care * among self-reported HIV negative and 
untested respondents, by gender (men separated by sexual orientation) continued  

 Heterosexual Men (N=369) 
 %(n/N) OR AOR 95% CI p value 
Current region of residence           <0.001 

Northern Europe 76.2 (32/42) 4.88 6.21 2.61 – 14.81  
Southern Europe † 39.6 (97/245) 1.00 1.00  ∙∙  
Rest of Europe 63.4 (52/82) 2.70 2.64 1.46 – 4.78  

Age (years)          0.026 
18-24 23.8 (10/42) 0.43 0.35 0.15 – 0.83  
25-34 † 42.2 (57/135) 1.00 1.00  ∙∙  
35-44 55.8 (53/95) 1.76 1.36 0.75 – 2.46  
45-54 61.0 (36/59) 2.14 1.55 0.75 – 3.21  
55+ 65.8 (25/38) 2.63 1.83 0.76 – 4.41  

Region of birth           0.072 
Africa † 50.6 (79/156) 1.00 1.00  ∙∙  
Latin America/Caribbean 64.3 (27/42) 1.73 1.71 0.79 – 3.70  
Rest of World 37.1 (26/70) 0.57 0.77 0.39 – 1.50  
Europe 48.5 (49/101) 0.91 0.57 0.31 – 1.06  

Years resident in country           0.040 
1 year or less 34.9 (15/43) 0.37 0.78 0.33 – 1.83  
2-5 years 34.9 (38/109) 0.37 0.50 0.27 – 0.93  
6-9 years 59.7 (37/62) 1.03 1.33 0.67 – 2.64  
10 years or more † 58.7 (91/155) 1.00 1.00  ∙∙  

Immigration Status          0.763 
Permanent residency † 59.1 (101/171) 1.00 1.00  ∙∙  
Temporary residency 46.2 (36/78) 0.59 0.84 0.43 – 1.61  
Refugee/Asylum Seeker/Unknown 36.7 (44/120) 0.40 0.79 0.42 – 1.51  

(Table continued next page) 
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Table 5-8: Factors associated with access to primary care * among self-reported HIV negative and 
untested respondents, by gender (men separated by sexual orientation) continued  

 Gay/bisexual men (N=525) 
 %(n/N) OR AOR 95% CI p value 
Current region of residence       0.015 

Northern Europe 65.3 (62/95) 1.06 1.16 0.66 – 2.03  
Southern Europe 52.2 (47/90) 0.62 0.45 0.25 – 0.80  
Rest of Europe † 63.8 (217/340) 1.00 1.00  ∙∙  

Age (years)      0.401 
18-24 44.9 (40/89) 0.60 0.81 0.46 – 1.44  
25-34 † 57.6 (129/224) 1.00 1.00 ∙∙  
35-44 72.5 (100/138) 1.94 1.26 0.73 – 2.17  
45-54 83.0 (44/53) 3.60 2.02 0.86 – 4.76  
55+ 61.9 (13/21) 1.20 1.03 0.33 – 3.17  

Region of birth       0.029 
Africa 82.8 (24/29) 2.62 3.96 1.15 – 13.63  
Latin America/Caribbean 52.7 (77/146) 0.61 0.71 0.43 – 1.18  
Rest of World 63.0 (51/81) 0.93 1.22 0.62 – 2.41  
Europe † 64.7 (174/269) 1.00 1.00 ∙∙  

Years resident in country       <0.001 
1 year or less 27.7 (26/94) 0.28 0.28 0.16 – 0.49  
2-5 years † 57.8 (107/185) 1.00 1.00 ∙∙  
6-9 years 77.3 (68/88) 2.48 2.50 1.31 – 4.75  
10 years or more 79.1 (125/158) 2.76 2.11 1.18 – 3.79  

Immigration status       0.011 
Permanent residency † 67.7 (252/372) 1.00 1.00  ∙∙  
Temporary residency 52.4 (65/124) 0.52 0.95 0.54 – 1.67  
Refugee/Asylum Seeker/Unknown 31.0 (9/29) 0.21 0.23 0.08 – 0.62  

Visited COB for healthcare in last 12 
months      0.013 

No † 64.8 (274/423) 1.00 1.00 ∙∙  
Yes 51.0 (52/102) 0.57 0.53 0.32 – 0.88  

Sexuality       0.029 
Gay †  64.8 (289/446) 1.00 1.00  ∙∙  
Bisexual 46.8 (37/79) 0.48 0.54 0.31 – 0.94  

* After final model selection. Each gender-related group adjusted for the factors listed under the 
corresponding heading in the table. †Reference category. 

 

*** 

This section has shown large proportions of HIV negative participants had access to 

primary care (both registration and attendance), but there were clear missed 

opportunities for testing at that service, particularly among women and 

heterosexual men. The strong association between region of residence and access to 

primary care in each group suggests that healthcare policies at a national level may 

present important barriers or to accessing primary care and provider-initiated HIV 

testing. Before moving on to explore HIV testing history among HIV negative 
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migrants, the final part of this section presents a brief description of service use 

among respondents who reported living with diagnosed HIV.  

5.3.2 Service use among people living with diagnosed HIV 

In each gender-related group, most participants reported being diagnosed in CCOR, 

although a slim majority of gay/bisexual men (51.4%) reported post-migration 

diagnosis (Table 5-9). The most frequently cited place of diagnosis was an STI clinic 

for gay/bisexual men and a hospital service for women and heterosexual men. Few 

women and no heterosexual men reported being diagnosed in general practice, but 

30.3% of gay/bisexual men reported being diagnosed at that service (Table 5-9). 

Almost all of the respondents living with diagnosed HIV had attended healthcare 

services in CCOR and more than 80% in each gender-related group reported 

registration to primary care (Table 5-9). Smaller proportions reported actual 

attendance at GP/family doctor in CCOR; the disparity between registration and 

attendance was greatest among heterosexual men, where only 57.7% reported 

attendance compared with 84.6% reporting registration. Over 97% of respondents 

living with diagnosed HIV reported visiting their HIV doctor in the last 12 months. 

More than a third (36.0%) of heterosexual men, 25.0% of women and 4.9% of 

gay/bisexual men reported missing appointments at their HIV clinic due to travel 

costs. Paying prescription costs was a difficulty for 52.9% of heterosexual men, 

40.5% of women, and 19.1% of gay/bisexual men living with diagnosed HIV. 

As Table 5-9 shows, in some variables there were very small numbers of 

participants living with HIV in each gender-related group, making the data 

unsuitable for further statistical modelling. Given the preceding chapter examined 

the factors associated with accessing primary care among people living with HIV in 

some detail (albeit with a slightly different population living with HIV) the service 

use of this group will not be explored further.43   

                                                
43 Standard statistical analysis showed that the clinic survey respondents were different to the HIV 
positive community survey respondents in terms of demographic characteristics and exposures, 
although there was no significant difference between the populations in either primary outcome. 
Detailed presentation of the differences between the two populations are beyond the scope of this 
thesis. Tables that compare the outcomes of the clinic survey and community survey respondents are 
available in Appendix U. 
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Table 5-9: Access to healthcare services among participants living with diagnosed HIV, by gender 
(men separated by self-reported sexual orientation) 

  Women Heterosexual 
Men 

Gay /Bisexual 
Men 

All respondents living with HIV a 49(22.0) 26 (11.7) 148 (66.3) 
Diagnosed in CCOR  37 (75.5) 21 (80.8) 76 (51.4) 
Diagnosed at GP/family doctor in CCOR 4 (10.8) 0  23 (30.3) 
Diagnosed at STI clinic in CCOR 8 (21.6) 3 (14.3) 28 (36.8) 
Diagnosed at hospital service in CCOR 14 (37.8) 11 (52.4) 13 (17.1) 
    

Self-reported health status (n=218)    
Very good 6 (12.8) 6 (24.0) 34 (23.3) 
Good 14 (29.8) 5 (20.0) 72 (49.3) 
Fair 17 (36.2) 4 (16.0) 29 (19.9) 
Bad 7 (14.9) 7 (28.0) 10 (6.8) 
Very Bad 3 (6.4) 1 (4.0) 0 (0.0) 
Don't know 0 (0.0) 2 (8.0) 1 (0.7) 

    
Living with one or more chronic illnesses (excl. HIV) 27 (55.1) 18 (69.2) 66 (44.6) 
    
Primary care registration (n=221) 40 (83.3) 22 (84.6) 129 (87.8) 
GP/family doctor attendance 32 (65.3) 15 (57.7) 107 (72.3) 
    
Visited COB for healthcare in last 12 months  2 (20.0) 3 (33.3) 29 (30.5) 
    
Doctor/nurse visited in CCOR in last 12 months 
(n=1403) 

48 (98.0) 26 (100.0) 141 (95.9) 

    
Healthcare service attended in CCOR ever 49 (100) 26 (100) 143 (96.6) 

GP/Family Doctor 32 (65.3) 15 (57.7) 107 (72.3) 
Dentist 24 (49.0) 13 (50.0) 91 (61.5) 
Emergency 37 (75.5) 14 (53.8) 80 (54.1) 
Outpatient 23 (46.9) 10 (38.5) 70 (47.3) 
Antenatal 11 (22.5) - - 
Inpatient 33 (67.3) 12 (46.2) 54 (36.5) 
STI Clinic 22 (44.9) 10 (38.5) 106 (71.6) 
Outreach 23 (4.5) 36 (9.7) 8 (1.5) 
Other service b 11 (22.4) 2 (7.7) 1 (0.7) 

    
Previous negative test 20 (45.5) 8 (38.1) 111 (77.6) 
    

Visited HIV doctor in past 12 months (n=221)  48 (98.0) 25 (100.0) 143 (97.3) 
    
Missed appointments due to travel costs (n=216) 12 (25.0) 9 (36.0) 7 (4.9) 
    

Delayed/forwent medication due to prescription 
costs c (n=159) 

15 (40.5) 9 (52.9) 20 (19.1) 

N=223 unless otherwise stated. COB= Country of birth. CCOR=Current Country of residence. 
aRow percentages b Combined service attendance of family planning clinic, social security medical 
service, refugee centre, drug centre, blood donation c May include medicines other than ART. Two 
gay/bisexual men reported not taking any medication at all.  
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5.4 Access to HIV testing 

As noted earlier, this section explores the factors associated with HIV testing among 

community participants not living with diagnosed HIV. Just under two-thirds 

(64.9%) of women, 56.5% of men and 86.6% of gay/bisexual men had previously 

tested for HIV (Table 5-10). Three-quarters (74.9%) of gay/bisexual men had tested 

within the past year, however these high rates of recent testing were not observed 

among the other gender-related groups; 38.4% of women and 52.8% of heterosexual 

men reported testing in the past year and for a third of women (33.2%) it had been 

more than five years since their last HIV test (Table 5-10).  

Table 5-10: HIV testing and diagnosis among self-reported HIV negative and untested respondents, by 
gender (men separated by sexual orientation) 

  Women Heterosexual  
Men 

Gay/Bisexual  
Men 

Ever tested for HIV (n=1339) 310 (64.9) 195 (56.5) 447 (86.6) 
Tested ≤1 years ago (n=952) 119 (38.4) 103 (52.8) 335 (74.9) 
Tested ≥5 years ago (n=952) 103 (33.2) 40 (20.5) 39 (8.7) 
Years since last test (n=952) 2.5 (1.0-6.0) 1 (0-4.0) 1 (0-2.0) 
Last HIV test in CCOR (n=950)  217 (70.0) 153 (78.5) 324 (72.8) 

Data are N (%) or Median (IQR) 

HIV testing locations 

Figure 5-8 shows place of last test by gender-related group. Around a fifth (19.0%) 

of gay/bisexual men, 13.5% of women, and 10.8% of heterosexual men had their last 

HIV test at the GP. A much larger proportion of gay/bisexual men had last tested for 

HIV at STI clinics than in any other health service (49.7% vs 19.0% tested at the GP), 

but place of last test was much more evenly distributed across health services 

among women and heterosexual men (Figure 5-8).  
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Figure 5-8: Place of last test among self-reported HIV negative and untested respondents, by gender-
related group. (See Appendix S for full data) 

Motivation for HIV testing  

Routine and quasi-routine health-checks (such as pregnancy or other hospital 

appointments) were the impetus for testing for over two-thirds of women (Table 
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5-11). Among men, regardless of sexual orientation, routine health-checks and a 

perceived risk of having acquired HIV were the main reasons for testing (Table 5-11).  

Respondents who had never tested were asked to select their reason(s) for not 

having done so. Among women and heterosexual men, 83.3% reported that they 

were at no or low risk of acquiring HIV and very small proportions reported the 

fear of a positive test result or the test procedure as their reason for not testing 

(Table 5-11). Low risk of infection was also a reason for not testing for 62.3% of 

gay/bisexual men who had not tested. Approximately a quarter (24.6%) of 

gay/bisexual men reported fears of a positive test result or structural barriers to 

accessing healthcare (such as needing to register within the medical system or pay 

for testing) as obstacles to accessing HIV testing (Table 5-11).  

Table 5-11: Reasons for testing or not among self-reported HIV negative and untested respondents, by 
gender (men separated by sexual orientation) 

  Women Heterosexual 
Men 

Gay /Bisexual 
Men 

Reasons for never testing (n=387)    
Perceived low risk  140 (83.3) 125 (83.3) 43 (62.3) 
Fear of positive result and consequences  8 (4.8) 10 (6.7) 17 (24.6) 
Structural barriers to accessing healthcare  15 (8.9) 11 (7.3) 17 (24.6) 
Fear of test procedure  3 (1.8) 6 (4.0) 3 (4.3) 
Other  20 (11.9) 10 (6.7) 6 (8.7) 

    
Reasons for last test (n=952)    

Perceived risk   48 (15.5)  39 (20.0) 166 (37.1) 
Feeling unwell/health problems   18 (5.8)  19 (9.7)  22 (4.9) 
Routine health check-up  137 (44.2)  92 (47.2) 284 (63.5) 
Pregnancy, blood donation or other hospital 
appointment   74 (23.9)  10 (5.1)  6 (1.3) 

Job application/Visa/insurance  22 (7.1)  19 (9.7)  12 (2.7) 
Other  44 (14.2)  40 (20.5)  26 (5.8) 

Data are N (%). 

5.4.2 Factors associated with HIV testing 

Regression models were created for two different time periods: a) any HIV testing 

ever; and b) recent HIV testing. Among women and heterosexual men, recent 

testing was defined as testing within the past five years. Among gay/bisexual men, 
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only 39 men had tested more than five years before completing the questionnaire. 

Therefore in this group recent testing was defined as testing within the past year. 

HIV testing was associated with a number of factors in univariate analysis (Table 

T-2). Among women, HIV testing (ever) was significantly associated with aspects of 

sexual behaviour (e.g. number of sexual partners, access to condoms,) forced sex, 

health service use, self-reported health status, basic HIV knowledge and scores on 

the HIV-related stigma scale. Region of residence and region of birth were the only 

sociodemographic variables associated with ever having tested for HIV. Recent 

testing was significantly associated with the same variables as well as age and 

education (those with upper secondary or more education were less likely to have 

tested in the past five years. OR 0.65, 95% CI 043 – 0.97; Table T-3).  

For heterosexual men a different pattern emerged; several sociodemographic factors 

(current region of residence, region of birth, religion and income) were all 

significantly associated with ever having tested for HIV, as well as health service 

use, health status, sexual behaviour and HIV-related stigma. The same factors were 

also associated in univariate analysis examining HIV testing in the past five years 

(Table T-3).  

Similarly, among gay/bisexual men, differences in age, years since migration, 

education, sexual orientation, education and income (in addition to health status, 

service use, drug use and sexual behaviour) was statistically significantly associated 

with whether a respondent had ever tested for HIV. Sexual orientation, registration 

at primary care, number of partners, and condom use at last test were significantly 

associated with testing in the past year in univariate analysis.  

Multivariable analysis 

Few of these factors (aside from those selected to remain in the model a prioi) were 

included in the final model selected for the factors associated with ever having tested 

for HIV among men (regardless of sexual orientation). In contrast, a slightly more 

complex model was constructed for women (Table 5-12). The only factors 

significantly associated with previous HIV testing (ever) in all groups was the 

number of lifetime partners. In all groups, those with more sexual partners across 
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their lifetime were more likely to have tested after adjusting for all other factors 

included in the model. This ranged from women with more than 10 lifetime sexual 

partners having four times higher odds of testing than those with 3-5 partners (aOR 

4.00, 95% CI 1.94 – 8.25), to a 20-fold difference in odds of testing among 

gay/bisexual men who had 0-10 lifetime partners compared to those with 101-500 

partners (aOR 0.05, 95% CI 0.01 – 0.19; Table 5-12).  

Multivariable analysis also showed that women born in Africa had six times greater 

odds (aOR 6.06, 95% CI 2.56 – 14.31) of testing than women born in Europe and 

women residing in Northern Europe were less likely to have tested compared with 

women in Southern Europe (aOR 0.39 95%CI 0.19 – 0.81). Additionally, women who 

had: experienced forced sex (aOR 5.25, 95% CI 1.77 –15.63); received antenatal care 

in CCOR (aOR 4.91, 95% CI 2.25 – 10.73); had basic HIV knowledge (aOR 5.35, 95% 

CI 1.89 – 15.14); or scored zero on the stigma scale (aOR 2.44, 95% CI 1.29 – 4.60) 

were more likely to have ever tested, after adjusting for all other factors in the 

model (Table 5-12). Stigma scores were also significant in the model for gay/bisexual 

men, with those who scored 1 or more much less likely to have ever tested (aOR 

0.47, 95%CI 0.23 – 0.97). For heterosexual men, additional factors included access to 

primary care (aOR 2.67, 95%CI 1.43 – 4.97) and those who reported poorer health 

were less likely to have ever tested than those with “Good” health (aOR 0.22, 95% CI 

0.22 – 0.84; see Table 5-12).  

Recent testing 

Slightly different factors were included in models examining the factors associated 

with recent HIV testing. Much like the models examining a history of ever testing 

for HIV, the number of sexual partners (in the past year) was the only variable that 

was present in models for all three gender-related group (Table 5-13 & Table 5-14).  

Among women childbearing was influential; parous women who had received 

antenatal care in CCOR were twice as likely to have tested in the past five years as 

nulliparous women (aOR 2.10, 95% CI 1.16 – 3.80). Additionally, women who had 

experienced forced sex (aOR 4.11, 95%CI 1.90 – 8.87) and African-born women 

compared to European-born women (aOR 2.61, 95%CI 1.40 – 4.88) were more likely 
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to have tested in the past five years. Women without basic HIV knowledge (aOR 

0.16, 95% CI 0.06 – 0.46) and women living in Northern Europe compared with 

Southern Europe (aOR 0.44, 95% CI 0.24 – 0.83) were less likely to have tested 

recently. For heterosexual men, testing within the past five years was also 

significantly associated with region of residence (those in Western and Rest of 

Europe more twice as likely to have tested than those in Southern Europe aOR 2.33, 

95% CI 1.22 – 4.43) and region of birth (men born in Europe less likely to have tested 

than African born men; aOR 0.38, 95% CI 0.19 – 0.73; Table 5-13).  

Recent testing (within the past year) among gay/bisexual men was associated with 

sexual orientation (bisexual men less likely to have tested aOR 0.49, 95% CI 0.28 – 

0.86). Gay/bisexual men without access to primary care (aOR 0.60, 95% CI 0.37 – 

0.96) or who did not use a condom the last time they had sex (0.65, 95% CI 0.42 – 

0.99) were less likely to have tested in the past year after adjusting for all other 

factors including HIV status of last partner (Table 5-14).  

Table 5-12: Factors associated with HIV testing (ever) among self-reported HIV negative and untested 
respondents, * by gender (men separated by self-reported sexual orientation) 

 Women (n=387) 
 %(n/N) OR AOR 95% CI p value 

Current region of residence      0.041 
Northern Europe 58.2 (53/91) 0.62 0.39 0.19 – 0.81  
Southern Europe † 68.9 (133/193) 1.00 1.00 ∙∙  
Rest of Europe 68.9 (71/103) 1.17 0.65 0.33 – 1.29  

Age (years)     0.506 
18-24 58.1 (18/31) 0.61 0.57 0.21 – 1.51  
25-34 † 67.9 (112/165) 1.00 1.00 ∙∙  
35-44 70.8 (75/106) 1.25 1.35 0.68 – 2.72  
45-54 57.9 (33/57) 0.62 0.83 0.34 – 2.03  
55+ 67.9 (19/28) 1.18 1.25 0.39 – 4.05  

Region of birth      <0.001 
Africa 84.3 (70/83) 4.00 6.06 2.56 – 14.31  
Latin America/Caribbean 71.1 (59/83) 1.79 1.70 0.79 – 3.67  
Rest of World 55.3 (26/47) 0.86 1.03 0.46 – 2.33  
Europe † 58.6 (102/174) 1.00 1.00 ∙∙  

Years resident in country      0.038 
≤1  81.8 (27/33) 1.31 5.69 1.70 – 19.06  
2-5  57.4 (54/94) 0.61 1.32 0.62 – 2.80  
6-9  69.6 (64/92) 0.86 1.56 0.76 – 3.20  
≥ 10 † 66.7 (112/168) 1.00 1.00 ∙∙  

(Table continued next page)      
 



 

204 

Table 5-12: Factors associated with HIV testing (ever) among self-reported HIV negative and 
untested respondents, * by gender (men separated by self-reported sexual orientation) continued 

 Women continued 
 %(n/N) OR AOR 95% CI p value 
Immigration Status     0.163 

Permanent residency † 68.2 (182/267) 1.00 1.00 ∙∙  
Temporary residency 66.7 (38/57) 0.96 0.65 0.27 – 1.55  
Refugee/Asylum 
Seeker/Unknown 58.7 (37/63) 0.71 0.43 0.18 – 1.03  

Experienced forced sex      0.003 
No † 64.0 (219/342) 1.00 1.00 ∙∙  
Yes 84.4 (38/45) 3.79 5.25 1.77 – 15.63  

Number of lifetime sexual 
partners      <0.001 

0-1 50.7 (35/69) 0.52 0.51 0.25 – 1.05  
2-5 † 62.0 (93/150) 1.00 1.00 ∙∙  
6-10 65.0 (39/60) 1.28 1.37 0.65 – 2.90  
More than 10 83.3 (90/108) 3.43 4.00 1.94 – 8.25  

Self-reported health status     0.071 
Very good 78.1 (82/105) 2.31 1.76 0.92 – 3.37  
Good † 58.3 (98/168) 1.00 1.00 ∙∙  
Other response 67.5 (77/114) 1.30 1.92 1.00 – 3.68  

Children or antenatal care in 
CCOR      <0.001 

No children † 62.0 (116/187) 1.00 1.00 ∙∙  
Has children, no antenatal 
care in CCOR 60.4 (64/106) 0.82 0.94 0.47 – 1.89  

Has children, antenatal care 
in CCOR 81.9 (77/94) 2.36 4.91 2.25 – 10.73  

Score on stigma scale      0.006 
0 70.3 (204/290) 1.96 2.44 1.29 – 4.60  
1 or more † 54.6 (53/97) 1.00 1.00 ∙∙  

Basic HIV knowledge      0.002 
No † 43.8 (14/32) 0.38 1 ∙∙  
Yes 68.5 (243/355) 1.00 5.35 1.89 –15.14  

(Table continued next page) 
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Table 5-12: Factors associated with HIV testing (ever) among self-reported HIV negative and 
untested respondents, * by gender (men separated by self-reported sexual orientation) continued 

 Heterosexual Men (n=301) 
 %(n/N) OR AOR 95% CI p value 
Current region of residence      0.083 

Northern Europe 52.6 (20/38) 1.06 0.93 0.38 – 2.26  
Southern Europe † 51.8 (102/197) 1.00 1.00 ∙∙  
Rest of Europe 69.7 (46/66) 2.13 2.13 1.04 – 4.35  

Age (years)     0.138 
18-24 61.1 (22/36) 1.46 1.79 0.74 – 4.36  
25-34 † 51.5 (53/103) 1.00 1.00 ∙∙  
35-44 66.7 (52/78) 1.65 1.86 0.90 – 3.81  
45-54 50.0 (26/52) 0.78 0.93 0.40 – 2.18  
55+ 46.9 (15/32) 0.71 0.57 0.20 – 1.65  

Region of birth      0.011 
Africa † 66.4 (79/119) 1.00 1.00 ∙∙  
Latin America/Caribbean 59.5 (22/37) 0.54 0.38 0.16 – 0.93  
Rest of World 47.5 (29/61) 0.36 0.57 0.27 – 1.18  
Europe 45.2 (38/84) 0.32 0.32 0.16 – 0.67  

Years resident in country      0.713 
≤1  55.6 (20/36) 0.85 1.45 0.54 – 3.95  
2-5  55.4 (51/92) 1.02 1.19 0.57 – 2.47  
6-9  55.3 (26/47) 1.08 0.80 0.35 – 1.85  
≥ 10 † 56.3 (71/126) 1.00 1.00 ∙∙  

Immigration status      0.570 
Permanent residency † 55.9 (81/145) 1.00 1.00 ∙∙  
Temporary residency 64.6 (42/65) 1.40 1.46 0.65 – 3.27  
Refugee status /Unknown 
/Undocumented 49.5 (45/91) 0.77 1.03 0.45 – 2.35  

Total number of lifetime sexual 
partners      <0.001 

0-1 35.9 (23/64) 0.29 0.20 0.09 – 0.44  
2-5 47.5 (29/61) 0.47 0.39 0.19 – 0.80  
6-10 64.8 (35/54) 0.93 1.00 0.46 – 2.15  
More than 10 † 66.4 (81/122) 1.00 1.00 ∙∙  

Access to primary care      0.002 
No † 47.3 (61/129) 1.00 1.00 ∙∙  
Yes 62.2 (107/172) 1.82 2.67 1.43 – 4.97  

Self-reported health status     0.044 
Very good 55.1 (49/89) 0.65 0.68 0.36 – 1.30  
Good † 65.3 (81/124) 1.00 1.00 ∙∙  
Other response 43.2 (38/88) 0.40 0.43 0.22 – 0.84  

(Table continued next page) 
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Table 5-12: Factors associated with HIV testing (ever) among self-reported HIV negative and 
untested respondents, * by gender (men separated by self-reported sexual orientation) continued 

 Gay/Bisexual Men (n=486) 

 %(n/N) OR AOR 95% CI p value 

Current region of residence      0.840 
Northern Europe 87.4 (76/87) 0.97 1.17 0.53 – 2.61  
Southern Europe 84.0 (68/81) 0.70 0.85 0.36 – 2.02  
Rest of Europe † 87.4 (278/318) 1.00 1.00 ∙∙  

Age (years)      0.364 
18-24 72.6 (61/84) 0.34 0.57 0.27 – 1.17  
25-34 † 89.3 (184/206) 1.00 1.00 ∙∙  
35-44 89.1 (114/128) 1.10 0.60 0.25 – 1.42  
45-54 96.0 (48/50) 3.27 1.54 0.29 – 8.32  
55+ 83.3 (15/18) 0.54 0.45 0.08 – 2.36  

Region of birth      0.734 
Africa 81.5 (22/27) 0.71 1.10 0.29 – 4.24  
Latin America/Caribbean 88.1 (118/134) 1.21 1.39 0.64 – 3.02  
Rest of World 88.3 (68/77) 1.11 1.63 0.61 – 4.32  
Europe † 86.3 (214/248) 1.00 1.00 ∙∙  

Years resident in country      0.313 
≤1  76.4 (68/89) 0.50 0.52 0.24 – 1.12  
2-5 † 88.4 (153/173) 1.00 1.00 ∙∙  
6-9  90.6 (77/85) 1.41 1.16 0.43 – 3.14  
≥ 10  89.2 (124/139) 1.17 0.85 0.34 – 2.09  

Immigration status      0.984 
Permanent residency † 88.2 (305/346) 1.00 1.00 ∙∙  
Temporary residency 84.2 (96/114) 0.73 0.96 0.42 – 2.18  
Refugee/Asylum 
Seeker/Unknown 80.8 (21/26) 0.50 1.08 0.28 – 4.18  

Number of lifetime sexual partners      <0.001 
0-10 62.9 (56/89) 0.06 0.05 0.01 – 0.19  
11-20 78.3 (36/46) 0.13 0.12 0.03 – 0.49  
21-50 92.9 (79/85) 0.47 0.40 0.09 – 1.73  
51-100 91.1 (72/79) 0.37 0.27 0.07 – 1.14  
101-500 † 97.3 (109/112) 1.00 1.00 ∙∙  
501 or more 93.3 (70/75) 0.51 0.34 0.07 – 1.51  

Score on stigma scale      0.040 
0 † 88.8 (363/409) 1.00 1.00 ∙∙  
1 or more 76.6 (59/77) 0.42 0.47 0.23 – 0.97  

* After final model selection. Each gender-related group adjusted for the factors listed under the 
corresponding heading in the table. †Reference category. 
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Table 5-13: Factors associated with testing for HIV within the past five years* among self-reported HIV 
negative and untested women and heterosexual men 
 

Women (N=442)  
(n/N) OR aOR 95% CI p value 

Current region of residence           0.039 
Northern Europe 32.3 (32/99) 0.56 0.44 0.24 – 0.83 

 

Southern Europe † 45.9 (105/229) 1.00 1.00 ∙∙ 
 

Rest of Europe 45.6 (52/114) 1.00 0.70 0.39 – 1.24 
 

Age           0.070 
18-24 42.1 (16/38) 0.75 0.73 0.32 – 1.68 

 

25-34 † 48.4 (92/190) 1.00 1.00 ∙∙ 
 

35-44 46.3 (56/121) 0.95 1.19 0.67 – 2.11 
 

45-54 22.6 (14/62) 0.31 0.38 0.17 – 0.87 
 

55+ 35.5 (11/31) 0.69 1.06 0.39 – 2.91 
 

Region of birth           0.002 
Africa 61.5 (59/96) 2.63 2.61 1.40 – 4.88 

 

Latin America/Caribbean 37.4 (37/99) 0.93 0.79 0.42 – 1.48 
 

Rest of World 34.6 (18/52) 0.76 0.79 0.38 – 1.65 
 

Europe † 38.5 (75/195) 1.00 1.00 ∙∙ 
 

Years resident in country           0.537 
≤1  47.9 (23/48) 1.24 1.49 0.65 – 3.38 

 

2-5  38.7 (43/111) 0.94 1.16 0.59 – 2.28 
 

6-9  47.1 (48/102) 1.26 1.52 0.82 – 2.79 
 

≥ 10 † 41.4 (75/181) 1.00 1.00 ∙∙ 
 

Immigration status           0.814 
Permanent residency † 42.8 (124/290) 1.00 1.00 ∙∙ 

 

Temporary residency 46.7 (28/60) 1.15 0.89 0.43 – 1.82 
 

Refugee/Asylum Seeker/Unknown 40.2 (37/92) 0.98 0.80 0.40 – 1.60 
 

No. of sexual partners in the past year          <0.001 
None 29.3 (17/58) 0.70 0.71 0.35 – 1.45 

 

1 † 38.6 (113/293) 1.00 1.00 ∙∙ 
 

≥ 2 64.8 (59/91) 2.76 4.04 2.23 – 7.33 
 

Experienced forced sex          <0.001 
No † 39.4 (154/391) 1.00 1.00 ∙∙ 

 

Yes 68.6 (35/51) 3.34 4.11 1.90 – 8.87 
 

Self-reported health status           0.137 
Very good 55.8 (63/113) 1.79 1.73 1.01 – 2.96 

 

Good † 37.4 (68/182) 1.00 1.00 ∙∙ 
 

Other response 39.5 (58/147) 1.02 1.26 0.73 – 2.16 
 

Children or antenatal care in CCOR           0.014 
No children †  41.8 (89/213) 1.00 1.00 ∙∙ 

 

Has children, no antenatal care in 
CCOR 

34.6 (44/127) 0.73 0.85 0.47 – 1.54 
 

Has children, received antenatal care in 
CCOR 

54.9 (56/102) 1.59 2.10 1.16 – 3.80 
 

Knows that HIV is caused by a virus called 
AIDS  

         0.001 

No  24.3 (9/37) 0.43 0.16 0.06 – 0.46 
 

Yes † 44.4 (180/405) 1.00 1.00 ∙∙ 
 

(Table continued next page)      

Table 5-13: Factors associated with testing for HIV within the past five years* among self-reported 
HIV negative and untested women and heterosexual men continued 

 Heterosexual Men (N=333) 
 (n/N) OR aOR 95% CI p value 
Current region of residence       0.035 

Northern Europe 35.9 (14/39) 0.76 1.29 0.56 – 2.94  
Southern Europe † 41.6 (92/221) 1.00 1.00 ∙∙  
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Rest of Europe 56.2 (41/73) 1.81 2.33 1.22 – 4.43  
Age       0.030 

18-24 60.0 (24/40) 1.86 2.07 0.93 – 4.61  
25-34 † 44.2 (53/120) 1.00 1.00 ∙∙  
35-44 51.8 (43/83) 1.31 1.41 0.74 – 2.68  
45-54 33.9 (19/56) 0.61 0.72 0.33 – 1.59  
55+ 23.5 (8/34) 0.35 0.37 0.13 – 1.04  

Region of birth       0.032 
Africa † 55.6 (75/135) 1.00 1.00 ∙∙  
Latin America/Caribbean 42.5 (17/40) 0.52 0.59 0.27 – 1.30  
Rest of World 41.5 (27/65) 0.52 0.66 0.34 – 1.27  
Europe 30.1 (28/93) 0.31 0.38 0.19 – 0.73  

Years resident in country       0.496 
≤1  37.5 (15/40) 0.90 0.70 0.28 – 1.75  
2-5  51.5 (51/99) 1.62 1.31 0.67 – 2.57  
6-9  49.1 (28/57) 1.50 1.08 0.52 – 2.26  
≥ 10 † 38.7 (53/137) 1.00 1.00 ∙∙  

Immigration status (n=333)      0.509 
Permanent residency † 39.1 (61/156) 1.00 1.00 ∙∙  
Temporary residency 54.4 (37/68) 1.82 1.47 0.72 – 3.02  
Refugee/Asylum Seeker/Unknown 45.0 (49/109) 1.22 1.06 0.53 – 2.13  

Number of sexual partners in the past 
year (n=333) 

     0.001 

None 33.9 (20/59) 0.97 0.76 0.38 – 1.54  
1 † 34.5 (50/145) 1.00 1.00 ∙∙  
≥2 59.7 (77/129) 2.85 2.27 1.34 – 3.86  

* After model selection. Each gender-related group adjusted for the factors listed under the 
corresponding heading in the table. †Reference category. 
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Table 5-14: Factors associated with HIV testing in the past year* among self-reported HIV negative and 
untested gay/bisexual men 

 Gay/Bisexual Men (N=493) 
 (n/N) OR aOR 95% CI p value 

Current region of residence 
    

 0.652 
Northern Europe 66.7 (60/90) 0.92 1.22 0.71 – 2.11 

 

Southern Europe 58.8 (47/80) 0.58 0.87 0.48 – 1.61 
 

Rest of Europe † 68.4 (221/323) 1.00 1.00 ∙∙ 
 

Age  
    

 0.361 
18-24 61.4 (51/83) 0.61 0.74 0.41 – 1.34 

 

25-34 † 71.7 (152/212) 1.00 1.00 ∙∙ 
 

35-44 63.1 (82/130) 0.70 0.64 0.37 – 1.10 
 

45-54 64.0 (32/50) 0.69 0.50 0.23 – 1.08 
 

55+ 61.1 (11/18) 0.46 0.64 0.20 – 2.09 
 

Region of birth 
    

 0.142 
Africa 68.0 (17/25) 1.22 1.45 0.53 – 3.97 

 

Latin America/Caribbean 69.3 (97/140) 1.26 1.43 0.84 – 2.42 
 

Rest of World 73.3 (55/75) 1.40 2.23 1.12 – 4.43 
 

Europe † 62.8 (159/253) 1.00 1.00 ∙∙ 
 

Years resident in country  
    

 0.538 
1 year or less 64.4 (58/90) 0.90 1.07 0.58 – 1.97 

 

2-5 years † 68.2 (118/173) 1.00 1.00 ∙∙ 
 

6-9 years 60.2 (50/83) 0.79 0.69 0.36 – 1.31 
 

10 years or more 69.4 (102/147) 1.05 1.06 0.58 – 1.96 
 

Immigration status  
    

 0.897 
Permanent residency † 65.9 (232/352) 1.00 1.00 ∙∙ 

 

Temporary residency 68.1 (81/119) 1.15 0.89 0.49 – 1.62 
 

Refugee/Asylum Seeker/Unknown 68.2 (15/22) 0.73 1.09 0.38 – 3.14 
 

Number of sexual partners in the past year  
    

<0.001 
0-10 † 56.8 (158/278) 1.00 1.00 ∙∙ 

 

11-20 74.2 (72/97) 2.28 2.18 1.26 – 3.78 
 

21-50 84.9 (62/73) 3.78 4.22 2.05 – 8.66 
 

More than 50 80.0 (36/45) 2.85 3.64 1.58 – 8.42 
 

Condom use at last sex           0.044 
No 59.5 (103/173) 0.61 0.65 0.42 – 0.99  
Yes † 70.3 (225/320) 1.00 1.00 ∙∙  

HIV status of last sexual partner      0.068 
Definitely or probably HIV negative † 64.1 (214/334) 1.00 1.00 ∙∙  
Unknown/Unsure 68.2 (90/132) 1.15 0.92 0.57 – 1.50  
Definitively or probably positive  88.9 (24/27) 4.68 4.28 1.21 – 15.16  

Access to primary care  
    

 0.035 
No 59.6 (96/161) 0.66 0.60 0.37 – 0.96 

 

Yes † 69.9 (232/332) 1.00 1.00 ∙∙ 
 

Sexual orientation       0.013 
Gay † 68.9 (290/421) 1.00 1.00 ∙∙  
Bisexual 52.8 (38/72) 0.48 0.49 0.28 – 0.86  

* After model selection. Adjusted for all the factors in the model. †Reference category. 
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5.5 Limitations 

Many of the limitations of the clinic survey regarding data harmonisation and 

missing data listed in Chapter 4 are applicable to the community survey and so I 

will not repeat them here. The limitations that are distinct within the community 

survey are presented in this section.  

5.5.1 Study design and sample representativeness 

This survey employed convenience sampling method, and therefore sampling bias 

is likely to have occurred. Over half of those who consented to the survey did not 

complete it. Given that attrition was largely confined to the first part of the survey 

(known as the curiosity plateau; Eysenbach, 2005), it is possible that those who 

dropped out at that stage had consented out of curiosity and withdrew when the 

survey did not meet their expectations (Eysenbach, 2005). Individuals born in 

Europe were more likely to drop out, perhaps because they did not think the 

survey was relevant to them. It is possible that many participants dropped out 

but then returned to complete the questionnaire at another time, indicating that 

the participation rate of 40.1% may be underestimated.  

This sample was not designed to be representative of the migrant population in 

Europe and it is not representative in terms of gender, ethnicity or sexual 

orientation. The very large percentage of MSM in the survey reflects the success of 

the community mobilisation and engagement plan. Individuals who fall into more 

than one population group (e.g., Latin American men who have sex with men) may 

have been exposed to advertising and marketing on multiple occasions and 

different media, increasing selection bias in this group.  

This survey did not recruit enough people living with HIV to conduct multivariable 

analysis within gender-related groups. The overall proportion of respondents who 

reported living with HIV was perhaps higher than expected given the prevalence of 

HIV among migrants in Europe is presumably much less than 20%. However, this 

figure is comparable to other studies that have used similar community mobilisation 

and engagement recruitment methods (Sadler et al., 2007, Hickson et al., 2009, 

Dodds et al., 2011). It is possible that the high proportion of respondents who had 
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visited an HIV doctor in the past 12 months also reflects the recruitment strategy 

used in this survey. Again, this estimate is comparable to the estimated proportion 

of people with access to monitoring and care in another internet study 

(Weatherburn et al., 2013). A much higher proportion of participants within the 

community survey were in contact with nongovernmental HIV support groups than 

in the clinic survey, which is also indicative of the community survey recruitment 

strategy.  

Respondent driven sampling 

An alternative sampling strategy may have improved the community survey’s 

representativeness. For example, respondent driven sampling (RDS) is often cited as 

an alternative to convenience sampling. It is intended to approximate a random 

sampling strategy, and generate unbiased estimates of outcomes within “hidden” 

populations such as migrants (Heckathorn, 1997, Salganik and Heckathorn, 2004, 

Johnston and Malekinejad, 2014). RDS may have been a viable alternative 

recruitment method for aMASE if there had been extensive resources available for 

the study. RDS is a resource-intensive method of recruitment which relies on 

incentivising participants (using vouchers or coupons) to recruiting up to three 

others within their network to the study. All respondents receive incentives for both 

participating and recruiting to the study. 

Given that the community survey covered many European countries but was only 

funded for community engagement in nine countries, it may have been impractical 

to coordinate and fund RDS for the community survey. The community-based 

organisations that formed the CAG did not have the capacity to conduct traditional 

RDS, whereby participants complete the survey and receive vouchers at a set 

location. While web-based RDS is feasible as Wejnert and Heckathorn (2008) have 

demonstrated, a study of sexual behaviour in MSM (Strömdahl et al., 2015) 

struggled to find and implement an incentive that was attractive to potential 

participants living in Sweden. Although the authors found that web-RDS was 

feasible in high income countries, the inability to identify a suitably large incentive 

led to short recruitment chains, violating one of the main criteria for ensuring RDS 

produces a sample comparable to simple random sampling . Therefore, even if 
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sufficient funding had been available there is no guarantee that RDS would have 

provided substantially less biased estimates. 

Additionally, other studies have found that RDS failed to reduce bias (McCreesh et 

al., 2012), is dependent on recruiting participants who have large personal networks 

(Cornwell and Schneider, 2017), and may be prone to failure if vouchers and 

coupons were distributed unevenly by researchers (McCreesh et al., 2013).  

Finally, a UK study of sexual behaviour among migrant CEE MSM in London was 

unsuccessful in recruiting participants in comparison with an Internet sampling 

method (Evans et al., 2011). The authors concluded that the main reason for the 

failure of RDS was “lack of networking among CEE MSM in London”. As the next 

chapter shows, migrant networks play an essential role in providing access to 

healthcare, particularly in the early stages of migration. But not all migrants have 

access to networks suitable for successful respondent driven sampling, indeed as 

the next chapter shows poor networks can present a problem for some individuals. 

With regard to the aMASE community survey, it is not possible to know how 

suitably networked the respondents were or whether using RDS (web or traditional) 

would have been feasible to produce a more representative sample population. 

5.5.2 Missing data 

Five items had >5% missing information, all of which were questions in sensitive 

topic areas (religion, sexual experience, HIV-related stigma and experience of 

hunger). In keeping with the analysis undertaken for the clinic survey, listwise 

deletion was used in regression analysis. Given the relatively high levels of item 

non-response for the number of lifetime partners, it is likely that missing data had 

an impact on regression models examining the factors associated with ever having 

tested. While there are methods to adjust for missing values (single or multiple 

imputation), such methods were inappropriate since preliminary analysis revealed a 

strong possibility that there was some underlying pattern to the missing data (i.e. 

MNAR).  
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5.5.3 Bias and assumptions 

A web-based convenience survey such as this one assumes that respondents will 

only complete the survey once. There are a few of ways to ensure that a person 

cannot complete an online survey multiple times including: using panels or invite-

only participants; using web-based RDS; issuing time-limited tokens, and blocking 

or restricting Internet Protocol (IP) addresses. None of these options were available 

due to the limited financial resources attached to the study. However, there were no 

incentives offered for completing the survey so it is unlikely that an individual 

would complete the survey multiple times.  

As noted in the previous chapter, all surveys that collect self-report data are subject 

to social desirability or recall bias. Given that the survey was promoted among HIV, 

lesbian, gay, bisexual and trans* (LGBT) and allied organisations it is possible that 

social desirability bias may have led to the underestimation of stigma and risk 

perception.  

Further discussion of the overall strengths and limitations of the aMASE study as a 

whole are presented in the discussion chapter.  

Summary 

This chapter presented findings from a community-based online survey that 

explored the pathway to TasP for migrants at risk of acquiring HIV or possibly 

living with undiagnosed HIV. The study captured a diverse sample of migrant 

communities – over 1,600 individuals who were living in 31 different countries who 

had migrated from 140 countries completed the survey. The study provides 

valuable information regarding the HIV prevention and testing needs of this 

population. Within the sample was evidence of high levels of HIV awareness in all 

gender-related groups, although in women and heterosexual men, a sizable 

proportion did not have basic HIV knowledge and many (perhaps incorrectly) 

perceived their risk of acquiring HIV as low.  

As expected, HIV testing behaviour was linked to sexual behaviour. Those who had 

more partners were more likely to have tested (ever or recent). Additionally, stigma 
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and a lack of basic HIV knowledge may act as barriers to HIV testing in some 

migrant groups. When these individual-level factors are compared to the findings 

from the previous chapter, which indicated that structural factors such as 

immigration status and country of residence might act as barriers to HIV testing, it 

is evident that barriers to HIV testing for migrants in Europe lie within an ecosocial 

framework and exist at multiple levels. 

Access to primary care was high for all groups and was shown to be associated with 

immigration status and region of residence within Europe, which is also in keeping 

with the findings from the clinic survey. Improving access to primary care and 

reducing missed opportunities for provider-initiated testing is an important strategy 

for reducing the risk of post-migration acquisition of HIV and reducing ill-health 

among migrants in Europe. The findings suggest that the impact of structural 

policies that inhibit access to HIV testing and other services need to be considered 

alongside interventions that increase individual knowledge, raise awareness of risk, 

or induce behaviour change. 

These two surveys have examined many of the components on the pathway to TasP 

illustrated in Figure 3-4 in Chapter 3. So far, I have shown there are barriers to 

healthcare and HIV testing for migrants, in all gender-related groups. Some of these 

barriers are linked to structural factors such as temporary residency, current country 

of residence or access to services where routine HIV testing occurs (e.g. antenatal 

services). Some migrant groups, notably gay/bisexual men have unmet HIV 

prevention needs, as evident from the high portions of previous negative testing 

among those subsequently testing HIV positive, as well as the high rates of 

condomless sex with irregular partners. Furthermore, many of the barriers to 

healthcare or HIV testing identified in the literature review, such as low perception 

of risk, are reproduced across both surveys.  

Before discussing the results of these surveys in depth, it will be useful to present 

the findings from the final data source used to inform this thesis. The next chapter 

provides contextual understanding for the aMASE surveys. By using the UK as a 

case study, I explore why migrants make the decision to move to another country 
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and what happens when they first arrive in their new home. I examine how their 

migration histories and plans might affect access to healthcare and HIV testing as 

well as influence their ability to live well and thrive while taking HIV treatment and 

accessing ongoing care. 
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Chapter 6 Migration plans and 
histories: finding and accepting 
antiretroviral therapy 

This chapter presents findings from 22 in-depth interviews with people living with HIV 
and accessing care in the UK (see Methods Chapter 3 section 3.5 for more details). It 
provides a contextual understanding of the aMASE surveys, both regarding why 
immigration status and other structural factors were so strongly associated with 
access to primary care, and exploring how language difficulties experienced in health 
services affect patients’ relationships with clinicians. This chapter also demonstrates 
how migration experiences, histories and plans influence access to HIV treatment and 
ongoing care. The first section presents descriptions of the different experiences 
interviewees had before leaving their home countries, their reasons for leaving and 
examines how experiences at initial arrival have influenced access to general 
practice, ongoing care and adherence to treatment. 

… I accept that I do have HIV but hoping one day I’ll be healed. Mentally, physically 
and psychologically I’ll be healed from HIV. And I think because of where I’m at 
today in life, that doesn’t give me the platform to be healed. But if I’m in a happy 
environment or maybe I get, one day I get a solicitor to do my case, maybe I will feel 
healed. And my HIV won’t bother me, but now it does bother me because I don’t 
know my tomorrow. 

(Susan, Southern African, migrated 10-14 years ago, undocumented)44 

6.1 Life before migration  

It should come as no surprise that interviewees described varied life experiences 

before their migration to the UK. Some of the heterosexual women had married as 

teenagers or young adults, invariably to older men they eventually divorced after 

having children. Other women, those from larger cities and towns, spoke of their 

educational attainment, how their parents had paid for primary, then secondary 

school, and for some, even university or a ticket to the UK to study. While a few of 

these women had stayed single after leaving education, others had married or had 

children at a young age, before eventually becoming widows (perhaps to HIV – they 

                                                
44 See Appendix V for a narrative description of Susan’s experience.  
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were unsure), divorcees or simply being abandoned by their partners. Some women 

had worked outside the home in jobs that were relatively well paid; one woman 

qualified as a microbiologist, others had been teachers, secretaries, hairdressers or 

chefs. Others described themselves as housewives or worked on farms or in small 

family shops where they honed their entrepreneurial skills. 

The heterosexual men in the sample described similar pre-migration life trajectories 

as the women. They had grown up around loving and supportive family; most had 

been to secondary school (and one to university) where they had gained advanced 

qualifications before going on to marry women or have children in their late 20s or 

early 30s. A couple of men had been widowed (perhaps to HIV – they too were 

unsure), while others had divorced or become estranged from the mother of their 

children. All the heterosexual men had been employed in skilled or managerial jobs 

before migration, some as engineers or technicians, and others as accountants or 

working for the government.  

Many of these men and women spoke about their home countries with pride and 

nostalgia and described childhoods with extended families and close-knit 

communities. Their pre-migration lives as adults were also characterised as being 

nurtured and sustained by strong family support and kinship.  

So, living in [East Africa], the life is okay, not too bad, I can say that. Why? Because 
we have a lot of family surrounding you. If you have issues, you go there, if you have 
anything… It’s the kind of family, people you can talk to, you can share. It’s easy, 
actually, to live with any kind of situation, bad situation, or how can I put this? The 
way you suffer or what you go through, but when you share with someone, it keeps 
you moving, more and more and more. Yes, that is the way.  

(Lilly, East African, 10-14 years since migration, permanent residency)45 

Overall, the heterosexual men and women recalled their upbringing and home 

countries as places that, while less economically developed than the UK, were 

pleasant and enjoyable. It was, as one respondent commented, “a good life”. 

                                                
45 Permanent residency defined as those who are naturalised British Citizens or with indefinite leave to 
remain. Interviewees with permanent residency through the asylum process are distinguished as 
“refugees”. 
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This nostalgic view was in some contrast to the one woman and five men who 

identified as gay or bisexual. Their accounts of life before migration were less 

favourable than the heterosexual respondents. One gay man, who had grown up in 

Europe, did describe his upbringing with nostalgia and spoke fondly of his family, 

all of who knew he was gay from a relatively early age. He had been to university 

and had later found success working in a well-paid job in a European capital city 

with a diverse and lively gay scene. Another man spoke with nostalgia and warmth 

of his upbringing in West Africa. He too had been successful in his chosen 

occupation, but unlike his European counterpart, he had a girlfriend and a child 

back home. The others had less privileged childhoods; three had been orphaned or 

abandoned by their parents in large African cities as pre-teens. They were raised 

either by family friends or as street children, often fending for themselves. One of 

them, a man, spoke of sexual abuse while staying with a family friend, and the 

woman explained how she had been raped multiple times throughout her youth. 

The other man had been raised in South America by a physically abusive father.  

Apart from one man who had arrived in the UK as an unaccompanied minor 

seeking asylum, all interviewees who identified as gay or bisexual spoke of being 

confined in their home country, mostly by homophobic attitudes. One man talked 

about how efforts to hide his sexuality and innuendo from friends had led him to 

try and fit in. 

R When I was there it was tough. Africa it was tough because every movement they 
look at you, and especially I don't know, that's nature and I can't change it. For me 
I don't see it, but at times when I'm talking, people ask me why are you talking like 
that? Why are you making yourself... but I don't see it. 

I Making yourself what? 

R They say you look… you make some kind of you, you know, like a lady, but I 
don't see it. 

I Movements like a lady, right. 

R Yes, but I don't... for me... so at times before, I don't want to walk, and walk like 
putting my hands straight. I want always to put my hand… [Gestures] 

I In your pocket. 

R Like people talking like that. I don't... it embarrass me, it just hurt me. Now, why 
are you saying this to me? I'm... I don't see it. But as you're walking back, do you 
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see what is happening. It's like my country we have a proverb that if somebody is 
just weeding and paving a way, he might think he's weeding and paving a way 
straight forward, but he don't see his back, whether he's going forward or he's just 
twisting the line. Yes. As I am walking I don't know how they... how I'm walking. 
That's the way I brought up so what do you want me to do. So when people say that, 
it hurts me, so. 

I Who would say it, strangers? 

R Friends. 

(Jimmy, West African, 5-9 years since migration, refugee) 

For another man, even though he was open about his sexuality and living in a city 

with an established gay community, he still felt uncomfortable. He described feeling 

judged by the people on the gay scene and feeling confined by attitudes of others in 

the city he lived.  

I [Are you judged] everywhere you go or is it just [on the gay scene]? 

R Oh, no, everywhere. I guess in [home city] it’s everywhere. Every people are... 
like, it’s not so... not every people are posh, but you have to be careful about what 
you say and what you are... what you act always, and it’s a lot of pressure….  

(Ludo, European, less than 5 years since migration, EU National) 

These narratives about life before migration highlight that heterogeneity within 

migrant groups is not limited to simple sociodemographic factors like those used in 

the aMASE surveys. Under the surface of categories such as “Region of birth” or 

“Education: upper secondary or more” are a range of individual life experiences 

that began before migration. Respondents from developing countries did not all 

migrate from abject poverty. Indeed most respondents in this sample were nostalgic 

about pre-migration life, having migrated from relatively elevated positions of 

social class within their home countries. Some respondents had indeed experienced 

exposure to social trauma, which when interpreted through an ecosocial 

perspective, may begin to provide some understanding of how experiences across 

the life course come to be embodied. As the following sections show, these pre-

migration life experiences had some bearing on why and how individuals moved to 

the UK, which in turn had an impact on access to HIV testing and ongoing care.  
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6.2 Push/pull factors  

The circumstances that underpin the decision to leave a home country are not 

always straightforward. Experiences of homophobia, unemployment, divorce – or 

even in some cases an HIV diagnosis – had acted as push factors for some 

interviewees. Curiosity and the additional economic, educational or healthcare 

opportunities available in the UK, were the pull factors for others. The gay or 

bisexual interviewees were mainly motivated by the desire to seek a better life in a 

place where they could be free from oppressive social norms. Even those 

heterosexual participants with warm recollections of life before migration were 

pulled to emigration by opportunities unavailable at home.  

R I came here when I was only 22 because my dad was here. Mum is not with dad 
but dad asked me to come because I wanted to do nursing. So, I worked, did odd jobs 
like supermarket here and there, Peek Freen biscuits… biscuit factory and they’re 
waiting for my position to go to [Name] Hospital so I go to... I went to [Name of 
Hospital] and did my training and I’ve been nursing for 45 years until six years ago.  

(Diana, West African, 20+ years since migration, permanent residency) 

R: My ex, during this time […] our relation after I find out that I am HIV, it was 
not that good, but she stand by me and she said she’s going to do her papers, because 
she has the right of abode, to come to this country…. [S]o I ask her for a divorce 
during this time. She said no, let’s go to UK for better life with our… because 
afterwards… my situation in [Southern African Country], it was good, but after I 
was sick, then everything, it’s like shattered, you know, so I said let’s go for a better 
life, better medication. Okay.  

(Bilal, North African, 5-9 years since migration, permanent residency) 

Different intentions, same result 

Not all participants left home with the same intentions. As the quotes above 

illustrate, some interviewees set out to become long-term international migrants. 

Many others, while initially short-term migrants, were pulled to remain in the UK 

for a variety of reasons. These “accidental migrants” had initially come to the UK as 

short-term visitors, typically as tourists/holidaymakers on a six-month visa or as 

students. Once living in the UK, the presence of economic opportunities available in 

an industrialised economy compelled them to extend their stay. The improvement 
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in quality of life, which came from access to education and jobs, had exceeded their 

expectations and some were even encouraged by family members to remain in the 

UK and continue to send remittances back home. This unexpected improvement in 

quality of life was particularly true for those who had been diagnosed before 

moving to the UK but had been unaware of the availability of HIV treatment or had 

gained access to improved medication for the first time (see below for more on 

treatment and care access).  

So, my third child, those are the twins, she was graduating here and she invited me 
to her graduation. My step-daughter was in America. She also invited me; she was 
going to get married. When I came here, I said: “I am going from here to America.” 
My daughter said: “You are not going anywhere. In America there is no 
medication.” I said: “Medication for what?” She told me in no uncertain terms: “But 
you are sick. Let’s take you to the hospital.” I said: “But if I am sick there is no 
medication for HIV here.” She said: “There is medication here in Britain.” I said: 
“You are a liar. You are telling lies.” She said: “Yeah, there is.” 

(Dorothy, East African, 15-19 years since migration, permanent residency) 

For some accidental migrants, the decision to remain in the UK was taken because 

of an abrupt change in circumstances, either personal or political. In one example, 

Henrietta was in the UK on a short-term work assignment when the government in 

her home country was overthrown by the military. She was stranded: 

R I have to ask for asylum because it’s quite difficult because I was... I have many 
shocks in my life. It’s quite hard. You just come for a few weeks, for two, three weeks, 
then you stay, you don’t know, one month, two months. I didn’t want even to ask 
for the asylum. I say “I have to go”, the stress is becoming worse and worse. Until I 
went to ask for the asylum, [I had] nowhere to go, and the English I had is nothing 
compared to the English here…and everything is different because [my home 
country is] a French country…. Everything was just the opposite of here. […] 
Everything different. Even to study. Even my papers. It was just... I was just in a 
big mess.  

 (Henrietta, Middle African, 15-19 years since migration, refugee) 

In other situations, an intended short-term visit became extended after a rapid 

deterioration in health within the first few months in the UK, during which time the 

interviewees were diagnosed with HIV. These migrants had also sought asylum, in 
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those cases on human rights grounds.46 Two gay/bisexual participants also claimed 

asylum in relation to their fear of persecution and prosecution because of their 

sexual orientation.47 Indeed, half of the research participants had claimed asylum at 

some point and three were still awaiting the outcome of their claim at the time of 

interview. A further three participants were undocumented, having outstayed their 

visas, but were unwilling or unable to make a claim for asylum.  

6.2.2 Negotiating complex migration policy  

This reliance on asylum claims for long-term migration to the UK is partially due to 

the limited immigration options for individuals from outside the European Union. 

The UK immigration system, like most industrialised countries, has a variety of 

options that enable temporary or long-term migration. UK immigration law is 

complicated and constantly changing. In the twenty years between 1996 and 2016 

there were ten pieces of legislation related to immigration and asylum (see Box 6-1 

for a brief discussion of the UK immigration system).  

In some instances, research participants had negotiated this complicated 

immigration system, by applying for different visas and switching status from 

visitor, to student, to work visas until finally receiving indefinite leave to remain.  

I didn’t think that I will come and live here, but first I visit a friend. I was invited 
with a friend and then I like it here, so I applied to study, and then from there I 
applied to live in this country. And so being… then I get married, so things keep on 
changing and we have children.  

(Anita, East African, 15-19 years since migration, permanent residency) 

                                                
46 Human rights asylum claims relate to the 1950 European Convention on Human Rights to which the 
UK is a signatory. Individuals may not be removed from the UK if doing so would be in breach of any 
of the protected rights listed in the convention. These include a prohibition on torture and inhuman 
treatment and to family life and a private life. (Asylum Aid, 2017)  
47 Homosexuality is illegal in 37 African countries and is punishable by death in Mauritania, Sudan, 
Northern Nigeria and Southern Somalia. (Amnesty International, 2017) 
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Box 6-1: UK immigration and asylum policy 

Visa options for migrants to the UK from outside the European Union are 

related mainly to work, family reunification, studying or asylum. For example, 

an individual can apply for a Tier 1 (Entrepreneur) visa, which entitles them to 

remain in the UK for up to 6 years and 4 months. To do so, the applicant must 

provide evidence they have access to at least £50,000 in investment funds in 

addition to the (minimum) £982 application fee, with an additional £982 for 

each dependent. Alternatively, a person can apply for a Tier 4 (General) 

student visa (fee: £335) and remain in the UK for the duration of their course. 

Student visas allow the holder to work part-time and bring dependents 

(spouses and children; fee £335 per dependent) provided the visa holder has 

sufficient savings and is studying at a government-approved institution.  

There are over twenty different non-tourist visas offered to non-EU migrants, 

many of which are only available to those with substantial income or 

individuals who are in highly skilled professions. The majority of visas restrict 

access to public funds, that is, holders are not entitled to welfare benefits 

including unemployment support, rent subsidies or disability allowances. While 

asylum seekers are entitled to support and accommodation from the National 

Asylum Support Service (NASS), not all asylum seekers may benefit. UK 

immigration policy emphasises the need to claim asylum as soon as possible, 

with those who apply after they have been in the UK for an extended period 

more likely to be denied access to welfare services and accommodation, and 

also more likely to denied asylum (UK Visas & Immigration, 2016).  

The ability to understand which migrants on which visas are entitled to which 

benefits or services is compounded by the fact that UK immigration rules 

change frequently. For example, in April 2017 the UK government increased 

the Tier 2 (General) visa salary threshold for experienced workers from 

£25,000 to £30,000 – the second increase in less than a year.  

Box continued on next page 
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Box 6-1 UK immigration and asylum policy continued 

The situation regarding rights and entitlements to services is further 

complicated by the fact that the UK Department of Health operates under 

separate rules regarding which individuals can access healthcare (and within 

this there are separate guidance documents for England, Scotland and Wales; 

Public Health England, 2014). Rather than focus on immigration status, 

access to the NHS in England is determined by place of “ordinary residence”, 

which in theory prevents British citizens who are ordinarily resident abroad 

from returning to the UK to access free-at-the-point-of-care services (Public 

Health England, 2014). Recent changes in guidance have made GP 

consultations in primary care free to all, regardless of residency status but 

treatment within secondary services are chargeable to non-EEA migrants who 

do not have indefinite leave to remain. More complication arises within the 

NHS in England because testing and treatment for some infectious diseases 

are free to all regardless of residency status – including HIV testing and 

access to ART. Undocumented migrants living with HIV and other morbidities 

are entitled to free ART but may incur charges for treatment of other chronic 

illnesses in secondary care services.  

This process of changing immigration identity was the route to permanent 

residency mainly for those who had migrated before 2004. Those who arrived in the 

UK from outside the EU after this date struggled to find ways to extend their stay, 

as illustrated by this quote from Maxine: 

[The student visa is] gone, you can’t no longer do it here. Before I can come, I just 
visit and apply. Nowadays it’s no longer that easy. They’ve taken it out so you can 
never come as a visitor and apply for a student. It’s no longer allowed. Maybe you 
can do after fighting, but it’s no longer allowed. That’s why you see a lot of people 
from 2000, from 1997, 1990s, 80s they were coming in large numbers now the people 
are not coming. The ones who are coming are from the EU because they have put a 
restriction for other countries. Like for me even when you’re visiting from here, from 
[East Africa] to here I didn’t have, my passport was blank. I got a visa at the airport, 
but now you have to have a visa when you are leaving [East Africa] even if it’s to 
visit you have to have a visa from [East Africa]. 

(Maxine, East African, 5-9 years since migration, Undocumented) 
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Given the complexity of the immigration system, it is perhaps unsurprising that 

many of the participants who had to negotiate it had experienced (or continued to 

experience) high levels of immigration-related stress. Those interviewees who at the 

time of interview were undocumented or awaiting the outcome of asylum appeals 

suggested that securing permanent residency (or avoiding deportation) was their 

main priority.  

Although the immigration system is different all over Europe, what should be 

considered is that these complex laws often need to be continually negotiated by 

migrants in each country. These different laws also affect push/pull factors and 

influence whether an individual chooses to extend their stay, and consequently 

which social and health services they are entitled to access. The influence of 

immigration-related stress on access to healthcare and adherence to treatment are 

discussed in more detail later in this chapter. 

6.2.3 Choosing the UK 

Emigrating might be influenced by push/pull factors and underpinned by varied 

intentions, but the decision to move to the UK (as opposed to another industrialised 

country) was invariably influenced by connections to networks of family and 

friends. This was the case even for those who had come directly to the UK as asylum 

seekers. While the UK may not have been the nearest country in which to seek 

asylum, relatives or friends in the UK had assisted participants by providing letters 

of invitation or travel funds. Irrespective of asylum seeking status, participants 

spoke of choosing to migrate to the UK to reunite with siblings, parents and spouses 

as well as distant relatives, acquaintances and even ex-employers. In a couple of 

cases individuals had moved to the UK explicitly to work as domestic servants or to 

provide childcare. Individuals from Commonwealth countries such as Nigeria, 

Kenya and Zimbabwe had the added benefit of migrating into established 

communities of migrants living in the UK.48 It is likely that similar pull factors have 

an impact on migrants in other countries. Many European countries have networks 

of established migrant communities, for example, Congolese communities in 

                                                
48 At the last census in 2011 there were 191,183 Nigerians, 137,492 Kenyans, and 118,348 Zimbabweans 
living in the UK. 
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Belgium or Brazilian populations in Portugal. The next section demonstrates that 

such migrant networks are instrumental in providing migrant access to health and 

social care. 

6.3 The role of migrant networks in accessing healthcare 

While participants’ accounts varied in terms of how and why they came to the 

decision to become long-term migrants they all reported experiencing a “culture 

shock”49 when they first arrived in the UK. Even the cautious individuals who had 

lowered their expectations about the UK before arrival, perhaps to avoid 

disappointment, recalled being surprised by elements of life in the UK they found 

peculiar. Some participants had been shocked by the cold weather and what they 

considered to be the relative dullness of South East England in comparison to their 

home countries. In contrast, some people were impressed by political freedoms 

(“Everything was different. I see the riots. People can do the strike.”) or technology 

(“The most amazing thing was the car cleaning the floor”) or just overwhelmed by 

feelings of freedom (“I can be myself, I can do what I want!”). 

After this initial culture shock, individuals began to adjust to life in the UK and 

attempted to understand the way various systems, such as travel, accommodation, 

employment opportunities, and healthcare operated. It was during this period that 

participants used the same networks that had facilitated their migration to the UK to 

facilitate rapid integration into British society. Advice from friends and family who 

had already experienced the transition from “newly arrived” to “firmly established” 

was considered valuable for providing information about how to negotiate the 

migration process and what to expect in the future.  

These networks had occasionally provided a quick and easy route to healthcare 

services. Friends and family had supplied information about registering with a GP, 

                                                
49 I use this term colloquially, as defined in the Oxford English Dictionary “The feeling of 
disorientation experienced by someone when they are suddenly subjected to an unfamiliar culture, 
way of life, or set of attitudes.” For details about the theoretical construct of culture shock see: Oberg, 
1960 
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which was likened to another step in the migration process, like applying for a 

National Insurance (social security) number or a bank account. 

I So who advised you to register with a doctor? 
R My auntie’s friend, yes, he’s [East African] he’s been here for 30 years so he 
advised us, first thing you should do – register with your doctor, open an account, 
do this, do this. […] He was telling me “Do you want to go to college? This is what 
you should do.”  

(Maxine, East Africa, 5 - 9 years since migration, Undocumented) 

Interviewees who had applied for asylum immediately on arrival were perhaps 

better placed to receive information on how to negotiate public and private services 

in Britain. On arrival, they were put in contact with public services (e.g. NASS) 

which provided accommodation and other welfare benefits. For migrants such as 

Joanne, support from state-sponsored networks was essential for negotiating life in 

the UK. 

R It was shock. 

I It was a shock? 

R Yes. The weather as well because I was feeling different. I’ve never seen snow or 
winter in my life because I always see sun. Yes. So, I had to adjust and then they 
[social services] did good because they showed us where to get the warm clothing and 
winter jackets and I felt better when I got warm clothing. So, I couldn’t leave and go 
out because I was cold. But one of [the other asylum seekers] said we have to go to 
the lending warm clothing otherwise you’ll get ill and then we go to buy a few things.  

I And were you able to contact your family back home? 

R No. No, not immediately because I have to sort myself where to live, how to take 
care of myself, it was a lot. But the hostel had... we had caseworkers, we had housing 
officers, and we had all these people trying to help us out.  

(Joanne, East Africa, More than 20 years since migration, refugee)  

State networks provided direct access to healthcare, where individuals were 

encouraged to undertake routine health checks, and resulting in one case, in an HIV 

diagnosis. Omar, who arrived in the UK as a 15-year-old unaccompanied minor, 

immediately claimed asylum and was put in contact with social services:  
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I So, let’s talk about the use of health services after you arrived, so tell me 
about that. 

R Well, you know, I was in social service, so you do check-ups, your teeth, your 
eyes, you know, everything. So, I find out I’m HIV positive.  

[…] 

I And how long had you been in the country when they asked you to go? 

R It wasn’t that long. It was, like, a month’s time when I joined them, the social 
service. So, we did like, you know, your ears and your eyes. 

I Right, and then they sent you to the hospital for the-? 

R Yes, they do a check-up and if you have any problem, like your liver or your 
kidney, they do all the checks, so yes. 

I Was the HIV the only thing that they-? 

R Yes, I was only HIV positive, nothing. 

I And were you expecting that result? 

R No, I hadn’t even heard of it. I didn’t expect I would have HIV because I thought 
that’s old people, said: “no, you know, older guy, people thing”. I didn’t think [at] 
that age you can get HIV. I was kind of shocked. It was like, wow. Yes, I was really 
devastated and I even tried suicide myself. 

(Omar, East Africa, 5-9 years since migration, refugee) 

Omar’s experience notwithstanding, direct routes into primary care did not 

necessarily result in a rapid HIV diagnosis. Indeed, many of those who had been 

through this normative GP registration process had merely registered but not 

undertaken health screening of any kind. Registration with a GP was considered a 

formality and part of integration into UK society, but it was not necessarily linked to 

exploring health and well-being. Some had completed brief questionnaires upon 

registration at the GP surgery without meeting with a doctor or nurse; others had 

met with the GP and undertaken asymptomatic health screening, but none (other 

than Omar) recalled being offered an HIV test. 50  

I And so what was it like, that GP appointment? What did you discuss? 
What did you talk about? 

                                                
50 See section 6.4.2 for more on missed opportunities for HIV testing. 
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R Actually, it was, like, I need to have my GP, and he say, “Are you okay?” I said, 
“Yes”, and it was like, okay, just take your weight and just a few things, maybe some 
blood. I don’t remember exactly, but I think, yeah, maybe. 

I Did he talk to you about HIV or anything like that? 

R No, nothing. 

(Ludo, European, less than 5 years since migration, EU National) 

A good network contact was also important for those who arrived in the UK already 

aware of their HIV diagnosis. As noted above (Section 6.2), some participants made 

the decision to remain in the UK because a family member or friend had revealed 

the existence of HIV treatment. These networks then provided direct support in 

accessing antiretrovirals.  

Interestingly, most of the participants who were HIV positive before migration 

accessed care by undertaking an HIV test without revealing they were already 

aware of the diagnosis. It was unclear whether lack of openness was used as a 

means of confirming the diagnosis, or out of fear of being denied care (particularly 

since some were accessing care in violation of visa requirements).  

I How easy was it for you to get HIV care once you decided you were going 
to stay?  

R It was [in a community centre] …. It was there I met them, they are doing HIV 
tests, screening tests and I say let me just try, maybe through this way I can be 
careful. And I register. When I register, it was with... because fear of knowing that 
you did not use your name, you are going to be caught. I went to them and say let 
me just put my name “Dave” because that’s another name I have. […]. So, when I 
to the hospital I don’t tell them I know my status. They try to do the tests and say 
"Ah! HIV; please, we need to see you".  

(Rick, West Africa, Less than 5 years since migration, Undocumented) 

6.3.1 Poor networks, poor healthcare 

Not all respondents experienced a simple, straightforward journey to health 

services. Participants who were isolated from migrant networks, or whose networks 

were not family based (especially those who were working and therefore in 

violation of their short-term visa), encountered a range of obstacles on the pathway 

to primary care. These poorly networked respondents often lacked agency, that is, 
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they lacked the capacity to access services and negotiate healthcare for themselves 

even when they did fall ill. Some were preoccupied with immigration issues, or the 

desire to find work and accommodation and felt pressure to adapt to life in the UK. 

At that time – feeling in full health – finding a doctor for a routine health check was 

not a priority for interviewees. This was partly due to reliance on networks of 

acquaintances who exploited participants’ precarious immigration status and 

withheld or concealed information about services.  

I  And so when you first arrived then you were living with these people 
before it fell apart, what did they tell you to do when you first got here? 
What advice did they give you? 

R No, because so much like, all they just want was for me to wait for them, so there 
was no much advice. Is like my… it was just from home, shop, shop, home. Then I’ll 
do the housework and then I sleep. I wake up, home. I didn’t even hear, know the GP. 
I stayed with them they never even give me information. If I say I’m not feeling well, 
they’d give me some painkillers.  

(Anita, East Africa, 15-19 years since migration, permanent residency) 

This quote touches on a recurring theme within many interviewee accounts – the 

unravelling of relationships with network contacts who had brought them to the 

UK. This happened within weeks or months of arrival and participants (perhaps 

with the same sense of nostalgia with which they viewed life before migration) 

reflected on the contrast between the first few enjoyable weeks or months that were 

then followed by a prolonged period of stress, as individuals struggled to cope with 

the pace of life in the UK. For those whose “support” networks had petered out or 

disappeared, this period was also a time of increased isolation.  

Even those who had moved from other large cities in Africa and Europe found life 

in the UK (notably London) to be stressful and felt they were living in a socially 

isolating environment. Some felt disappointment about the employment or 

educational opportunities available, while individuals who had entered the UK on 

short-term visas felt the additional pressure of finding a way to remain in the UK. 

This repeatedly placed a strain on relationships as friends, family and acquaintances 

grew impatient with maintaining those who continued to need support.  



 

231 

In response many interviewees regarded their immediate priority to be self-

sufficiency in terms of finding their own accommodation and employment, as the 

quotes below illustrate:  

Well, “One man for himself and God for us all”. It means that you have to look after 
yourself in order to sustain and God will just protect everyone. But for you, you 
don’t have to depend on anybody to look after you. So, once you’re stable or whatever, 
a person can only look after you for a short period, a short time. […] But afterwards, 
because the person will actually, you know, show you where you can go to look for 
work, where you can… so that you can get your own money, your own living.  

(Rita, East Africa, 10-14 years since migration, refugee) 

… [w]hen I couldn’t find job, you know – and I didn’t know about support group – 
I didn’t have friends and we used to argue a lot. Also with my ex, because she wants 
me to, she was working and she wants to say that she can look after me, but I didn’t 
like the idea that I sit at home and my wife, she’s working to look after me, so it’s my 
culture, doesn’t [allow it], so I said no. 

(Bilal, North African, 5-9 years since migration, permanent residency) 

It is notable that the goals of self-sufficiency and productivity were frequently 

prioritised over healthcare. While this narrative was especially prominent among 

“accidental” migrants or poorly networked migrants, even those who had been fast-

tracked into healthcare via strong network contacts did not put health and well-

being ahead of the desire to establish themselves independently in the UK. As the 

next sections demonstrate, this ultimately had serious consequences for accessing 

HIV testing and subsequent treatment.  

6.4 Pathways to testing and diagnosis 

For many participants, once the formality of GP registration was achieved primary 

care was reserved for health crises, and as such the HIV diagnosis pathway is 

somewhat different from the pathway to healthcare. Previous studies have 

extensively covered the barriers to HIV testing, particularly among black Africans 

(Fakoya et al., 2008, Deblonde et al., 2010, Prost et al., 2007b, Burns et al., 2007). 

Therefore, this section does not dwell on the obstacles to HIV testing that emerged 
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from the 15 interviews with participants diagnosed post-migration. Instead, I briefly 

summarise how interviewees’ accounts compare with the themes I explored in the 

literature review chapter.  

6.4.1 Migrant life as a barrier to testing 

In keeping with other studies (Anderson, 2008), some participants prioritised 

working, gaining self-sufficiency and dealing with the stress of living in the UK over 

health-seeking. To survive outside the official state system, participants who were 

not entitled to work took low-skilled, low-paid employment. Illness and symptoms 

such as fatigue or dizziness were attributed to the stress and the physical demands 

of work. Fear of encountering immigration officials or being asked to produce 

documentation indicating entitlement to healthcare were obstacles to obtaining 

healthcare. Even those who had previously registered at the GP chose to buy over-

the-counter medication at the pharmacy rather than risk deportation once their visa 

had expired.  

R The GP, I was registered already. I used to go there, but I was saying, because of 
the distance and, you know, you think you're working, you are, I mean, you're okay, 
so you don't bother about this…. Even we [migrants from West Africa] know that 
when you go to the hospital, there might be some stuff or maybe they will call 
immigration or police or something like that, so we are always drawing back. I was 
feeling this kind of this thing, instead of going to the hospital, I used to go to the 
pharmacy then I don't go to the GP unless it becomes too much. 

(Jimmy, West African, 5-9 years since migration, refugee) 

6.4.2 Psychosocial barriers, missed opportunities and other barriers 

Participants experienced psychosocial barriers such as fear of stigma and 

discrimination and feared the social isolation that they believed would arise from an 

HIV positive diagnosis (Burns et al., 2007, Pourette, 2008, Manirankunda et al., 

2009). Many perceived themselves to be at low risk of acquiring HIV (Burns, 2009, 

Prost et al., 2007a) and there were missed opportunities for HIV testing in primary 

and secondary care (Burns et al., 2008, Manirankunda et al., 2009). These missed 

opportunities were mainly limited to those diagnosed before 2005, although as the 
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above quote (on page 224) from Ludo illustrates, HIV test offers were not more 

forthcoming for more recent migrants. 

As found in other studies, (Burns et al., 2007, Doyal and Anderson, 2005), 

interviewees who were diagnosed before the widespread availability of 

combination therapy had been deterred from HIV testing because of a fear of death 

and illness. This perception of an HIV diagnosis as a death sentence was not limited 

to those diagnosed for more than ten years. Throughout the interviewees’ accounts, 

regardless of the time since diagnosis, there were reports of a pre-diagnosis 

perception of HIV as an incurable disease linked with imminent death. One 

participant, a gay man who was diagnosed just six months before his interview, had 

also been sure that an HIV diagnosis was a death sentence. Despite his awareness of 

HIV treatment options and semi-regular STI screening, to him HIV had remained “a 

myth”, in part because he had not known anyone living with HIV before he was 

diagnosed.  

Unlike other studies in the literature (Burns et al., 2007, Manirankunda et al., 2009), 

cultural norms and linguistic barriers did not emerge as a barrier to HIV testing. A 

few participants mentioned reserving GP or healthcare appointments until 

necessary, indicating a lack of health-seeking culture, but these delays related to 

economic or structural issues (see quote above) or financial issues rather than a 

cultural norm.  

R […] Well, where I come from, if you have, let’s say you’re poor, you know, you 
didn’t have money, you might spend your two weeks in bed because you can't go to 
hospital. They might charge you, you know, so you just look after yourself, 
traditionally, you know, just to get better, so you might stay in bed for long. 

(Omar, East Africa, 5 - 9 years since migration, refugee) 

This brief overview of the barriers to HIV diagnosis has shown that structural and 

psychosocial factors present prominent barriers to HIV testing, as already 

established from the literature review. This is perhaps to be expected because nine 

of the interviewees were diagnosed in the UK before 2006, around the time a lot of 

the literature was written. Nonetheless, those diagnosed more recently had 
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experienced similar problems accessing HIV testing, perhaps indicating that 

although these barriers have been noted in the literature, they remain current 

obstacles to HIV testing in migrant groups. It is notable that some of these barriers 

to HIV testing (e.g. missed opportunities at general practice, low perception of risk) 

were evident in the findings from the aMASE surveys, demonstrating triangulation 

in the results. Further discussions of these similarities are to be found in the 

discussion chapter. In the meantime, the next few sections show how these barriers 

also influenced access and adherence to HIV treatment.  

The first of these sections describe the role of language, which did not emerge as a 

barrier to HIV testing but did have a role in access to ongoing care once 

interviewees were diagnosed.  

6.5 Role of language 

All the interviews were conducted in English, and all but one respondent spoke 

good conversational English (although none of the interviewees spoke English as a 

first language). Respondents from Commonwealth countries experienced few 

language barriers, and one even commented that it was “just as easy” to 

communicate in English. Although at the time of the interview most respondents 

were comfortable speaking to their clinicians in English, some had previously used 

hospital-provided interpreters. These experiences were mainly negative, in part 

because interpreters spoke regional dialects that confused interviewees. One 

participant viewed interpreters as a form of protection. Others spoke of the delays 

to hospital appointments while waiting for interpreters to arrive or feeling 

inundated by having many different people interpret and advocate on their behalf. 

Respondents, therefore, turned to friends and family for language support and to 

ensure that complex medical language was understood.  

[When] I had my daughter, I was 40 years old and they wanted to even to check, they 
say maybe she will not be... the way the doctor was explaining me I didn’t 
understand. Then my sister-in-law – the other one – she even came [to the hospital], 
because her English was quite good…. she’s quite good, know good English.  

(Henrietta, Middle African, 15-19 years since migration, Refugee)  
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Language differences were welcomed by some as it helped them cope with living 

with HIV. In the early stages of living with HIV, when the amount of new 

information was overwhelming, linguistic differences acted as an emotional buffer. 

For those able to communicate effectively in English, this buffer did not present a 

barrier to understanding. Instead, participants were able to separate themselves 

from the HIV diagnosis because the information was being received in another 

language. 

I have done a bit of HIV research and it was all done in English. So some of the words, 
when you tell them, er, when you try to… to mention them in your language, it’s 
like a taboo. They feel heavy on the tongue. But when you… when you mention them 
in English, they feel a bit lighter. 

(George, East Africa, 5-9 years since migration, asylum seeker) 

Even after many years of living with HIV, some participants had never spoken 

about HIV in their first language, preferring to maintain the emotional distance 

language provides.  

The role of language provides useful context for the sections below, which describe 

how participants communicated with clinicians while negotiating treatment options 

and how to cope with side effects.  

6.6 Initiating treatment 

Once diagnosed in the UK, referral to specialist care was swift for most participants. 

Individuals diagnosed after 2006 often received an HIV diagnosis from a sexual 

health clinic and were then referred to an HIV specialist on the same day. They were 

given an abundance of information about how and where to access support and 

clinical care. Clinicians or health advisors provided reassurances about life 

expectancy and quality of life in the era of ART. This ameliorated (by a small 

measure) some (but not all) of the emotional and psychological distress all 

participants had experienced at the time of diagnosis.  

Nonetheless, rapid transition through the referral pathway was overwhelming. 

Even those who had been expecting the diagnosis had experienced a sense of 
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paralysis ("mind freeze" as one respondent recalled) during which they were unable 

to process the enormity of the situation.  

R […] She tested and said, “oh, you are HIV positive”. I blanked, I didn’t believe 
it. I was scared; I didn’t know what to do. I’m in a foreign country, I’ve left the other 
children back home. I have these children, and one is not well. What am I going to 
do? If I don’t have a house, where will I go? That was…I started panicking.  
And then she said…oh! She sent me to [South London Hospital], the main hospital. 
When I reached there, the doctor gave me somebody to counsel me, talk to me. She 
was a lady from Congo. She counselled me. She said, oh, don’t worry, things will be 
okay. 

I Was she a patient, or was she your doctor? 

R No, she was, she was a volunteer. 

I Okay. 

R So she talked to me. It was hard. I was just crying, only crying.  

(Katherine, East Africa, 10-14 years since migration, refugee) 

As Katherine notes in this quote, one of her first thoughts was how to cope with 

HIV as a migrant. For this interviewee and others, the overwhelming feelings of 

despair and panic that are usually associated with an HIV diagnosis (Anderson et 

al., 2010) were compounded by a complicated immigration situation. 

Adding to the complexity of receiving an HIV diagnosis in a foreign country and 

the rapid transition to HIV care, participants were also faced with decisions about 

when to begin ART. A few interviewees were diagnosed while seriously ill with 

AIDS-defining illnesses. Consequently, ART initiation was recommended by 

clinicians as a life-saving measure and interviewees took the decision to begin 

treatment with little or no further discussion with clinicians or anyone else.  

Making decisions 

In contrast, most of those diagnosed with higher CD4 cell counts were given the 

option to delay treatment initiation.51 Among these participants, fear of losing 

agency presented the biggest barrier to starting treatment. These individuals feared 

                                                
51 Recent guidelines (British HIV Association, 2016) may recommend immediate treatment initiation, 
but even the participant who was diagnosed six months before the interview was given the option to 
delay.  
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losing the capacity to live their lives without taking account of living with HIV, 

something they could not do if they were taking ART. Treatment was viewed as 

onerous, complicated, and difficult to manage, especially within the context of 

having to take medication while travelling to their country of origin.  

R Yes. They told me, they had the advantages out, they said the advantages, and 
how you are not to miss the medication. If you start it, you are there for life. That 
scares you.  

I That scares you? 

R Yes, because you don’t stop it. I said, “How can I manage to be on it until I die?” 
You know, taking medication every day is not easy. So it is scary. That’s why people, 
I think when they say they fear to take the medication, to start. 

(Katherine, East Africa, 10-14 years since migration, refugee) 

R Even for me I was very scared because I saw some people who said: “When you 
start the medication, you have to take it for life.” So, I thought that my body is going 
to have chemicals in it for my whole life. Secondly, I have to take it every time I 
travel. If I miss one, they said it would go out of my system and I would have to start 
again. Thirdly, they talk about side effects. Because I attend a group and someone 
said: “I used to use Sustiva. Some nights you can’t sleep”. Some people said they got 
diarrhoea and some people were vomiting. I was thinking: “Already I’ve got a 
disease. What if I take medication and I get another disease?” 

I Mm. 

R Through all the side effects, you have to take your medication. If you forget, that 
is a problem. You have to take medication with food and sometimes you have to keep 
it somewhere. This is very worrying to me. That means another dilemma.  

(Nazeem, North Africa, 10-14 years since migration, refugee) 

For some individuals, ambivalence and equivocation about ART initiation was 

ended when they essentially submitted to the will of clinicians:  

R  [The doctor] showed me the chart with the medication and said: “You’ll take this 
blah blah blah.” I said: “This medication is too big! I can’t even take paracetamol. I 
just break it in half. How am I going to take this tablet?” He said: “You are going to 
take them.” 

[…] 

I Did you think about it? Did they give you time to think about whether 
you were going to start or not? 
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R They didn’t give me any chance. They said: “This is between you and your life. 
In two years you are going to die if you don’t take this medication”. 

(Dorothy, East African, 15-19 years since migration, permanent residency) 

This quote underlines that while patients may attempt to engage in dialogue with 

their clinicians about starting ART, they may also perceive expert opinions as fact. 

These opinions-as-fact are trusted and accepted. Trust in clinicians (and medication 

itself) was a recurring theme when examining how patients cope with treatment 

and understand TasP.  

Even after several years of ART, participants continued to view treatment initiation 

as a once in a lifetime decision that should be delayed for as long as possible. For a 

few participants starting ART was viewed as an event that could be controlled after 

a managed decline in health. It was a journey which could be prolonged through 

positive thinking or by healthy living.  

R […] So, I think if you are diagnosed and you happen to be like not to be on 
medication, try your best to lead a healthy life rather than medication. Just because 
at the end of the day this medication they are good, they stop the virus from 
multiplying in your body, but they have got lots of side effects, and it depends on 
your body as well. 

(Maxine, East African, 5-9 years since migration, Undocumented) 

Such views imply that the benefits of treatment should be weighed against other 

factors, and the population level benefits of treatment are less important than 

maintaining the choice of when to start. This is possibly at odds with the goals of 

TasP. Although individuals may trust clinicians who urge them to initiate ART as 

soon as possible, personal preferences for a life free from medication with serious 

side effects may influence the uptake of ART. The next section explores how 

interviewees cope with such problems and remain adherent to treatment in adverse 

circumstances. 
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6.7 Coping with treatment 

6.7.1 Adverse reactions and side effects 

The same ambivalence some interviewees had expressed towards ART initiation 

was also present when they discussed adapting to life on treatment. Side effects 

were widely cited as problematic and the most challenging aspect of taking ART 

(although one participant stated she “never had a single problem with my 

medication”).  

The side effects ranged from physical manifestations that altered respondents’ 

appearance (“If you look, my neck there’re some black spots that is the side effect of 

my medication.”) or rendered them disabled (“Yes, I couldn’t wear shoes for almost 

two years.”), to altered psychological reactions resulting in nightmares, increased 

aggression, suicidal ideation and mania (“I started with the Sustiva. I went mad. I 

went completely crazy. I ended up in Emergency.”). Adverse reactions were also 

detected on a cellular level, with respondents having to switch regimes because of 

“liver problems” or raised cholesterol. 

Despite the widespread problems with side effects, participants had learned to cope 

with the day-to-day realities of taking medication for a chronic illness. Side effects 

were an acceptable element of anti-HIV medication, and for most respondents, 

although troublesome, they were not seen as a legitimate reason for non-adherence. 

I But what about the side effects of it? 

R Everything in life has side effects. If you eat too much, fat is a side effect. You just 
accept that. 

(Naomi, West African, Less than 5 years since migration, asylum seeker) 

I So in some ways the medication is negative, is it? 

R No, it’s not negative, to be honest, I mean, no, I can never say the medication is 
negative. It is positive. Only the side effect is for every medication whether even if 
it’s paracetamol, everything has got a side effect. There’s no medicine on this earth 
which doesn’t have a side effect. So for me, the medication is the best. It’s helping me 
just I’m like this because of medication I’m moving because of medication. 
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Medication has made me to gain back my life just because if I was not on medication 
I cannot live. 

(Maxine, East African, 5-9 years since migration, Undocumented) 

This acceptance of side effects could be because participants were often unclear 

whether some of the symptoms experienced were caused by the virus or ART. As 

the quote below shows, this distinction had troubled a few participants. 

I I suppose what I’m trying to understand is because lots of people ask this 
question: ‘Is it the HIV or is it the medication that’s making me sick?’ I never 
understand what difference it makes if it’s the medication or if it’s the HIV. 

R That’s why even the doctor couldn’t distinguish! To be honest, I’ve realised for a 
doctor… that when she said that it could be both… even she couldn’t give you an 
answer! 

I Mm. But if you had an answer, would it make a difference? 

R Of course! Definitely. 

I How? 

R If this is from medication, either give me better medication or make it curable. For 
illness? I can convince myself to take medication. 

(Nazeem, North Africa, 10-14 years since migration, refugee) 

Most interviewees had accepted that there was little that could be done to 

counteract all side effects. Some individuals had adopted additional methods to 

cope with the adverse effects they experienced such as exercise, “healthy eating” 

and more practical measures:  

R […] I used to take it in the night because it was giving me problems in terms of 
side effects, dizziness, headaches, so I had to change my taking time of medication to 
the night, at least it did help. 

(Craig, East African, 10-14 years since migration, asylum seeker) 

Switching regimes (as a strategy for minimising the impact of side effects) was 

viewed as a measure of last resort for some individuals who had a fear of 

encountering drug resistance. Where participants had discussed the impact of side 

effects with clinicians, reassurance that the negative effects would eventually pass 

had reinforced the need to adhere to treatment.  
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I Your hair fell out and everything? 

R Yes. Then I used to… anything that comes to me I write… I have a note. I will 
just write it down so when I go to my consultant, I will popping them. I say, “Doc 
you see the colour? My colour change? It started changing. Look at my hand, look. 
All my hand become red.” He say, “You know, you can’t change your medication. 
You just cope with it. One day, one day.” I think it’s just… it will not be there forever 
like your - this thing, it will go off. And now… [Gestures] 

I  It’s gone. 

R Before my palm it become red, but you see now it’s okay. 

(Jimmy, West African, 5-9 years since migration, refugee) 

It is clear from this quote that the clinician’s opinion was not interpreted as advice, 

and switching medication was only considered an option if the accountable 

authority – his consultant physician – approved it. As noted above, for some 

interviewees, trust in their doctor’s expert opinion often trumped their own desires. 

Others, however, experienced a more complicated relationship with clinicians and 

ART and these are explored next.  

6.7.2 Disruptions and interruptions  

Adherence to medication and compliance with doctor’s instructions was not 

constant for all participants, and adherence fluctuated throughout different periods 

of respondents’ lives. Those who started treatment between the late 1990s and early 

2000s remarked on how much harder it had been to adapt to past regimes. The size, 

shape, frequency of dose, as well as the toxicity of tablets previously available had 

presented real difficulties. A couple of participants had not endured the side effects 

of these earlier drugs well and had stopped and started medication several times. 

Newer regimes were said to be “easier” and “better”, had fewer side effects and 

facilitated adherence. Participants valued the flexibility of when, where and how 

medications are consumed.  

Concealing medication, avoiding stigma 

Interruptions to adherence were also partly due to the desire to only take 

medication at home to avoid stigma. For those in shared accommodation, this meant 

hiding medication to avoid disclosure and maintain adherence.  
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R It was, well, I used to live [in a group home for young asylum seekers] and this 
trouble guy came in, so he was bully in the house for everyone, so he’s kind of violent. 
[…] Yes, he hide my stuff and stuff. You know, he was really bad, so they moved me 
from there to [South London] by myself. 

I Oh. 

R Yes. 

I But when you were in that house with this bully guy, how did you take 
your medication then? 

R I… they don't know about it. I just take it.  

I So, you hid it from them? 

R Yes. 

(Omar, East Africa, 5-9 years since migration, refugee) 

R [w]hen I was diagnosed I go [to a distant hospital] every week because I can't put 
my medication in the house of my friend. I used to hide it. So, [the hospital] keep it 
there for me, then I will go there for every week to take a week then I hide it in my 
bag. I have a tough life, you know? Because my friend is always sceptical "what is 
happening with this guy?", and I have to be careful because when they get to know, 
maybe they can take it that, “this one I'm scared, so go out or just leave”.  

I They [might] throw you out of the house? 

R Yeah!  

(Jimmy, West African, 5-9 years since migration, refugee) 

The desire to take medication in the privacy of the home (where this existed) also 

meant that when individuals were away from home for an evening or working 

night shifts, occasional doses were missed. One woman mentioned missing pills at 

all night prayer meetings because the uncertain meal times would mean taking pills 

on an empty (and consequently upset) stomach.  

For some, return visits to their home country caused disruptions as they attempted 

to conceal their HIV status from not just relatives, but officials: 

I [A]re you able to get pills when you’re [in home country]? 

R No, I take it with me and it is disaster because long time, first time I went it was 
like I went for three months, so I took a lot of tablets and it was, I was hiding because 
I didn’t know if they open, find it, what would be the outcome? […] if they find out, 
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it would be embarrassing. So, I just decide, like, to take off the tablets, the original 
package and I got it, like, in vitamin. 

I You put it in vitamin packets? 

R Yes. 

I Who were you afraid would find out? 

R Those in the airport. 

I Okay. 

R Yes. The meantime, also it was in my family now that – because I got it in my 
bag and I close my bag. It was, like, it’s not okay because usually, we don't close the 
bag at home, but, you know, I don't know what my family thinks, you know, because 
they saw me first time to close my bag, to got a lock in my bag, you know? […] A lot 
of time I skipped to take the tablet, or I took it late and not in the time that I supposed 
to take. But luckily, when I came back, I find my CD4 is still okay. 

(Bilal, North African, 5-9 years since migration, permanent residency) 

These quotes illustrate how participants found mechanisms to adhere to medication 

while simultaneously concealing their HIV status in order to avoid stigma. 

Innovative mechanisms were deployed to ensure medication was prioritised, even 

as occasional doses were missed. Such resilience in the face of stigma and adverse 

reactions was coupled with acceptance and accountability for remaining adherent to 

ART, as discussed below.  

6.8 Acceptance, resilience and accountability 

When problems with side effects or disruptions to adherence occurred, some 

participants relied on friends, family and other forms of emotional support to return 

to their scheduled regimes and cope with symptoms. Support groups provided 

colloquial information about how to manage side effects and maintain adherence. 

Friends and family provided the motivation for adherence and, ultimately, survival. 

The desire to live for the sake of others encouraged resilience and determination, 

even in difficult circumstances.  

I Because sometimes when people are really depressed, um, you can make 
a decision not to take your medication because you think “what's the 
point?” Has that ever happened to you? 
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R No, however much I'm depressed, however much I feel bad about myself, then 
I've got the thing within me saying I've got a reason to live. I have got to live. First 
I have got to see my children growing up. I've got to see my grandchildren, and I've 
got to prepare them for this nasty world where they are heading. So for that reason 
and that reason alone I have got to. 

(Annabel, East African, more than 20 years since migration,  
permanent residency) 

Routine and organisation were also used as strategies to combat some of the 

practical and logistical demands of busy migrant life, which might disrupt 

adherence to ART.  

I And is it... what’s it like having to take those pills?  

R It’s good because I take them before to sleep. Then when I wake up I will not 
forget. Because when I was taking in the morning sometimes I’d remember it’s too 
late or I’m out of... I’m already outside. It was difficult. But now those ones, when I 
take before to sleep, when I’m taking the water I’ve finished to... it’s just... I have just 
to take... there’s a special bag, to open it and do it.  

(Henrietta, Middle African, 15-19 years since migration, refugee)  

These daily habits helped individuals become what one participant described as “a 

more mature HIV person”. Medication was accepted as effective, lifesaving and life-

enhancing treatment for HIV, and was incorporated into everyday life.  

R So at, at the beginning I didn’t want to... you know, to paint about HIV because 
I’m HIV-positive. I was like, oh, wow... but it’s not that I feel the need to paint about 
that, but just more... it’s a subject like maybe a landscape or why not? I’ve got pills; 
I’ve got... it’s my life, so let’s do something with it. Let’s, like, to, to transform this 
thing, that you have to take your pills, so paint your pills, you know? It’s like 
painters in the nineteenth century. They are just at the window, beautiful landscape, 
so they made the beautiful landscape. I’ve got my pills, so I paint my pills, you know, 
so it’s just like... 

I How many pill paintings have you done? 

R Ah, 3,285. 

(Ludo, European, less than 5 years since migration, EU National) 

In this quote, Ludo, who had only been diagnosed six months before the interview, 

shows he has taken the strict guidelines required for ART adherence (and survival) 
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and brought them into his way of understanding his life. Earlier in the interview he 

had remarked that he had stopped painting for four years and resumed as soon as 

he moved to the UK. It seems he then used his knowledge of painting to understand 

his medication – a new aspect of his post-migration life. He was aware that he had 

painted more pills than he had consumed and had consciously used painting to 

visualise approximately three years of treatment. 

Similarly, Katherine’s remarks, below, illustrate how individuals adapt to and 

accept ART, even after experiencing severe side effects.  

R [Taking medication is] okay with me. I’m now, you know, it’s like me and them, 
we are friends. That’s what I have to say. I have to accept it and, you know, make it 
easy for myself. So, I don’t see any problem with that. Sometimes the time, the time, 
when the time comes, I know this is it. I need to; I have to take them. 

(Katherine, East Africa, 10-14 years since migration, refugee) 

By conceptualising her medication as “friends”, the interviewee appears to accept 

that ART is beneficial. She, like other participants, had chosen to prioritise 

medication, perhaps as a mechanism for exercising control in a situation that had 

been far outside her control. In this way, while initiating medication could be 

interpreted as relinquishing agency, adherence to ART perhaps signalled acceptance 

and accountability. 

This acceptance of the responsibility of adhering to ART is obviously essential for 

TasP. But acceptance and accountability on an individual level may not be constant, 

and when disruptions and interruptions arise migrants living with HIV might 

fluctuate in their adherence, in part because of their lives as migrants. Others have 

theorised that community-wide understanding of the benefits of treatment are 

needed to ensure that TasP and other biomedical HIV prevention interventions are 

successful (Hanson et al., 2015, Keogh, 2017, Knight et al., 2016). Therefore the final 

part of this chapter examines participants’ understanding of the effectiveness of HIV 

treatment and how migrants understand its relationship to the broader public 

health goals associated with TasP.  
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Participants who started ART after experiencing debilitating symptoms associated 

with opportunistic infections described their dramatic and observable recovery as 

evidence of the effectiveness of ART.  

R I know [treatment] works because from where I was, to see me like this, it’s a 
wonder. It works. 

(Katherine, East Africa, 10-14 years since migration, refugee) 

Now, I can run from here to [East London] without stopping. Why? It's the 
medication. 

(Jimmy, West African, 5-9 years since migration, refugee) 

In contrast, those who initiated treatment before experiencing ill-health relied on 

feedback from clinicians – especially laboratory results – to determine the 

effectiveness of medication.  

R The doctor said if I’m comfortable, I’m not having side effects and it’s working 
for me, my CD4 count is very good, about 400 or 500 or 600, more than his, so I 
should stay on the tablets I’m on so I’m quite confident that the tablets is doing 
something. I never miss my medication.  

(Diana, West African, 20+ years since migration, permanent residency) 

I So that [an undetectable viral load and high CD4 cell count] is how you 
know the pill is working? 

R Mm. 

I But is there a change in your body? Do you feel different? 

R No.  

I No difference? 

R When I was first diagnosed I forgot that I had a health issue. Then I would look 
at myself in the mirror and say “Oh no!” [laugh] 

(Naomi, West African, Less than 5 years since migration, asylum seeker) 

This quote from Naomi also makes it clear that the embodiment of HIV is much 

more than the virus and the manifestation of disease. Naomi looks in the mirror and 

does not see a sick person, and while she knows the biomarkers indicate she is well, 
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there is no physical feedback to indicate she is living with the virus.52 Similarly, this 

quote from Susan demonstrates that, for some patients, even if the biomarkers 

indicate effectiveness, this is not necessarily a measure of patient well-being.  

R I know the pills work because I’m undetectable now. But if I didn’t know I was 
undetectable, I wouldn’t know the medication work because I still feel pain, I still 
feel sick sometime. Sometimes I feel like I’m disabled; like I’m a disabled person. 
Because sometimes I wake up I can’t walk. There are days that I’m got a walking 
stick. Sometimes I can’t walk. Sometimes my head is so heavy like I’ve got a 
hangover. 

I And this is because of the HIV? 

R I think it’s side effects of the medication and stuff like that. I don’t think it’s... 
Because... . That’s why my doctor explains it to me, the only thing they are interested 
in, is the virus. If the medication is controlling the virus, it might be doing something 
else but if it’s controlling the virus that’s our goal. 

(Susan, Southern African, migrated 10-14 years ago, undocumented) 

Susan’s comments earlier in the interview reveal that the “pain” she feels is perhaps 

linked to severe psychological stress associated with her immigration status and the 

many problems that arise from being undocumented. Although she suggests that 

she may be experiencing “side effects”, she also mentions that the doctor is only 

interested in controlling the virus. As the quote that opens this chapter illustrates, 

her HIV “bothers” her because “I don’t know my tomorrow”.  

This contradiction was present for many interviewees. They believed in the 

effectiveness of ART and were, for the most part, adherent to ensure their survival. 

Nonetheless, they were not thriving, and experiences of stigma, socioeconomic 

deprivation, and immigration-related stress contributed to feelings of helplessness 

and misery.  

Like, I’m being treated [by the Home Office] like someone who killed a person. Like, 
not only one person, but who killed, like, 2,000 people. Can you imagine they [NASS] 
give me a card of £35, that £35, you are not allowed to see cash, you just go and buy 

                                                
52 It should be noted that Naomi was living with a severe and often painful congenital condition. She 
had always had a “health issue”. She and most of the other interviewees living with multiple 
morbidities, had markedly different attitudes towards their different illnesses. Stigma prevented them 
from disclosing their HIV status. In contrast, most felt free to discuss their other illnesses with friends, 
family and community members.  
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food in Tesco’s, Sainsbury’s, Iceland. But you never see even a penny; you are not 
allowed to, you know? 

And I am from a Christian family, I have to go to church, and when you go to church 
sometimes you need at least to do an offer direct to God because God gave you life, 
hmm? As I told you, 96% of my friends are no more there, so you think “I should 
thank god I am still alive”. When I was tested my CD4 was 200, now it is 435, my 
HIV is undetectable, so I said, “Why shouldn’t I thank God?” However, I have got 
ups and downs, so the treatment I’m getting [from the Home Office], I will die as a 
happy man, honestly, because I have suffered. 

(Craig, East African, 10-14 years since migration, asylum seeker) 

It is possible that this difficulty reconciling the disparity between the clinical 

biomarkers of wellness and lived experience of suffering contributed to some 

participants ambivalence about the benefits of ART for the wider community. 

Interviewees could explain the mechanisms behind treatment as prevention and 

understood the concept of an undetectable viral load. But none of the participants 

explicitly expressed ideas about the public health benefits of individuals remaining 

undetectable (although one did remark that by taking medication she was 

contributing to society by remaining well).  

Despite this understanding of the relationship between ART adherence and an 

undetectable viral load, some did not trust that treatment could be used to prevent 

onward transmission of HIV.  

I Are you undetectable? 
R Yes, they say I’m undetectable. 
I And what does that mean to you? 
R Well, I feel happy because it means the virus is there… what should I say? It’s in 
a dormant state; it’s sleeping. So, it feels good. 
I And what about passing your HIV to somebody else? Giving HIV to 
somebody else? 
R No. 
I You… because of your undetectable viral load? 
R Yeah. No, I don’t take their word. I would rather go out with someone who is HIV 
positive than someone who is not, yeah. 

(George, East Africa, 5-9 years since migration, asylum seeker) 

These reservations about relying on an undetectable viral load suggest that while 

participants believed ART could produce transformations on the physical and 



 

250 

cellular level, they could not trust ART to alleviate the risk of transmission entirely. 

Participants who felt accountable for protecting their partners were adamant that 

the only form of “protected sex” was sex with a condom.  

R When I learned that, I don’t really know how far that’s true. I’ve been asking 
people in support groups and they say that they have slept with people who are HIV 
negative and they never told them. They never had any protection because they are 
undetectable, they are on medication and the person didn’t get it. 

I Right. So you believe it? 

R I believe it, but it’s kind of risky I would say. Because this is what I read, that 
even if you have an undetectable viral load, you don’t know when the virus can come 
up again. When you’re not using protection, they can get it from you. 

(Naomi, West African, Less than 5 years since migration, asylum seeker) 

Yes, but it’s still, you know, well, mine is, like you said, is mine like that 
[undetectable], you know. Everything is in control, but I will never let someone have 
sex with me without a condom. But still, like I said, for him and for me, it has to be 
on the safe side, the condom is better. 

(Omar, East Africa, 5-9 years since migration, refugee) 

Even among the few respondents who said they were wholly convinced by the 

ability of ART to reduce the risk of transmission to negligible levels, fear of criminal 

prosecution or the potential to acquire other STI meant that they would not consider 

condomless sex. 

I So you would not have sex with somebody that you thought was HIV 
negative, without a condom? 

R No. And I don’t think I would have sex with somebody, because I fear that, going 
to court, you know, and then your name is there, you infected somebody. Yes, you 
go to jail, things like that.  

(Katherine, East Africa, 10-14 years since migration, refugee) 

I And you’re confident [that you cannot pass HIV to your partner]? 

R 100% plus. 100% plus. With my medication, I’m well-controlled. Even if 
someone... Even if I get infected by somebody while I’m taking my medication, they 
will be hitting against the wall because I’m... But I’m not protected on hepatitis and 
gonorrhoea. 



 

251 

I So those things worry you? 

R A lot. 

I Because of your partner. 

R Because of his behaviour.  

(Susan, Southern African, migrated 10-14 years ago, undocumented) 

Interestingly, moments before stating she could not have condomless sex with her 

HIV negative partner, Susan had expressed happiness at the idea of an undetectable 

viral load in relation to preventing onward transmission (“It makes me feel safe that 

I can’t spread HIV anymore”). She was the only participant to express this benefit of 

having an undetectable viral load directly.  

6.9.1 PEP and PrEP 

More insight into how interviewees understood TasP comes from examining their 

understanding of other biomedical HIV prevention interventions. Many of the 

participants were aware of PEP and able to give accurate descriptions of what to do 

in the event they would need to recommend it to a partner or someone else. Most of 

this knowledge had been acquired from support groups and information leaflets 

from clinics. But there was some confusion about the mechanisms behind PEP (“We 

are told there’s no drug that can kill the virus, so you begin to wonder how does 

PEP work?”). Only one participant had heard of PrEP, but once I provided 

interviewees with an explanation many were vaguely aware of the concept. PrEP 

was associated with risky sex with unknown partners, partying and drunken 

behaviour undertaken by teenagers. In contrast, PEP was associated with 

responsible behaviour and only understood in terms of condom failure; those who 

had been accountable enough to use condoms were spared infection through the 

use of PEP.  

Such misgivings about the efficacy and suitability of PEP/PrEP were at odds with 

the authority granted to clinicians when respondents considered ART initiation. It is 

possible that like the black Caribbean migrants in the study by Anderson et al. 

(2008), these reservations over trusting biomedical interventions are underpinned 

by an internalised fear of transmission and internalised stigma (see Table 2.1; 
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Chapter 2). Interviewees in this study did not explicitly articulate feelings of shame 

or blame when talking about “unprotected sex”. But stigma was prominent 

throughout participants’ lives, and it is likely that for some respondents internalised 

stigma played a crucial role in shaping their attitudes towards TasP, PEP and PrEP. 

Regardless of how much knowledge they received from clinicians and support 

groups, or even their own experiences of recovery, the trust in biomedicine could 

not overcome the stigma and the fear of transmitting HIV.  

PEP or PrEP or “being undetectable”, might prevent HIV transmission to an HIV 

negative sexual partner, but as the following quote demonstrates, it does not 

prevent HIV-related stigma and discrimination (this time in the form of “pity”) from 

negative partners.  

R Because he’s not... even though you [wear a condom]… he will just be scared. 
The way you just see someone is… and even yourself, you feel guilty. 

I But what about treatment? Doesn’t treatment stop you from passing HIV 
on? 

R Even the... I’m telling you… me also… he’s just a human being. Even they say 
that, but people are still scared. […] and some even will say, "Okay, I will help you 
now, you see, because you, you are positive, I’m helping you, I’m helping you and 
your children". Now, it’s not a relationship.  

I Right. 

R That is someone now who is just sorry for you.  

(Henrietta, Middle African, 15-19 years since migration, refugee)  

Here, Henrietta is talking about her experience with a serodiscordant ex-partner. 

She alludes to the constant fear of HIV transmission during sex, even while wearing 

a condom. An undetectable viral load does not prevent fear of passing the virus to 

an uninfected partner, and the suggestion is that such fear is rational since her 

partner was “just a human being”. If the fear is overcome, it comes at a price – the 

feeling that the relationship is based on pity, and not truly a relationship at all.  

In all these views, the common theme is about how a purely biomedical approach to 

HIV perhaps ignores the lived experiences of people living with HIV. The trust in 

biomarkers (and TasP as a community-wide intervention) was limited because 
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interviewees knew that living well with HIV was not merely about taking 

medication and remaining undetectable. Drawing on their own experiences with 

stigma, deprivation, and immigration-related stress, interviewees concluded that 

ART could only be trusted as an individual-level intervention and their 

accountability could not be extended to others.  

*** 

Several months after I concluded these interviews, a global health equity initiative 

called “Prevention Access Campaign” launched a project that seeks to empower 

people living with HIV by publicising TasP (Prevention Access Campaign, 2018). 

The campaign message was a simple slogan: “Undetectable=Untransmittable 

(U=U)” that was endorsed by over 500 organisations worldwide (see Figure 6-1 for 

examples of the slogan in health promotion media). In November 2017, an editorial 

appeared in The Lancet: HIV which praised the success the campaign in raising 

awareness of TasP: 

U=U is a simple but hugely important campaign based on a solid foundation of 
scientific evidence. It has already been successful in influencing public opinion, 
causing more people with HIV (and their friends and families) to comprehend that 
they can live long, healthy lives, have children, and never have to worry about 
passing on their infection to others. The clarity of the message will make it easier to 
promote the undeniable benefits of treatment, which will encourage more and more 
people with HIV to seek treatment, bringing the HIV community one step closer to 
achievement of the UNAIDS' 90-90-90 target by 2020 and to complete elimination 
of the entirely unfair and outdated stigma still faced by many people living with HIV 
today.  

The Lancet HIV, 2017  

It is conceivable that had they been exposed to the strong, unequivocal messaging 

about the certainty of U=U, interviewees might have had more belief in TasP. 53 In 

the past, an individual’s own sense of accountability may have ultimately left them 

without sufficient trust, belief and agency to truly benefit from using treatment as 

prevention. In its promotion of U=U, the Prevention Access Campaign has urged 

                                                
53 Excerpt from the Frequently Asked Questions page on the Prevention Access Campaign website: “Q 
Is the risk zero? A: In real-world terms, yes the risk is zero.”     
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people living with HIV to share the accountability for protecting sexual partners 

from HIV acquisition with clinicians, researchers and the pharmaceutical companies 

producing ART and endorsing TasP. Future research will determine how much 

“U=U” will contribute to improving the lives of migrants living with HIV. 

 

Figure 6-1: Example Undetectable = Untransmittable infographics and communications  
Source: Prevention Access Campaign. Top: International AIDS Society, Centre Right; British HIV 
Association; Bottom Left: HIV Prevention England and THT “It starts with me” health promotion 
campaign. Bottom Right: European Centre for Disease Prevention and Control.  
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6.10 Limitations 

Almost all the in-depth interviewees were recruited via support groups and those 

who had been diagnosed for more than 15 years could be considered “expert 

patients”. As noted earlier in the literature review chapter, participants from some 

studies have suggested that support group attendees are different from non-

attendees. (Doyal and Anderson, 2005, Anderson et al., 2009a, Dodds, 2006). 

Support group attendees are likely to be different from people do not attend groups 

since, by their nature, support groups are there for those who are struggling with 

various aspects of living with HIV. Thus, different themes may have emerged from 

the data from those who are better able to cope with the social and psychological 

aspects of living with HIV. On the other hand, there are those who may be 

experiencing difficulties but do not have the capacity to attend support groups, for 

example, people with caring duties or employed to work antisocial hours (as many 

migrants are). Nonetheless, the concepts explored about migration experiences and 

initiating ART are applicable to other migrants living with HIV. 

Summary 

In this chapter, I have charted a rather simple linear journey to ART for migrants, 

starting with life before migration and ending with acceptance of medication. It 

would be unrealistic to suggest that this simplified narrative represents the 

complete picture; migration is an ongoing process that does not end when an 

individual arrives in the destination country. As migrants, they may choose to move 

on to a new country, or return home to their country of birth,  events that require a 

person to continue to adapt. 54 Even among those whose migration journey is 

complete, new mechanisms of resilience might be adopted as acceptance of ART 

may fluctuate depending on life circumstances, least not immigration status. 

This chapter has highlighted the importance of incorporating a historical 

understanding of migration and HIV when exploring the barriers to TasP within an 

                                                
54 It is beyond the scope of this thesis to explore how interviewees envisioned their future on ART if 
they returned home permanently. It is suffice to note that while all of those who were undocumented 
or asylum seekers were concerned about the prospect of returning to a developing country without 
access to free ART, some also welcomed the idea of returning home to be with their families.  
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ecosocial framework. At an individual level, migrant plans and histories act as 

pathways to embodiment, as push/pull factors and migrant networks exert 

influence on how and when individuals access primary care, HIV testing and ART. 

On a national level, changes to immigration law and policies that affect access to 

healthcare services also act as pathways to embodiment; migrants negotiating the 

complex immigration systems may prioritise securing permanent residency over 

seeking healthcare, may not be aware of healthcare entitlements in a continually 

changing immigration system, or otherwise experience psychosocial stressors linked 

to immigration that have a negative impact on health. 

A historical perspective also emphasised the persistence of known barriers to HIV 

testing and care among more recently diagnosed migrants. Fear of death and illness, 

missed opportunities for HIV testing, low perceived risk of acquiring HIV, and of 

course, HIV-related stigma are barriers that have been identified in the literature for 

more than a decade, yet these factors still represent obstacles to HIV services for 

migrants. Pharmacological developments have altered the extent to which adverse 

reactions to medication dominate individual relationships with ART, but even 

current regimens present side effects that cause disruptions and interruptions to 

ART.  

The data I have presented so far indicates that understanding the barriers to success 

for TasP among migrant populations is dependent on an approach that 

encompasses the social determinants of disease distribution and situates HIV 

prevention within an ecosocial framework. In the final chapter of this thesis I 

discuss the findings presented so far, examine the limitations of the studies 

conducted, and explore the future of the HIV epidemic among migrants in Europe.   
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Chapter 7 Discussion 

But our quest to end AIDS has only just begun. We live in fragile times, where gains 
can be easily reversed. The biggest challenge to moving forward is complacency. 

Michel Sidibé, UNAIDS Executive Director 55 

In July 2017 UNAIDS released an interim report which charted the progress 

towards the 90-90-90 targets. The news was good: in just three years access to ART 

had been scaled up and a record 19.5 million people were on treatment. More than 

two-thirds of people living with HIV were aware of their status, and more than half 

of all people living with HIV were accessing ART (UNAIDS, 2017a). Within Europe, 

there was even better news: 83% of people living with HIV had been diagnosed; 

83% of those diagnosed were on treatment; and 89% of people on treatment had 

achieved viral suppression (ECDC, 2017b). “Ending AIDS” is around the corner for 

many nations, but the challenges to successful TasP remain in Europe where the 

proportion of people not receiving treatment ranges from 25% to more than 85% in 

some countries (ECDC, 2017b). 

TasP works on the assumption that the HIV epidemic will be curbed by the 

unintended benefits of rational decision making by individuals who initiate and 

adhere to ART for their personal benefit, be that for better health or the desire to 

become undetectable and untransmittable. This narrative can be criticised for failing 

to consider the ecological context within which TasP must occur and for neglecting 

the influence of wider social and structural determinants of individual health-

seeking behaviour.  

In this thesis I used ecosocial theory to inform empirical research that establishes 

which factors would facilitate TasP among migrants in Europe. The aMASE study 

was the first multinational collaborative study to specifically sample migrants from 

across the globe living in Europe. The findings provide valuable information about 

the barriers faced by migrants when accessing HIV testing, treatment and ongoing 

care. The study captured a diverse sample of migrant communities at risk of HIV 

                                                
55 UNAIDS, 2017a   
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infection, including migrant gay or bisexual men who form a substantial, relatively 

under-researched, proportion of the HIV epidemic in Europe.  

Using survey data collected from patients in 57 HIV clinics in nine countries and 

community-based participants in 31 countries, I explored the factors associated with 

two key outcomes: access to HIV testing and access to primary care. The study 

design and recruitment strategies resulted in two diverse, heterogeneous sample 

populations. Across both samples, participants originated from over 160 countries, 

ranged in age from 18 to 79 years, and included EU nationals, recently arrived 

asylum seekers, as well as long-term migrants who had spent most of their lives in 

their current country of residence. These surveys were supported by 22 in-depth 

interviews with mostly black African people living with HIV in the UK. These 

interviews provided historical and ecological context for the survey data. The 

findings highlighted the importance of migrant networks in securing access to 

healthcare as well as the influence of agency and accountability on initiating and 

adhering to HIV treatment.  

In this final chapter, I bring the findings from these sources together and 

demonstrate that structural and ecosocial factors have an essential role in ensuring 

TasP is successful for migrants living in Europe. I emphasise the need for 

interventions to address barriers to HIV testing and healthcare at the individual, 

group, national and global level. These discussions are divided into four sections.  

First, I place the key findings from the surveys and in-depth interviews in the 

context of the broader literature. Second, I consider the research questions of the 

thesis and discuss the factors associated with HIV testing and access to ongoing care 

and how these differ across migrant groups. A disproportionate number of men 

were recruited to both survey samples, a result that was expected given the burden 

of HIV among MSM. The data were analysed as three separate gender-related 

groups, and in this chapter, I will continue to use these three groups to discuss the 

barriers and facilitators to HIV testing and care. Third, I discuss the overall 

strengths of the studies and return to some of the limitations of the data collected, 

and I also provide a critique of the ecosocial framework. Finally, I discuss the 
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implications of these findings, the key points of intervention for TasP in migrant 

communities in Europe and provide suggestions for future research. 

7.1 Findings in context 

It is difficult to compare the aMASE study findings to that of other studies because 

it is the first study to compare multiple migrant groups living across Europe. Before 

this study there was relatively little evidence about the unmet HIV prevention, 

testing and treatment needs of migrant populations. While European level 

surveillance data was able to capture and collate information regarding the 

disproportionate rates of late diagnosis and illness among migrants, the 

heterogeneity of the populations affected made it difficult to turn evidence into HIV 

prevention practice. A number of European sexual health and HIV studies that 

sampled migrant populations had been undertaken, but these were often limited to 

migrants originating from one region, (with particular focus on black Africans; Prost 

et al., 2008, Burns et al., 2005, Valin et al., 2002, Manirankunda et al., 2012) or 

residing in one country (Burns et al., 2008, Evans et al., 2009, Weine et al., 2012, 

Wirtz et al., 2014). Few studies focussed on the role of access to primary care as a 

gateway to providing HIV testing and earlier diagnosis (Gennotte et al., 2013, Prost 

et al., 2009, Surah et al., 2009, Leber et al., 2015). Additionally, many studies did not 

delineate between migrants and individuals from established ethnic minority 

communities (second, third or fourth generation migrants).  

Despite the difficulty in comparing aMASE survey findings to other studies, it is 

helpful to assess the estimates of the key outcomes in the context of the published 

literature, given that both surveys use convenience sampling. In January 2018, I 

updated the scoping review I conducted in 2015, using the same search strategy and 

methods detailed in Chapter 2.56 In total, 1,423 references were retrieved, 46 of 

which were selected for full paper review. Much like the studies in the literature 

review, many of the findings from these latest studies relate to migrants from one 

region or residing in one country. Where possible the aMASE survey estimates are 

                                                
56 The search was limited to papers published between 1st January 2015 and 18th January 2018.  
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compared with these latest papers, with the assumption that estimates of outcomes 

among migrant gay/bisexual men in the aMASE surveys are only comparable to 

estimates from studies with migrant MSM.  

7.1.1 HIV testing 

There were few examples in the literature of clinic-based estimates of HIV testing 

history among migrants living in Europe. As I reported in the literature review 

chapter, Dias et al., estimated that 55.3% of women and 47.6% of heterosexual men 

attending a centre for immigrants had previously tested for HIV (Dias et al., 2011) 

which compares well to the 47.2% of women and 42.8% of heterosexual who had a 

previous negative HIV test in the clinic sample. Courdere et al. (2017) conducted a 

survey among service attendees at a healthcare centre for migrants in Antwerp, 

Belgium and found that 44% had previously tested for HIV although this ranged 

from 14% among Asian-born migrants to 80% among migrants from sub-Saharan 

Africa.  

Data on HIV testing among migrants in the general population remain sparse. 

ECDC collated HIV testing data from 31 European countries via the Dublin 

Declaration reporting mechanism in 2016 (ECDC, 2017a).57 Only eight of 38 

reporting countries were able to provide HIV testing rates for migrants. Estimates of 

HIV testing in the past year among migrants from high prevalence countries ranged 

from 4% in Austria to 62% in Greece. It is unclear whether these estimates were 

from healthcare settings or community samples or how the data were collected. The 

estimates of the prevalence of HIV testing within the past year in the aMASE 

community survey for women (38.4%) and heterosexual men (52.8%) are within the 

broad range reported to ECDC.  

The percentage of women (64.9%) and heterosexual men (56.5%) in the community 

sample who had ever tested for HIV was larger than those who had tested in the 

                                                
57 The Dublin Declaration on Partnership to Fight HIV/AIDS in Europe and Central Asia was signed 
and adopted in 2004 by 48 countries in the WHO European region. Signatories are committed to acting 
collectively in tackling the HIV/AIDS epidemic and to closely monitoring and evaluating the 
implementation of the actions outlined in the Declaration of Commitment of the United Nations 
General Assembly Session on HIV/AIDS. ECDC monitors the implementation of the Dublin 
Declaration by collating surveillance and other data from member states (ECDC and WHO Europe, 
2016). 
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past year. Although these percentages are comparable to those found in an online 

survey with Polish migrants resident in the UK (67.6% of men and 79.7% of women; 

Ganczak et al., 2017), they are slightly higher than those found in surveys that used 

probability sampling. In a follow-up publication to the study I cited in the literature 

review (Massari et al., 2011), colleagues in France reported that 50.6% of men and 

59.1% of women recruited to a household survey in the Paris metropolitan area had 

previously tested for HIV (Massari et al., 2015). Another household probability 

survey, the third British National Survey of Sexual Attitudes and Lifestyles (Natsal-

3), found that 46.1% of black African women and 43.9% of black African men in had 

tested within the past five years (Sonnenberg et al., 2013).58  

The prevalence of HIV testing among African-born women and heterosexual men 

were also slightly higher than found in three commercial venue-based studies with 

black African migrants: Mayisha 2016 in London, UK found that 72.5% of women 

and 69.4% of men had previously tested (Fakoya et al., 2018); MiSSA in Hamburg, 

Germany found that 74% of women and 63% of men had ever tested (Santos-

Hovener et al., 2015); and the TOGETHER Project in Antwerp, Belgium reported 

lifetime HIV testing among 74.4% of women and 69.0% of men (Loos et al., 2017). 

Gay and bisexual men 

HIV testing estimates among gay/bisexual men who participated in aMASE were 

high: 82.2% of men in the clinic sample and 86.6% of HIV negative men in the 

community sample had previously tested for HIV. These estimates compare well 

with similar studies; Elford and others (2012) found self-reported lifetime HIV 

testing rates among MSM completing a UK-based internet survey ranged from 68% 

among South Asian men to 90% among Latin American migrant men (Elford et al., 

2012); a different UK-based online survey found that HIV testing (ever) ranged from 

76.2% among “Asian/Mixed Asian and white” participants to 88.% among “white 

other” men (Hickson et al., 2017); a Swedish online survey with foreign-born MSM 

found that 80.3% of respondents reported HIV testing (ever) and 45.4% had tested in 

the past year (Strömdahl et al., 2017) . The European MSM Internet Survey (EMIS), a 

                                                
58 Estimates of HIV testing within the past 5 years for HIV negative participants in the aMASE 
community survey: women 66.8%; heterosexual men 79.5%.  
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sizeable internet-based study of sexual health among MSM in Europe that used 

comparable sampling methods to the aMASE community survey, did not 

disaggregate the published data by migrant status. EMIS found that 71% of survey 

participants previously tested (35% had tested in the past year; The EMIS Network, 

2013).  

7.1.2 Access to ongoing HIV treatment and care 

Previous studies have reported various estimates of registration or attendance at 

general practice among migrants living with HIV. Burns (2009), reported that 84.6% 

of the black Africans in her London based study were registered at the GP (Burns, 

2009), which is in keeping with the estimates from the aMASE clinic and community 

survey respondents living with HIV. However, a retrospective clinical records 

review of patients attending a specialist Spanish-speaking HIV clinic service in 

London found that 20% of participants were registered at the GP (Hart et al., 2015).  

It is more difficult to compare the estimates of primary care registration/attendance 

among the wider migrant population that were obtained from the aMASE 

community survey. There are limited data from official registries about healthcare 

utilisation among migrants (Nielsen et al., 2009), and information from empirical 

research is similarly sparse. Findings from two separate but related systematic 

reviews showed that between January 1999 and April 2016 there were 25 studies 

(survey and registry) which estimated migrant GP usage across Europe (Norredam 

et al., 2010, Graetz et al., 2017). In both systematic reviews, the findings were mixed, 

with studies reporting higher, lower and no substantial difference in GP use when 

comparing migrants to the general (nonmigrant) population. Estimates of GP access 

derived from general health surveys ranged from 15% among a representative 

sample of migrants in Spain (Jiménez-Rubio and Hernández-Quevedo, 2011) to 97% 

among a random sample of migrants from Iraq living in Denmark (Nielsen et al., 

2012). A venue-based and online sexual health survey of Central and Eastern 

European migrants in London had much lower estimates of GP registration than the 

aMASE community survey, (between 35.1% and 67.2%; Burns et al., 2011). 
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7.1.3 Clinical characteristics 

Robust estimates of late diagnosis and viral suppression come from European 

surveillance data. ECDC estimates of late diagnosis among migrants are not directly 

comparable with the data presented in earlier chapters because the reported 

surveillance data are not disaggregated by gender and sexual orientation. Around 

half of all aMASE survey participants were diagnosed late, which compares well to 

ECDC reports of 50-57% of migrants diagnosed with a CD4 cell count <350 

cells/mms3 (ECDC and WHO Europe, 2016).  

ECDC does not disaggregate treatment uptake data by country of origin. Overall in 

2015, 85% (range 27-96%) of those living with diagnosed HIV in the EU/EEA were 

on treatment, indicating that treatment uptake in the aMASE clinic sample (81.1% 

overall) is comparable to surveillance data. Two studies looking specifically at ART 

uptake among migrants – surveillance data in Belgium (Van Beckhoven et al., 2015) 

and an HIV-clinic based survey in Amsterdam (Been et al., 2017 ) – both showed 

that >80% of migrants were on ART and had an undetectable viral load.  

*** 

In summary, the unique methods used in the aMASE survey data collection and 

analysis make it difficult to directly compare the estimates of the primary outcomes 

with published data. It appears that the aMASE community survey compares well 

to other online surveys with migrant populations, although sampling bias (as 

discussed in previous chapters) may mean that people who are more likely to have 

tested were more likely to participate in the survey. The clinic sample findings are 

broadly in-keeping with other observational data sources. The next sections, 

therefore, focus on what can be learned from these data. I start by discussing the 

factors associated with HIV testing and ongoing care among different gender-

related migrant groups.  

7.2 HIV testing in women and heterosexual men 

The findings from both aMASE surveys suggest that once migrant women and 

heterosexual men are diagnosed, access to HIV treatment follows. The 
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overwhelming majority of women and heterosexual men who participated in the 

clinic survey were on ART and over 80% of those on ART for longer than a year had 

undetectable viral loads. Similarly, almost all HIV positive participants in the 

community survey reported taking medication or visiting an HIV doctor in the past 

year. For over half of women and heterosexual men in both surveys their first HIV 

test was positive; similar proportions of clinic survey respondents were late 

presenters. Therefore, for women and heterosexual men, the success of TasP is likely 

to be primarily dependent on the scale-up of HIV testing interventions, particularly 

those that prioritise early diagnosis and frequent testing. This section discusses the 

different factors associated with HIV testing.  

7.2.1 Structural factors associated with HIV testing 

A complicated picture of HIV testing emerged for women and heterosexual men. In 

women, there were differences in HIV testing history according to region of 

residence or immigration status. This suggests that there are structural barriers or 

facilitators to HIV testing within different parts of Europe. Unknown confounders, 

possibly related to legal entitlements to healthcare for documented migrants or 

socioeconomic status, may be linked to these findings. Migrants often experience 

socioeconomic deprivation, which may be linked to under- or unemployment or the 

need to send remittances home (Spallek et al., 2014, Spallek et al., 2011). Data were 

collected on a variety of socioeconomic measures including income, food poverty 

and employment status. These variables were not associated with HIV testing in 

univariate or multivariable analysis among women and heterosexual men59 and 

therefore it is likely that the infrastructure around the migration process itself may 

have a significant impact on HIV testing.  

For example, it might be expected that refugees, asylum seekers and undocumented 

migrants are more likely to have problems accessing healthcare because of the 

inherent vulnerability associated with their position in society (Rechel et al., 2013, 

Spallek et al., 2014). Across Europe asylum seekers are barred from paid 

employment and undocumented migrants, if employed, rely on low paid work or 

                                                
59 For the most part. Income was associated with HIV testing (ever) in univariate analysis among HIV 
negative heterosexual men.  
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the support of friends and family (IOM, 2013). While refugees are entitled to work, 

many face barriers to employment in higher paid work (IOM, 2013, Rechel et al., 

2013). In contrast are migrants whose residency status is more “permanent” either 

as a result of freedom of movement laws within the EU/EEA, indefinite leave to 

remain or other forms of naturalisation. This group potentially experiences a 

relatively elevated social position given that in many countries legal rights and 

entitlements of such migrants are almost the same as citizens.60 Migrants that arrive 

on temporary visas may rely on networks of friends and family to gain access to 

healthcare and employment, but are not entitled to most welfare payments. The in-

depth interviews presented in Chapter 6 showed how state networks can essentially 

fast-track asylum seekers and refugees into healthcare, accommodation and the 

entire social security system. The challenges faced by undocumented migrants are 

also different from those with temporary residency permits. Individuals often 

become undocumented by overstaying temporary visas or failing to secure refugee 

status after a protracted period of trying to claim asylum. Paradoxically, it may be 

the process of becoming undocumented that brings these migrants to HIV testing by 

placing them in contact with state networks (when seeking asylum or legal advice) 

which in turn facilitates interaction with healthcare services.  

The interviewees’ accounts of the period shortly after arrival in the UK illuminate 

how temporary residency might act as a pathway of embodiment of health 

inequality in migrants. Individuals who migrate into networks where the emphasis 

is on self-sufficiency may be prone to de-prioritising their healthcare needs in 

favour of employment and negotiating the complex immigration system. Stress, 

isolation and felt stigma surrounding both HIV and immigration status prevent HIV 

testing even among those who fall ill or perceive themselves to be at risk. These 

factors, measured at an individual level, can be further compounded by deficiencies 

at other levels. Health inequalities can thus become embodied as the result of clinic 

policies, as illustrated below.  

                                                
60 In the UK, Commonwealth citizens are entitled to vote in a general election but EU citizens (other 
than UK, Republic of Ireland, Cyprus and Malta) are not.  
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7.2.2 Clinical level facilitators for HIV testing 

Structural facilitators for increased uptake of HIV testing were present in the form 

of “front door” access to health services. The high proportion of female participants 

who tested as part of routine or quasi-routine health checks, as well as the 

prominence of child-bearing in the multivariable models, indicate the ongoing 

importance of provider-initiated HIV testing. The findings support the hypothesis 

put forward in other studies that migrant (heterosexual) men lack “front door” 

access to health services and are therefore less likely than women to come across 

opportunistic HIV testing (Burns et al., 2007, Chinouya, 2006, Dhairyawan et al., 

2012). Furthermore, the findings from this study indicate that not all women had 

“front door” access to health services and it is mostly women who receive antenatal 

care post-migration that benefit from provider-initiated HIV testing.  

Nonetheless, there is evidence that migrant heterosexual men, like nonmigrant men 

in general, are less likely to consult a doctor than women (Banks, 2001). Although 

over 90% HIV negative heterosexual men and women had attended at least one 

health service since migration, just under half of heterosexual men had attended a 

GP/family doctor compared with over two-thirds of women. Where HIV negative 

heterosexual men did have access to primary care, this was associated with HIV 

testing (although not recent testing), underscoring the need for interventions to 

increase the number of HIV test offers in primary care.  

In both surveys, there was evidence of opportunities for increased provider-initiated 

HIV testing that were not taken. Large proportions of women and heterosexual men 

in the clinic sample had attended primary care in the two years prior to diagnosis. 

However, attendance was not associated with the probability of having a negative 

test before diagnosis. Nor was there any observed difference in late diagnoses 

between those who had attended primary care in the two years before diagnosis 

and those who had not. In the community survey most respondents had visited a 

doctor or nurse in CCOR in the past year, and 9 out of 10 had visited some type of 

health service since migrating; yet less than half of respondents recalled HIV being 

mentioned while at a health service. These represent missed opportunities for HIV 
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testing in a service that has previously been shown to facilitate the uptake of HIV 

testing (Aung et al., 2017, Ashby et al., 2012).  

Missed opportunities in health services where clinic policy should include routine 

offer or opt-out for HIV testing are especially problematic. Less than half of female 

respondents in either survey recalled the mention of HIV in antenatal care. Given 

that opt-out or universal HIV testing at antenatal services is available in almost all 

the countries featured in the aMASE study (ECDC, 2016a), it is possible that women 

tested but did not recall being offered the test. As routine testing is also available at 

sexual health clinics in these countries (Mounier-Jack et al., 2008), the same 

explanation could account for nearly half of women and heterosexual men not 

recalling the mention of HIV those services. 

7.2.3 Risk perception and HIV testing 

For the migrant women and heterosexual men who do not attend health services as 

a matter of course, the uptake of HIV testing is dependent on HIV risk perception. 

Most of the participants in these two groups who had never tested had not done so 

because they did not perceive themselves to be at risk. In models examining HIV 

testing among HIV negative women, the number of sexual partners, forced sex, 

stigma and basic HIV knowledge were statistically significantly associated with HIV 

testing. All these variables could be interpreted as proxy measures for risk 

perception and highlight the enduring problem of low risk perception as a barrier to 

HIV testing among migrants. Even the association between region of birth and ever 

having tested for HIV could be interpreted as African-born women being much 

more likely to perceive themselves at risk of HIV than women born in Europe. 

Similarly, the number of sexual partners and region of birth also shapes HIV testing 

for heterosexual men. Therefore, risk perception and increasing understanding of 

who is at risk of acquiring HIV remains key to scaling up HIV testing among 

migrant women and heterosexual men. 

Of course, these associations between HIV testing uptake and region of birth or 

number of sexual partners could also be evidence of who is more likely to be offered 

an HIV test. People who report more sexual partners during a health check-up 
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might be encouraged to undertake a sexual health screen. Furthermore, across the 

European Union 57% of countries have national HIV testing guidelines, many of 

which include targeted testing of “most-at-risk groups, including migrants from 

sub-Saharan Africa” (ECDC, 2016b). It is notable that, in both women and 

heterosexual men, the strength of association between being born in Africa and HIV 

testing was smaller in the multivariable model of testing in the past five years 

compared to the model of any history of HIV testing. 

This is a difficult finding to interpret. Evidence from other studies suggest that black 

Africans do accept that region of origin is a legitimate reason for an HIV test offer 

(Loos et al., 2014, Burns, 2009, Manirankunda et al., 2012). Rayment et al. observed 

that people were more likely to accept an HIV test offer if they had never tested 

before (Rayment et al., 2012). African-born patients may accept HIV test offers based 

on the perceived risk related to their country of birth but refuse subsequent HIV test 

offers because they perceive their risk of HIV acquisition to be low. This would be 

consistent with other studies showing that low perception of personal risk is a 

barrier to HIV testing for various migrant or black and minority ethnic communities 

(Clifton et al., 2016, Prost et al., 2009). Similarly, healthcare providers may presume 

that most of the risk of acquiring HIV infection among African migrants occurs 

abroad. Providers may offer an initial post-migration HIV test, but not offer tests on 

subsequent visits. Within general practice, if HIV testing does occur at new patient 

registration, it may not necessarily be repeated on a regular basis.  

It is not unreasonable that individuals, regardless of their region of origin, draw a 

relationship between risk behaviour and HIV testing. Decades of health promotion 

and HIV interventions in many countries have rightly linked HIV transmission to 

risk behaviours. Prevention interventions in the form of campaigns that promote 

condom use or needle exchange programs essentially reinforce ideas that 

individuals test for HIV after engaging in “risky” behaviour.  

The ramifications of these narratives are that those who do not perceive themselves 

to be at risk of HIV, perhaps because they perceive their behaviour to be normative 

and not exceptional, are frequently diagnosed late (ECDC and WHO Europe, 2016), 
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although late diagnosis was not associated with previous negative testing in 

multivariable analysis. It is telling, however, that previous negative testing was not 

related to the number of lifetime sexual partners in either univariate or multivariate 

analysis. This indicates that sexual behaviour – and consequently risk perception – 

and the actual risk of acquiring HIV were not related among women or heterosexual 

men. 

7.3 HIV testing in gay and bisexual men 

In the literature review chapter, I commented on the way many studies conflate 

ethnicity, country of birth (and even nationality) with mode of transmission. 

Migrant men who acquired their HIV homosexually are often analysed in research 

or surveillance data as “MSM” with little to no sub-group analysis by country of 

birth or ethnicity (see: Elford et al., 2008b, The EMIS Network, 2013, ECDC and 

WHO Europe, 2016). Migrants who report same-sex relationships can be excluded 

from analysis, even if the paper is not overtly about heterosexuals (see: van Veen et 

al., 2011). Consequently, migrant gay and bisexual men living in Europe are perhaps 

one of the most overlooked research populations.61 The findings from the aMASE 

study and the in-depth interviews, therefore, provide much-needed evidence about 

the potential for TasP in this population. This section discusses the high rates of HIV 

testing in migrant gay/bisexual and I contemplate how improving access to primary 

care might boost testing among men who do not test annually.  

7.3.1 HIV testing, knowledge and awareness 

It is likely that, like other MSM populations, the migrant gay and bisexual men 

responding to aMASE had high levels of HIV awareness and knowledge which 

translated into high rates of HIV testing. Most gay/bisexual men understood basic 

facts about HIV, had heard of PEP and were engaged in HIV testing as part of 

routine health checks. In contrast to women and heterosexual men, more than 80% 

of gay/bisexual men in both surveys had a history of HIV testing.  

                                                
61 See Strengths and limitations for brief commentary about non-heterosexual women and trans* 
people in aMASE studies. 
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Where there were barriers to testing for gay/bisexual men these were mainly 

individual-level factors associated with sexual behaviour, and by extension, risk 

perception. Even though nearly two-fifths in both surveys had tested for HIV 

because they perceived themselves to be at risk, low perceived risk was the most 

frequently cited reason for not testing. Multivariable models with clinic survey data 

found that bisexual men and those with fewer partners were less likely to have a 

previous negative test. Similarly, in the community sample, those with fewer 

partners and high stigma scores were less likely to have ever tested. Gay/bisexual 

men in the community sample who had not used condoms at last sex presumably 

did not view themselves as at risk of HIV acquisition and were less likely to have 

tested in the past year, even after controlling for the HIV status of their last partner, 

number of partners and all other factors in the model. Indeed, 40% of HIV 

negative/untested men who did not use condoms at last sex chose not to because 

they did not perceive themselves to be at risk.62  

Similar results have been found in studies conducted on a national level and include 

both migrant and nonmigrant MSM. In the UK, the majority of MSM taking part in 

Natsal-3 who had engaged in risk behaviours did not perceive themselves to be at 

risk of HIV (Clifton et al., 2016). Sub-studies of EMIS found that lower numbers of 

partners was associated with infrequent or never testing for HIV (Carvalho et al., 

2013, Fernandez-Davila et al., 2013, den Daas et al., 2016, Marcus et al., 2015). 

Additionally, these studies found that many of those who had never tested also 

reported condomless anal intercourse.  

A recent German study, which compared recent testers with men who had never 

tested, sheds additional light on the link between perceived risk and sexual 

behaviour. In this online study of 1,171 MSM, the differences in HIV testing between 

the two groups was attributed to “a combination of differences in number of 

partners – not number of condomless anal intercourse episodes - and the perceived 

individual benefits and costs of HIV testing” (Marcus et al., 2016). Other studies 

                                                
62 It should be noted that condomless sex might not refer to unprotected anal intercourse as the survey 
did not define “sex” for respondents. Although nearly 5% of gay/bisexual men did indicate “non-
penetrative sex” in free text, it is possible that many respondents who reportedly did not perceive 
themselves to be at risk also had non-penetrative sexual encounter.  
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have found that MSM understand the risks of HIV acquisition in terms of high 

partner numbers or engaging in specific sexual acts. (Dowson et al., 2012, Knussen 

et al., 2014). Participants in these studies, like the migrant gay/bisexual men in 

aMASE, resisted testing because of fear of an HIV positive test result. Furthermore, 

it seems that HIV-related stigma persists in this population, with men’s perception 

of the risk HIV acquisition linked to promiscuity or sex with casual partners.  

HIV testing in primary care 

One structural facilitator for recent HIV testing in gay/bisexual men was observed: 

in the community sample men registered in primary care were more likely to have 

tested. Recall of the mention of HIV testing in health services in general (and 

primary care in particular) was much higher in gay/bisexual men than among 

women and heterosexual men. Although there is clearly evidence of missed 

opportunities for HIV testing, this finding suggests that provider-initiated HIV 

testing may be widespread among gay/bisexual men. Therefore, increased access to 

primary care among this group might result in an increase in HIV testing. 

The barriers to attending primary care among HIV negative gay/bisexual men were 

mainly structural. Those without permanent residency, or residing in Southern 

Europe, were less likely to have attended a family doctor or general practitioner. It 

is probable that, like women and heterosexual men, gay/bisexual men without 

access to networks find it difficult to integrate into healthcare, even after long 

periods in the country. In countries with weak primary care systems, co-payments 

for healthcare or complex entitlement regulations, it may be difficult for migrants to 

access primary care (Economou, 2010). For example, Greece has a weak, fragmented 

primary care system with no GP registration, and as a result there is a high burden 

on migrants who are seeking healthcare. (Economou, 2010, O’Donnell et al., 2016). 

Undocumented migrants attempting to access primary care in Italy or Spain may 

also encounter barriers associated with the health card registration or weak primary 

care coverage (Royo-Bordonada et al., 2013, Antonanzas, 2013, Kringos et al., 2013, 

Zarbailov et al., 2017).  
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The in-depth interviews I conducted with migrant MSM living with HIV showed 

that, even in the UK where there is a strong primary care system, migrant men 

might face barriers to HIV testing in primary care. GP registration did not translate 

to the offer of an HIV test and individuals who were registered struggled to 

prioritise health over other activities, in part due to their status as undocumented 

migrants. There is some evidence that nonmigrant gay and bisexual men prefer 

attending specialist sexual health and HIV services and may be reluctant to discuss 

their sexual health needs with general practitioners because of HIV-related or same-

sex stigma (Keogh et al., 2016, Cant, 2002, Dosekun et al., 2010). Migrant MSM may 

be reluctant to engage in HIV testing in general practice, especially if, like the men 

interviewed in Chapter 6, they were pushed to migrate to escape homophobia. 

The high levels of HIV testing among gay/bisexual men indicate that one half of the 

“test and treat” dyad is reasonably effective. There may be room for improvement, 

but in the interim, the key to TasP for this group probably lies in improving the 

early uptake of HIV treatment, as I discuss in the next section.  

7.4 Access to ongoing care for all gender-related groups 

In the clinic study, access to primary care was used to represent engagement with 

ongoing care outside HIV clinics. This measure was high in all gender-related 

groups, a finding that was not anticipated when the study was designed. In fact, 

access to primary care was so high in some countries multivariable analysis was 

inappropriate. Where multivariable analysis could be performed, primary care was 

found to be associated with structural factors such as immigration status and 

country of residence. Indeed, the country a person resides was perhaps the most 

important factor associated with access to primary care, indicating that national 

policies regarding healthcare provision for migrants might represent a substantial 

obstacle to TasP among migrant groups (see 7.3.1 for more on primary care 

provision).  
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7.4.1 Low treatment uptake among gay and bisexual men  

Over a quarter of gay/bisexual men who responded to the aMASE clinic survey 

were not on treatment more than three months after diagnosis. Most of these men 

reported this was because clinicians had advised against treatment initiation due to 

high CD4 cell counts. Fear of side effects or other difficulties taking medication were 

reported as reasons for not taking ART by less than one in ten gay/bisexual men. 

Interestingly, this finding is in keeping with conclusions from a recent multinational 

study examining readiness to commence ART. This clinic-based survey showed 

patient-side barriers to ART have shifted from fear of toxicity or ART manageability 

to barriers related to patients’ health and treatment beliefs (Fehr et al., 2016).  

All the data from the clinic survey were collected before updated European HIV 

Treatment Guidelines recommended that all newly diagnosed people begin ART 

immediately regardless of CD4 cell count (Ryom et al., 2016), so it is likely that 

clinicians were not advising respondents to start ART immediately or were perhaps 

giving patients time to adjust. The impact of the new guidelines on the uptake of 

ART in this population cannot be known from the data collected from the clinic 

study. But it is notable that more than 90% of gay/bisexual men not on treatment 

also had a detectable viral load, and more than 70% of those men had been 

diagnosed longer than six months. If the guidelines had been implemented at that 

time, those men might well have been taking ART and less likely to pass on their 

HIV infection.  

Acceptance and accountability for treatment 

The qualitative data provides some additional insight into why the journey from 

diagnosis to treatment initiation might take some time even when treatment 

guidelines are implemented. The process involves patients developing a certain 

level of trust and confidence in clinicians’ advice and recommendations about ART. 

In some instances, patients may view expert opinion not as advice but instruction 

about what level of disruption should be expected and tolerated when living with 

HIV. Individuals must accept that ART initiation and adherence involves changes to 

their lives and incorporate those changes into how they think and feel about their 

lived experienced. From the literature it is apparent that this transition is similar for 
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many nonmigrants diagnosed with HIV (Fehr et al., 2016, Kremer et al., 2006, 

Rodger et al., 2014). However, as shown in the in-depth interviews, migrants require 

an extra dose of resilience because so often the process of migration – which is 

never-ending for many people – places additional burdens on individuals. 

Resilience, acceptance and a sense of accountability are needed not just to initiate 

ART but to remain adherent to treatment and ongoing care.  

Migration burden 

This migration-related burden is evident from the multivariable model with the 

gay/bisexual men which showed that men without permanent residency permits 

were least likely to have access to primary care. It is also revealing that HIV positive 

gay/bisexual men resident for less than five years were much less likely to have 

access to primary care, even after adjusting for ART use (and as a result time since 

diagnosis). These men were recruited in specialist HIV services, therefore, were all 

receiving healthcare of some kind. However, full integration into health services in 

certain countries was limited by migration factors.  

The situation for migrants seeking healthcare in the UK exemplifies this tension 

between access to specialist HIV services and full integration into health services. In 

2004, the UK government changed existing regulations so that undocumented 

migrants living with HIV could no longer access free HIV care. In response NGOs 

such as National AIDS Trust and African HIV Policy Network campaigned to 

ensure that the 2012 Health and Social Care Bill included a provision that allowed 

all those living with HIV to access ART and specialist services free of charge (Power, 

2017). There was, however, a limitation: people with HIV who are not otherwise 

entitled to free healthcare would be charged when accessing other healthcare 

services (see Box 6.1 in Chapter 6). 

In the UK, where the mean age of people living with HIV is 45 years and 

comorbidities associated with ageing are becoming an issue, there is a changing 

landscape of healthcare provision for people with HIV (MacLellan et al., 2017). 

Previously HIV patients received a significant proportion of healthcare for co-

morbidities via specialist HIV services (Mapp et al., 2015). However, changes in 
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health service provision mean that HIV patients are increasingly referred back to 

their GP for non-HIV care (MacLellan et al., 2017). For undocumented migrants 

living with HIV and comorbidities, this atomistic approach – where individuals are 

entitled to ART but no other care – can only present a barrier to TasP.  

7.4.2 Difficulties in care 

The main barriers to accessing ongoing healthcare for all groups were similar to 

those expressed by patients living with other chronic conditions, for example long 

waiting times and difficulties with appointments (Hill and Joonas, 2005, Horigan et 

al., 2017). This is perhaps to be expected since the mechanisms of accessing care are 

well-documented barriers, particularly for migrants who have competing interests 

which deprioritise health concerns (Rechel et al., 2013).  

Language differences 

Language barriers presented a problem for around a quarter of participants who 

experienced problems in healthcare. This finding has probably been 

underestimated, in part because of the limitations of the study design. The in-depth 

interviews discussed in Chapter 6 provide new insight into how language 

differences may help individuals cope with living with HIV. Discussing HIV in a 

second language may facilitate acceptance of the diagnosis, even as it may present a 

barrier to understanding complex health issues. For those experiencing profound 

difficulties communicating with clinical staff, hospital-based language 

interpretation may be deficient. Friends or family may be called upon to help not 

just interpret but to act as a second pair of ears to confirm what has been discussed. 

In such cases chaperones must be made aware of patients’ HIV diagnosis, and 

patient-doctor confidentiality is lost.  

Language differences can present challenges to physicians providing complex 

ongoing HIV healthcare and could lead to poor health literacy among patients. Yet, 

this might not necessarily have a negative impact on the initiation of – and 

adherence to – ART. A systematic review of the effect of poor health literacy on 

patients living with HIV found inconsistent conclusions from the 41 studies 

reviewed. Patients with poor health literacy may be more likely trust their clinicians 
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and blindly comply with instructions, but they also may have unintentional 

nonadherence, having misunderstood the health information (Palumbo, 2015). 

Certainly, there is evidence from the interviews that trust in clinicians and 

compliance with instructions facilitates adherence. However, it was not clear if this 

was directly related to health literacy.  

Rights and entitlements  

Understanding one’s rights and entitlements to healthcare is an aspect of health 

literacy that was also touched upon in this thesis. Between one fifth and one quarter 

of clinic survey participants who experienced difficulties cited confusion about 

rights and entitlements as a difficulty when accessing care.  Unfortunately, it is not 

possible to determine from the survey data whether uncertainty about the legal 

rights to access care led to poor clinic attendance or adherence. Other studies have 

shown that fear of deportation has prevented individuals from seeking care (Rechel 

et al., 2013). The in-depth interviews point to broad issues associated with being 

undocumented (for example, poverty, insecure accommodation and 

underemployment) that individuals needed to navigate to ensure they attended 

appointments and adhered to medication. Resilience, acceptance and accountability 

allowed those respondents to withstand disruptions and interruptions to ART, yet 

others, particularly those who do not have the support of migrant networks, may 

not be so fortunate.  

Poverty and deprivation  

The clinic survey showed that poverty might influence access to ongoing care, with 

a substantial proportion in all groups reporting missing clinic appointments due to 

travel expenses and delaying or foregoing medication due to prescription costs. 

Poverty was especially prevalent among heterosexual men with more than a fifth 

reporting moderate or severe household hunger in the past four weeks. Poverty is 

well recognised as being associated with poorer engagement in care (Howarth et al., 

2017, Burch et al., 2014, Cavaleri et al., 2010, Koirala et al., 2017). While tackling the 

overall problem of economic inequality is beyond the capacity of service providers, 

these impediments to care need to be recognised and where possible support 

offered to help mitigate this barrier. 
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A small proportion of women and gay/bisexual men reported not being on HIV 

treatment because of the high cost. This could be considered a curious finding given 

that all the countries in the aMASE clinic survey currently provide HIV treatment 

for undocumented migrants at the same cost as others in the country (ECDC, 

2017b). But in recent years, in response to the Global Financial Crisis, several 

European countries have issued legislative changes regarding the rights to accessing 

healthcare for non-residents/ non-nationals. For example, in Spain the government 

rescinded access to primary healthcare for migrants without residency papers in 

September 2012 only to reinstate it again in March 2015 (AFP, 2015, Tremlett). In the 

United Kingdom proposals to charge short-term, temporary and undocumented 

migrants for primary medical care were debated in 2013 and partially implemented 

through a new Immigration Act in 2014 (Gower, 2015). Legislative changes that 

occur rapidly are likely to lead to confusion about entitlements to accessing care. It 

is possible that at the time these data were collected respondents were required to 

pay for care or that awareness to changes in policy had not filtered through to 

respondents.  

7.4.3 Cultural factors 

Previous studies have suggested that cultural factors act as barriers to health-

seeking behaviour among black African heterosexuals (Manirankunda et al., 2009, 

Manirankunda et al., 2012, Loos et al., 2014, Burns and Fenton, 2006, Burns et al., 

2007). Additionally, studies have suggested that African migrants have high rates of 

late diagnosis because this population has different health-seeking norms or 

competing priorities in comparison with Europeans (Prost et al., 2008a).  

The data I collected does not support these earlier findings. None of the 

multivariable models found a significant negative association in access to primary 

care between migrants from Africa and migrants from Europe. In fact, African-born 

HIV negative or untested heterosexual men were more likely to have attended a 

GP/family doctor than European-born men. It is acknowledged that this is a crude 

measure of “cultural difference”; additionally, the aMASE surveys were not 

designed to uncover cultural differences and did not include items that explicitly 

measure cultural attitudes and beliefs. These caveats notwithstanding, it is possible 
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that previous studies, based on in-depth interviews with key informant health 

professionals or people living with diagnosed HIV, interpreted barriers associated 

with health-seeking behaviour as cultural rather than systemic or structural factors. 

My own interpretation of data from my in-depth interviews was that health-seeking 

behaviour was dependent on time, money and other difficulties that are an inherent 

part of the migration process.  

7.5 HIV prevention and onward transmission 

Sexual health promotion with people not living with HIV forms a small but 

important part of TasP. Globally, there are approximately 2 million new HIV 

infections per year (UNAIDS, 2017b). Although worldwide incident infections 

declined 11% between 2010 and 2016, uneven progress has been made, with some 

countries experiencing increases in new HIV infections (UNAIDS, 2017b). These 

incident infections are partly driven by the failure to identify and treat individuals 

with acute HIV infection (Rutstein et al., 2017, Dehne et al.). Policy makers and 

researchers alike have therefore emphasised the need for continued public health 

investment in other HIV prevention initiatives (Dehne et al., Isbell et al., 2016).  

In Europe, the need for continued prevention targeted at HIV negative people is 

emphasised by data from the aMASE study published separately from this thesis. 

Levels of post-migration HIV acquisition in the nine aMASE countries ranged from 

45% among sub-Saharan Africans to 71% among people born in Latin America or 

the Caribbean (Alvarez-Del Arco et al., 2017). These figures are comparable with a 

clinic-based study with sub-Saharan Africans living in Paris which estimated that 

between 35% and 49% of participants acquired HIV while living in France 

(Desgrees-du-Lou et al., 2015).  

With such high levels of post-migration acquisition and evidence of barriers to early 

HIV testing, the lack of basic knowledge in approximately one in ten women and 

heterosexual men responding to aMASE is a cause for concern. This finding is 

consistent with two cross sectional studies with black Africans which also estimated 

approximately 10% of migrants lacked basic HIV knowledge (Dodds et al., 2008, 

Hickson et al., 2009). There was evidence of many unmet HIV prevention needs in 



 

279 

women and heterosexual men, including poor access to free condoms, relatively 

high rates of condomless sex with non-regular partners, and low knowledge about 

PEP (and presumably PrEP). Data from the community survey also indicate that, for 

women, condom use is primarily viewed as a form of contraception and those not 

using condoms do not perceive themselves to be at risk of acquiring STI/HIV. All 

these findings highlight the importance of continued HIV knowledge and 

awareness initiatives aimed at migrant communities.  

These unmet HIV prevention needs are not just limited to women and heterosexual 

men. Despite the high levels of previous negative HIV testing among gay/bisexual 

men in the clinic sample, over half had seroconverted within two years of their last 

negative test. This suggests that the missed opportunities in this group are not for 

testing but for meeting HIV prevention needs, especially for condom use, as 

highlighted by the high levels of post-migration acquisition (Alvarez-Del Arco et al., 

2017). As TasP evolves, the community viral load and the chances of infection are 

reduced, and the relatively high levels of seroconversion among migrant 

gay/bisexual men may fall. Evidence of this is already emerging in the UK in the 

wider population of MSM (Brown et al., 2017, Public Health England, 2017) and is 

likely to occur across Europe.  

In the meantime, the aMASE clinic study indicates that migrant MSM might need 

expedited access to biomedical interventions (e.g. PEP and PrEP) that have been 

shown to be highly effective in European contexts (Sagaon-Teyssier et al., 2016, 

McCormack et al., 2016). Certainly, less than half of gay/bisexual men met the 

criteria for preventing onward HIV transmission, and in all gender-related groups 

substantial proportions of respondents who were engaging in condomless sex had 

detectable viral loads or were in a serodiscordant partnership. These conditions will 

need to be addressed to reduce incident infections and ensure that the viral load in 

various migrant communities is reduced to levels that facilitate TasP.  

7.6 Strengths and limitations 

In the methods chapter, I reflected on the limitations of the survey instrument 

development process and how those limitations influenced the design and conduct 
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of the in-depth interviews. Detailed discussions of the limitations of the study 

design and analytical methods of both surveys and in-depth interviews were 

presented alongside the results in earlier chapters. In this section I discuss 

additional limitations of the aMASE study and highlight the strengths of all the data 

collected. I provide a critique of the ecosocial framework and discuss the added 

value of using this approach.  

7.6.1 aMASE Surveys 

Missed opportunities 

The aMASE surveys provided a unique opportunity to collect data from different 

migrant groups, including individuals migrating within Europe, migrant MSM and 

other migrant populations that rarely feature in the published literature on HIV and 

migrant health. Some aspects of this opportunity were not seized by those of us on 

the expert panel that developed the surveys. Some of the underlying assumptions 

about the type of information needed from respondents were incorrect. The 

narratives of the in-depth interviewees indicate that the migration plans and 

histories of survey participants had an impact on health-seeking behaviour in 

destination countries. However, neither survey captured details of participants’ 

reasons for migrating, socioeconomic status or other structural factors before 

migration. It is therefore difficult to ascertain the degree to which post-migration 

changes in circumstances influenced respondents’ health-seeking behaviour. Other 

researchers have suggested that these factors are important for understanding the 

health outcomes of migrants, especially those who migrate from low and middle-

income countries to high-income countries (Norredam et al., 2014, Rechel et al., 

2013, Spallek et al., 2014).  

Further examples of missed opportunities by the expert panel include not collecting 

data about how participants fund healthcare in all countries. The assumption 

behind this decision was that national policy on entitlement to healthcare 

automatically translates to individual access. But data from the UK indicated this 

was not the case, and this valuable indicator of the impact of financial barriers on 

access to primary care could not be explored in either survey sample. This inability 

to explore socioeconomic status was exacerbated using a subjective item to measure 
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income that did not sufficiently discriminate at higher income levels. This made a 

more granular analysis within gay/bisexual men (where there was some indication 

that personal finance had a negative impact on service use) impossible.  

Generalisability and inference 

The surveys mainly included migrants living in Northern and Southern European 

countries, with France a notable omission from the clinic survey. All the countries in 

the aMASE clinic survey were part of EU/EFTA which share legislative and policy 

frameworks. Therefore, the findings are somewhat generalizable to other EU/EFTA 

countries that were not part of the study. Additionally, the barriers to TasP specific 

to migrants who inject drugs were not covered in this thesis, in part because much 

of the evidence in support of TasP relates to the sexual transmission of HIV and 

partly because the surveys captured too few current injecting drug users. Further, 

specialised work in this area is needed, particularly among migrants living in 

Central and Eastern European countries where HIV prevalence is high among 

people who inject drugs or countries that are not currently part of the EU/EFTA.  

As with all observational data, it is not possible to infer that the statistical 

associations observed within the aMASE survey are causal or unidirectional. This is 

one of the fundamental limitations of observational data, but it is mitigated by using 

an explicit theoretical framework which allows this work to be critiqued within that 

framework (see below). 

Strengths  

These limitations (and those discussed earlier) notwithstanding, there are many 

strengths to the aMASE surveys. The aMASE clinic survey links self-reported data 

provided by participants with data from clinical records, eliminating some of the 

recall bias mentioned previously. The survey instruments use items taken from 

other questionnaires, and the aMASE clinic survey was cognitively tested to 

improve its validity. Both surveys provide data that augments the evidence base 

with ecological factors such as poverty and hunger, as well as the sexual health 

needs of migrants living with HIV.  
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The aMASE study is unique in that it provides a detailed understanding of the 

barriers to HIV testing and ongoing care according to gender-related group. It 

captures a diverse sample of migrant communities at risk or living with HIV 

infection. It is noted that barriers to TASP for migrant gay/bisexual women are 

subsumed within the analysis of women and that data from trans* respondents are 

not analysed within the main body this thesis. Unfortunately, very small numbers in 

these groups precluded any separate detailed analysis. The study did, however, 

recruit large numbers of non-African heterosexual migrants and migrant 

gay/bisexual men, populations which form substantial but relatively under-

researched proportions of the HIV epidemic in Europe. The results of this research 

are therefore broader and cover regions of geographic origin that are not usually the 

focus of studies with migrants.  

While most research has focussed on migrants from countries with a generalised 

epidemic, this research has attempted to move beyond a simple analysis that treats 

ethnicity or country of birth as explanatory factors in and of themselves. Instead, 

this work has examined migration as a social determinant of health within an 

ecosocial framework. This approach has provided a nuanced understanding of how 

barriers to HIV testing and treatment can manifest at different levels or domains.  

The aMASE study also provides a useful model for community participatory 

methods in research. The community survey was developed using iterative methods 

with close communication between a multidisciplinary research team, community 

activists and expert advisors. Actively involving the CAG in survey development 

was time-consuming and presented logistical challenges for the research team (e.g. 

language barriers, inability to schedule some meetings during the working day). 

Despite those issues, the benefits of adopting this strategy were evident shortly after 

the 2014 European parliamentary elections, in which parties that campaigned on an 

anti-immigration platform performed successfully. Without the endorsement and 

support of the CAG, a study about the health of migrants in Europe might have 

been viewed with suspicion across the political spectrum. A careful balancing act 

between active promotion on migrant-friendly media and low-level promotion on 

mainstream social media enabled the CAG and the research team to promote the 
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study without experiencing a significant backlash from anti-immigrant 

organisations. 

7.6.2 In-depth interviews 

The strengths of the in-depth interviews lie in adapting the principles of grounded 

theory for use in a mixed inductive/deductive analysis. This approach has 

advantages over analytical approaches like Framework (Ritchie and Lewis, 2003), 

which are much more deductive, and this can limit researchers to answering only 

the questions asked. By using thematic content analysis, I was able to uncover 

insights into the lived experience of migrants that are unique to this work, such as 

understanding the role of language in HIV; exploring how migrant networks 

facilitate access to HIV services and primary care; and the importance of resilience, 

accountability and agency in ART initiation and adherence.  

Using the principles of narrative analysis, I was also able to provide insight into 

some of the survey findings that may have otherwise been difficult to interpret. The 

most prominent example of this is the insight into the association between residency 

permits and the primary outcomes (see above).  

While it is a limitation that the interviewees were all from the UK (and only two 

non-African MSM were interviewed), the UK is a suitable case study, and many of 

the concepts and themes uncovered during analysis are generalisable to ex-colonial 

countries in Europe. Further research in this area would need to explore the same 

concepts with migrants from European countries, particularly those arriving from 

outside the EU/EFTA.  

7.6.3 Ecosocial theory 

This thesis has used an ecosocial framework to guide the analysis and discussion of 

test and treat strategies among migrant populations in Europe. As I mentioned at 

the beginning of this chapter, it would be simple to invoke a biomedical/lifestyle 

model – for example one which focused on individual-level behaviours associated 

with consuming pills – when examining the barriers and facilitators to TasP. By 

using an ecosocial framework, I have demonstrated that TasP should be viewed as 

an HIV prevention intervention that operates at all levels – individual, group, clinic, 



 

284 

national and international. Complicated national immigration policies that confuse 

migrants about the right to access medical care might deter those living with 

undiagnosed HIV from HIV testing or deter those living with diagnosed HIV from 

seeking medication. HIV testing as part of new registration within primary care or 

emergency care may facilitate early diagnosis, but if it is practice policy to require 

passports or proof of entitlement during registration, then undocumented migrants 

may avoid general practice. Patients might want to adhere to medication and 

remain undetectable, but side-effects, inadequate housing, low income and poverty 

may prevent them from doing so.  

These barriers to testing and treatment are not necessarily sequential or top-down. 

While macro-level factors such as immigration policy do tend to have a greater 

impact on factors at “lower” levels, the determinants are not always unidirectional, 

and agency and accountability operate simultaneously at multiple levels (Krieger, 

2011). The example I used above of how UK NGOs played a crucial role in 

facilitating access to treatment for undocumented migrants illustrates this point 

well. The initial change in regulation had a profoundly negative impact on 

undocumented migrants living with HIV. Where clinics had previously used 

discretion and not charged undocumented migrants for ART, the change in 

regulation meant that many individuals were receiving bills from payment 

collection officers and fear of such charges prevented them from accessing care. UK 

NGOs, working in collaboration with people living with HIV, came together to force 

the government to take responsibility and exercise agency at a national level 

(Power, 2017).  

Similarly, the Prevention Access Campaign’s activities promoting U=U illustrate 

how individual people living with HIV coming together to exercise agency and 

accountability can change the landscape of HIV prevention messaging at a global 

level. The group’s campaign has been adopted and endorsed by a range of 

international organisations, which in turn has allowed individual people living with 

HIV to take control of their sexual and reproductive lives.  
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Ecosocial theory, like all theories, can stand to be critiqued. The most apparent 

limitation of the theory is that it is complicated and, at times, nebulous. This can 

limit its value as an explanatory framework because it can be challenging to 

consider the many different pathways operating at many levels. It is most useful as 

an exploratory framework, that is, a tool for exploring how the core concepts 

influence health and disease inequalities and how these are measured. To quote 

Krieger herself: 

The point is not that every study can or should attempt to measure every specified 
pathway at every level and at all relevant spatiotemporal scales – which obviously is 
impossible to do. Rather, the value of a theoretical framework is that it can help 
concretize systematic substantive thinking about potential causal pathways, the 
constructs and entities employed and how they are operationalized and measured, 
the types of statistical analyses should be conducted, potential threats to validity, 
and the complexities involved in interpreting study findings.  

  Krieger, 2013 

It is undoubtedly true that within this thesis not every pathway of embodiment has 

been measured, and the cross-sectional nature of the data means that I have not 

incorporated all the relevant spatiotemporal scales. Most notably, the changing 

nature of immigration patterns in Europe, as well as changes in the HIV epidemic, 

have not been fully included in this work. However, the ecosocial framework 

allowed me to reflect on this, for example, when noting the changing barriers to 

ART adherence or increasing knowledge and awareness of TasP. Related to this, I 

also note that the data collection for this thesis had concluded before the influx of 

millions of refugees from Africa and the Middle East.63 Neither survey has captured 

the barriers and facilitators to TasP for this new cohort of migrants. However, the 

conceptual framework suggests that my findings are probably applicable to this 

group since the focus of the research was not just about individual lifestyles and 

behaviour, but incorporated thinking about the core constructs of ecosocial theory at 

other levels. This approach has therefore facilitated a more nuanced understanding 

of how TasP can work for migrant populations in Europe. In the final section of this 

                                                
63 The “European Migrant/Refugee Crisis” as it became known in the press, peaked in 2015 when 1.26 
million people applied for asylum in the EU. (European Parliament, 2017)  
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chapter I review the implications of these findings for policy and intervention 

development.  

7.7 Implications for policy and areas for intervention 

Immigration policy is a factor associated with access to ongoing treatment and care 

for migrants as a well as HIV testing. Clearly, instigating Europe-wide changes to 

immigration policy in response to the HIV epidemic would be beyond the 

capabilities of even the most influential public health specialist. But health 

promotion specialists and HIV programme managers could reach individuals with 

temporary residency permits by engaging organisations and networks that provide 

employment, accommodation and education opportunities for migrants. 

Furthermore, this research has shown that migrant networks facilitate access into 

care and so interventions that utilise these networks, perhaps by using HIV 

knowledge and awareness campaigns, could increase the uptake of HIV testing, 

particularly among migrant women and heterosexual men.  

Interventions that aim to address policy at the clinic level could increase access to 

earlier and regular testing. Appropriate opportunistic provider-initiated testing, 

(e.g. in antenatal or sexual health services) has been successful in increasing HIV 

testing and diagnosing women at earlier stages of infection (Deblonde et al., 2007) 

and a similar approach is likely to work in primary care. As I highlighted in the 

literature review, the introduction of routine and or POCT HIV testing in primary 

care is feasible and acceptable, particularly among migrant or black and minority 

ethnic communities (Prost et al., 2009, Leber et al., 2015, Ashby et al., 2012, Gennotte 

et al., 2013). My findings from both surveys and the in-depth interviews indicate 

that – in the UK at least – registration at general practice is almost part of the 

migration process. Healthcare providers can use this process to engage migrants in 

HIV testing and encourage repeat testing particularly among migrants from 

countries with a generalised epidemic who might have tested once, but may not be 

offered further HIV tests, even as they remain at risk of acquiring HIV post-

migration.  
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My update of literature review in January 2018 found no RCTs or observational 

studies which evaluated the effectiveness of interventions to increase the uptake of 

HIV testing or the uptake of and adherence to ART in migrant populations. These 

topics need further research, and investigators that develop interventions might do 

well to reflect on how to implement interventions at the macro- or meso-level.  

Overall, the findings suggest that interventions that target sexual behaviour and 

individual-level factors will do little to increase the uptake of HIV testing and 

reduce late diagnosis for migrant women and heterosexual men. Individuals who 

perceive themselves to be at risk because of the number of partners are already 

more likely to test. Some results do support the need for continued individual-level 

HIV testing and prevention interventions, for example, the need to raise awareness 

and knowledge of HIV and perhaps to raise risk perception among older migrants, 

particularly those who do not have “front door” access to healthcare. Furthermore, 

interventions to reduce individualised HIV-related stigma and discrimination might 

have a substantial impact on increasing regular and recent HIV testing among 

gay/bisexual men. Interventions should specifically target bisexual men for 

increased testing opportunities in both primary care and other health services.  

Reducing the confusion about the benefits of TasP is a real opportunity to give 

migrants living with HIV the freedom to lead sexually fulfilling lives without fear of 

transmitting the virus to their partners. The U=U campaign is an excellent example 

of an intervention that might bring some relief and happiness to those individuals 

who cannot bring themselves to relinquish personal responsibility for HIV 

transmission by allowing themselves to engage in condomless, guilt-free sex. 

Additionally, such campaigns might encourage individuals diagnosed 

asymptomatically to initiate and adhere to ART.  

Finally, the in-depth interviews and surveys point to some migrants living in 

situations where they can survive in destination countries but do not thrive. These 

migrants have access to HIV treatment and ongoing care, but there are also 

relatively high levels of unemployment, household hunger and poverty. 

Undocumented migrants in some countries may have access to free ART and HIV 
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care, but little else. Immigration related-stress becomes embodied and although 

these individuals are undetectable and their HIV “untransmittable” they are subject 

to other health and social inequalities and potential for the migration process to 

disrupt TasP remains. A holistic approach to TasP is therefore needed, one that 

acknowledges that it is not just enough to provide ART and measure viral loads, but 

also encourages healthcare providers and policymakers to ensure migrants living 

with HIV can thrive.  

*** 

Conclusion 

Treatment as Prevention is ostensibly a straightforward mechanism for bringing 

about the end of AIDS that should work for all populations of people living with 

HIV. For migrants living Europe many factors are associated with access to HIV 

testing and ongoing care, and these differ according to gender-related group. For 

migrant women and heterosexual men, access to ongoing care and antiretroviral 

therapy are high. Therefore, the key to TasP for these groups is to increase early 

diagnosis and the uptake of HIV testing by ameliorating the structural barriers to 

HIV testing related to immigration status and by increasing provider-initiated 

testing opportunities, particularly in primary care. Migrant gay and bisexual men 

are accessing HIV testing, but high rates of seroconversion suggest that there is a 

need for behavioural HIV prevention interventions that encourage condom use. 

This group have low treatment uptake, and therefore interventions that encourage 

ART initiation will reduce community viral load and facilitate TasP.  

While TasP is likely to work for migrant groups in Europe, it is vital that public 

health specialists acknowledge that migration plans and histories have an impact on 

health-seeking behaviour. To bring about the end of AIDS for migrants living in 

Europe, policymakers and healthcare providers must adopt a nuanced approach to 
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HIV prevention. It is not enough to implement “test and treat” strategies and 

complacently wait for the AIDS epidemic to fizzle out. A multilevel, ecosocial 

approach that acknowledges the complex relationship between factors related to 

migration and health outcomes is needed. In so doing, not only will public health 

professionals adopt an approach that reduces HIV acquisition and ensures the 

survival of migrants living with HIV, but such an approach allows all migrants 

thrive, regardless of immigration status.   
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20 
(hiv adj3 test* adj3 (uptake or take up or change* or difference* or decreas* or 
encourag* or increas* or interven* or promot* or adher* or aware* or opportunit* or 
access* or attitude*)).ti,ab. 

1865 

21 
((vct or "voluntary counsel*") adj3 (uptake or take up or change* or difference* or 
decreas* or encourag* or increas* or interven* or promot* or adher* or aware* or 
opportunit* or access* or attitude*)).ti,ab. 

246 

22 
(hiv-ct adj3 (uptake or take up or change* or difference* or decreas* or encourag* or 
increas* or interven* or promot* or adher* or aware* or opportunit* or access* or 
attitude*)).ti,ab. 

10 

23 
(HIV adj3 (clinic or treatment or service) adj3 (uptake or take up or change* or 
difference* or decreas* or encourag* or increas* or interven* or promot* or adher* or 
aware* or opportunit* or access* or attitude*)).ti,ab. 

1048 

24 Antiretroviral Therapy, Highly Active/ 17015 

25 ((antiretroviral therapy or antiretroviral therapy or ART or ARV* or antiretrovirals or 
antiretrovirals or HAART) adj5 HIV).ti,ab. 12713 

26 (uptake or take up or change* or difference* or decreas* or encourag* or increas* or 
interven* or promot* or adher* or aware* or opportunit* or access* or attitude*).ti,ab. 7975182 

27 25 and 26 9037 
28 or/17-24 48263 
29 27 or 28 52386 
30 (hiv and late diagnosis).ti,ab. 193 
31 29 or 30 52466 
32 exp attitude to health/ 303413 
33 patient satisfaction/ 60698 
34 health services accessibility/ 52772 
35 Access to Information/ 4327 

36 health education/ or consumer health information/ or patient education as topic/ or 
sex education/ 130809 

37 Health Promotion/ 54866 
38 Preventive Health Services/ or Community Health Services/ 37768 
39 "patient acceptance of health care"/ or patient compliance/ or treatment refusal/ 87919 

40 (health* adj3 (educat* or aware* or opportunit* or attitude* or access* or inform* or 
promot* or prevent* or behavio?r*)).ti,ab. 159654 

41 (patient* adj3 (satisfaction or educat* or behavio?r* or compliance or comply or 
complie*)).ti,ab. 78419 

42 exp Culture/ 116080 
43 Language/ or linguistics/ or communication barriers/ 36862 
44 ((language* or linguistic* or communicat*) adj3 barrier*).ti,ab. 2501 
45 (culture* or social* or societ* or communit*).ti,ab. 1589792 
46 Medication Adherence/ or Health Services Accessibility/ 61146 
47 (adherence or compliance or refusal).ti,ab. 156775 
48 or/32-47 2292883 
49 31 and 48 16042 
50 16 and 49 1950 
51 limit 50 to yr="2002 -Current" 1560 
52 limit 51 to english language 1522 
53 animals/ 5410675 
54 humans/ 13773616 
55 53 not 54 3909928 
56 52 not 55 1521 
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Appendix B Systematic review screening checklists 
Title/abstract  

1. 

Was the study carried out in any of the following countries? (EU: 
Austria; Belgium; Bulgaria; Cyprus; Czech Republic; Denmark; 
Estonia; Finland; France; Germany; Greece; Hungary; Ireland; 
Italy; Latvia; Lithuania; Luxembourg; Malta; the Netherlands; 
Poland; Portugal; Romania; Slovakia; Slovenia; Spain; Sweden, 
United Kingdom. EFTA: Iceland, Lichtenstein, Norway; 
Switzerland.) 

YES/UNCLEAR 
– go to Q2 NO – exclude 

2. 

Does the study population include: 
Black, Asian and Minority Ethnic groups living in Europe or 
Sexual Health and HIV prevention, treatment and care providers 
working with Black, Asian and Minority Ethnic groups in Europe 
Or 
Migrant populations living in EEA/EU countries (EU: Austria; 
Belgium; Bulgaria; Cyprus; Czech Republic; Denmark; Estonia; 
Finland; France; Germany; Greece; Hungary; Ireland; Italy; 
Latvia; Lithuania; Luxembourg; Malta; the Netherlands; Poland; 
Portugal; Romania; Slovakia; Slovenia; Spain; Sweden; 
Switzerland, United Kingdom. EFTA: Iceland, Lichtenstein, 
Norway; Switzerland.) 

YES/UNCLEAR 
– go to Q3 NO – exclude 

 

Is the paper/study about interventions/services that may increase 
awareness/uptake of HIV testing? Or Is the paper/study about 
interventions/services that may increase uptake of /adherence to 
Antiretroviral Therapy or attendance at HIV treatment services? 

YES/UNCLEAR 
– Q4 

NO – 
Exclude  

4. Was the study published in 2002 or later? YES/UNCLEAR 
– go to Q5 NO – exclude 

5. 

Is the paper a primary study or a review (of primary studies), or 
based on surveillance or mathematical modelling? E.g. 
randomised or non-randomised controlled trials, prospective 
observational, retrospective observational, surveillance 

YES/UNCLEAR 
– go to Q6 

NO – go to 
Q6 

6. Is the paper about case studies or lab based research (including 
molecular epidemiology) or an audit? YES - Exclude NO go to Q7 

7. 
Does the paper describe or explore antenatal testing, blood 
donation screening or the prevention of mother-to child 
transmission 

YES - Exclude NO go to Q  

8. 
Is the study population exclusively comprised of sex workers or 
prisoners or Roma YES - Exclude 

NO/Unclear – 
Include for 
Full paper 
screening  
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Full paper screening checklist 

1. 

Was the study carried out in any of the following countries? 
(EU: Austria; Belgium; Bulgaria; Cyprus; Czech Republic; 
Denmark; Estonia; Finland; France; Germany; Greece; 
Hungary; Ireland; Italy; Latvia; Lithuania; Luxembourg; Malta; 
the Netherlands; Poland; Portugal; Romania; Slovakia; 
Slovenia; Spain; Sweden, United Kingdom. EFTA: Iceland, 
Lichtenstein, Norway; Switzerland.) 

YES– go to 
Q2 

NO/UNCLEAR 
– exclude 

2. 

Does the study population include: 
Black, Asian and Minority Ethnic groups living in Europe or 
Sexual Health and HIV prevention, treatment and care 
providers working with Black, Asian and Minority Ethnic 
groups in Europe 
Or 
Migrant populations living in EI/EFTA countries (EU: Austria; 
Belgium; Bulgaria; Cyprus; Czech Republic; Denmark; 
Estonia; Finland; France; Germany; Greece; Hungary; 
Ireland; Italy; Latvia; Lithuania; Luxembourg; Malta; the 
Netherlands; Poland; Portugal; Romania; Slovakia; Slovenia; 
Spain; Sweden; Switzerland, United Kingdom. EFTA: 
Iceland, Lichtenstein, Norway; Switzerland.) 

YES– go to 
Q3 

NO/UNCLEAR 
– exclude 

 

Do outcome measures in the study include one of the 
following: 

• Changes/differences (from nonmigrant populations) 
in number/uptake/offers of HIV tests 

• Changes/differences (from nonmigrant populations) 
in the time elapsed between HIV infection and 
diagnosis  

• Changes/differences (from nonmigrant 
populations)in the reported history and frequency of 
taking HIV tests  

• Changes/differences (from nonmigrant populations) 
in the number and types of venue where HIV testing 
is offered 

• Changes/differences (from nonmigrant populations) 
in knowledge about HIV testing or HIV treatment as 
prevention 

• Changes/differences (from nonmigrant populations) 
in adherence to/ uptake of ART 

• Changes/differences (from nonmigrant populations) 
in uptake of ART upon serodiagnosis (at any CD4 
cell count)  

• Changes/differences (from nonmigrant populations) 
in attendance at HIV treatment services 

YES– Q4 NO/UNCLEAR 
– Exclude  

4. Are outcomes related to an identifiable intervention or 
service delivery option? YES- Q5 NO/Unclear - 

exclude 

5. 

Does the study include sub-group analysis based on 
race/ethnicity or country of origin? 
OR  
Were at least 80% of the study population from migrant or 
black, Asian and minority ethnic groups? 

YES– go to 
Q6 

NO/UNCLEAR 
– exclude 

6. Was the study carried out before 1997? YES– 
Exclude 

NO/UNCLEAR 
– go to Q6 

7. 

Is the paper a primary study or a review (of primary 
studies),and the study design: 
randomised or non-randomised controlled trials 
prospective or retrospective cohorts 
before and after or interrupted time series studies 
cross-sectional studies 

YES - 
Include for 
Full paper 
screening  

NO/Unclear – 
Exclude 
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Appendix C Ecosocial framework: racism & health 

 

Figure C-1: Pathways by which racial discrimination can harm health - an ecosocial perspective 
(Krieger, 2011)  
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Appendix E List of all survey sources 

• Bass Line 2008: African Health and Sex Survey (Hickson et al., 2009) 

• Dublin Declaration Indicators from European Centre for Disease Control 

(ECDC, 2010) 

• The Sexual Experiences Survey (Koss & Oros, 1985) 

• Mayisha II, Taking Care of our Lifestyles: Sexual health survey for African 

Communities (MAYISHA II Collaborative Group, 2005) 

• National Survey of Sexual Attitudes and Lifestyles (NATSAL) 2000 & 

NATSAL-3 (Erens et al., 2001, Erens et al., 2013) 

• Risk of STIs/HIV among EE & UK-born female sex workers in London: 

quantitative survey (Platt et al., 2011) 

• SALLEE (Sexual Attitudes and Lifestyles of London’s Eastern Europeans; 

Evans et al., 2009) 

• SONHIA (Study of Newly Diagnosed HIV in Africans living in London; Burns, 

2009) 

• Core Measures for HIV/STD Risk Behavior and Prevention: Questionnaire-

Based Measurement for Surveys and Other Data Systems. U.S. Centers for 

Disease Control HIV/STD Behavioural Surveillance Working Group (2001) 

U.S. Centers for Disease Control HIV/STD Behvaioral Surveillance Working 

Group, 2001 

• Harmonized Indicators for Nutrition and HIV (Anema et al., 2014) 

• EMIS 2010: The European Men-Who-Have-Sex-With-Men Internet Survey 

(Weatherburn et al., 2013) 
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Background 

EuroCoord is a Network of Excellence funded by the European Commission. It 
brings together Europe’s largest HIV cohorts into 15 work packages and aims to 
use the scientific strengths of each collaboration to ensure that the best, most 
competitive research is performed. Work Package 14 (WP14) of EuroCoord 
focuses on Migrant Health and aims to prevent HIV infection, and improve 
diagnosis and prognosis of migrant populations living with HIV in Europe by 
providing evidence to support policy development at European level.  

As part of Work Package 14, the advancing Migrant Access to health Services in 
Europe (aMASE) study, will be conducted. This study aims to determine the likely 
country of HIV acquisition for migrant populations and identify barriers to HIV 
prevention, testing and treatment. The findings from this research will provide 
evidence to support policy development at European level.  

aMASE consists of two cross sectional surveys of migrants living in Europe: one 
survey will recruit service users from HIV clinics across Europe and the other will 
recruit migrants from high risk populations via an anonymous web-based survey. 
The clinic survey will recruit 4000 migrants from 40 clinics across Europe. 
Participants will be asked to complete a 15-20 minute survey and this data 
temporarily linked to clinical data. 

The aMASE online community-based survey will focus mainly on the barriers to 
accessing health care for migrant communities. This survey aims to recruit 
migrants (defined as anyone living outside their country of birth for longer than 6 
months) from populations at higher risk of HIV infection.  

This report focuses on the design and development of the aMASE clinic survey and 
reports the findings of cognitive interviews conducted to pre-test the survey 
instrument. 

Questionnaire development aMASE clinic survey 

The aMASE clinic survey is a Computer Assisted Self Interview (CASI) which 
delivered using Snap Survey software. The questionnaire was developed over 
several months, between April 2011 and February 2012.  

In the initial stages of questionnaire development, the aMASE research team, 
based at University College London (UCL), drew up the aims and objectives of the 
questionnaire. These were based on the overall aims of the study which were: 

• To identify barriers to HIV prevention, testing and treatment in migrant 
populations 

• To determine the likely country of HIV acquisition in HIV-positive migrant 
populations 

The objectives of the questionnaire were therefore: 

1. To capture demographic data about respondents, including: gender, age, 
ethnicity, sexual orientation, education, migration path, immigration status, 
employment status, marital status, socio-economic status; religion/faith 

2. To capture clinical data that will assist in the creation of an algorithm to 
determine the likely country of acquisition including (Diagnosis date, CD4 
count at diagnosis, Clade)  

3. To capture behavioural data that will assist in the creation of the algorithm 
including: previous HIV testing, detailed migration path, sexual partners & 
known HIV status, death of sexual partners or children, previous 
illness/infection/hospitalisation, travel history, history of sexual assault, 
history of IDU, STI diagnoses; HIV testing (if ever, where, when, 
frequency, result) 

4. To capture information about HIV prevention including: knowledge & 
awareness of condom use; access to condoms, PEP 

5. To capture information about sexual behaviour: number of lifetime 
partners; data most recent/current sexual partner (e.g. gender, location of 
partner, perceived HIV status)  

6. To capture service use data including: family doctor attendance; ante-
natal services; sexual health clinics/services; accident & emergency; 
hospitalisation; inpatient/ outpatient activity; STI diagnoses; HIV testing (if 
ever, where, when, frequency, result) 

7. To capture data on HIV treatment: current medication; access to 
medication; adherence to medication; eligibility or entitlement to treatment 
& services 

8. To capture information about the perceived barriers to HIV 
testing/prevention: stigma, experiences of discrimination (race, migration 
status, HIV-related); risk perception; perception of eligibility or entitlement 
to treatment.  

Where possible each objective was addressed using questions adapted from 
existing survey instruments. New items were only drafted where no questions 
addressing the specific objectives could be found in existing questionnaires. Box 1 
shows the survey instruments used. 
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Given that the survey would be delivered in 40 clinics in ten countries across 
Europe, a Working Group, made up of international experts and EuroCoord 
collaborators, was formed to provide expert advice for the multi-country 
coordination of Work Package 14. Members of the working group formed an expert 
panel with the aim of identifying questions that required country-specific responses 
and finalising the content of the questionnaire (See Appendix for the Working 
Group terms of reference). This group were also able to identify items that were 
possibly complex or confusing and therefore prioritised for cognitive testing.  

The Working Group finalised a questionnaire consisting of three parts. The majority 
of items in Section A addressed Objective 1 and sought demographic data. Section 
B focussed on sexual behaviour and included items to collect data to determine the 
country of acquisition (Objective 3) in particular experiences of sex work, drug use 
and sexual coercion. Section C focussed on respondents experiences of living with 
HIV (from diagnosis to service use) and addressed Objectives 3-8.  

In total 72 items were included in the questionnaire, however, the dynamic nature 
of CASI allowed for many questions to be skipped. For example, respondents who 
reported no injecting drug use in the preceding 5 year period would skip 6 
questions.  

Cognitive Testing Aims  

Interviewing methods based on the Cognitive Aspects of Survey Methodology 
(CASM) approach were used to test the finalised aMASE questionnaire. CASM 
was developed to overcome some of the flaws in survey design methodology 
which, while beneficial in reducing some aspects of survey error, may not 
adequately address issues related to comprehension, information retrieval, 
acceptability and overall burden of the questionnaire (Willis 2005). Cognitive pre-
testing allows for the survey instrument to be fine-tuned before standard field 
testing and piloting occurs.  

The aims of the cognitive testing were to: 

• Explore the acceptability of the questions 
• Determine whether the questions were understood by the respondents as 

intended 
• Examine potential difficulties arising from the design and layout of the 

computer-based questionnaire 
• Identify problems related to the ordering of items and sections  
• Examine issues related to burden of recall on participants 

 

Box 1. Survey instruments used to develop the aMASE clinic survey 
questionnaire 

• Bass Line: African Health Sex Survey (Sigma Research, 2008) 

• Indicators from European Centre for Disease Control (2010) 
Implementing the Dublin Declaration on Partnership to Fight HIV/AIDS in 
Europe and central Asia: 2010 Progress Report Section 2.5 Migrants pp. 
105-121. 
http://ecdc.europa.eu/en/publications/Publications/1009_SPR_Dublin_declarati
on_progress_report.pdf.  

• Koss, M. P., & Oros, C. J. (1982). The Sexual Experiences Survey: A 
research instrument investigating sexual aggression and sexual 
victimization. Journal of Consulting and Clinical Psychology,50, 4515-
457. 

• Mayisha II (a survey of the sexual attitudes and lifestyles of Africans 
living in England) 

• Natsal 2000 and 2010 (the UK National Survey of Sexual Attitudes and 
Lifestyles)  

• Platt et al (2011) Risk of sexually transmitted infections and violence 
among indoor-working female sex workers in London: the effect of 
migration from Eastern Europe 

• SALLEE (Sexual Attitudes and Lifestyles of London’s Eastern 
Europeans) 

• SONHIA (Study of Newly Diagnosed HIV in Africans living in London) 

• U.S. Centers for Disease Control HIV/STD Behvaioral Surveillance 
Working Group (2001). Core Measures for HIV/STD Risk Behavior and 
Prevention: Questionnaire-Based Measurement for Surveys and Other 
Data Systems. 

• United Nations General Assembly Special Session on AIDS (UNGASS) 
Proposed Food Indicators on Food Security and HIV, November 2010 
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Methodology  
Methodological Overview  

Although it would have been possible to test the questionnaire using pen and 
paper, the cognitive interviews were conducted using the same methods to be used 
in the field, that is, CASI. The researcher developed a testable version of the 
survey, including only the questions that were relevant for testing and did not store 
the answers. The reasons for choosing this method were two-fold. First, using the 
computer would allow the cognitive testing to incorporate aspects of usability 
testing, (testing how easy the survey is to use) and allow for heuristic evaluation of 
the survey. Second, the sensitive nature of the questions were thought to be likely 
to concern some participants and so assuring them that the answers were not 
stored (as would a pen and paper questionnaire) would increase trust between the 
interviewer and the respondent. Participants were encouraged to keep to 
themselves any answers they did not want to disclose, but still input them into the 
computer. In order to limit the interview length, questions about drug use were 
excluded from the testing protocol.  

The testing protocol incorporated both “think aloud” and verbal probing. 
Participants were asked to complete the questionnaire while vocalising all their 
thoughts. The researcher then asked prepared and spontaneous probes 
throughout the interview. Each interview lasted 30-45 minutes and was carried out 
by one researcher from the UCL aMASE study team. Throughout the interview the 
researcher made notes and comments about the respondent reactions. All 
interviews were digitally recorded and later reviewed by the interviewer who made 
structured notes about each question and added general comments about the 
overall interview. The structured notes were then analysed by constructing a 
Framework matrix, which allowed for analysis across interviews and within each 
interview. Each question therefore included a summary of question comprehension, 
recall strategies used, judgements made formulating the answer and, where 
available, the provided answer.  

Sample composition 

Respondents were recruited through advertising to HIV-related community and 
patient support groups. Interviews took place in an office at UCL, using a 14” inch 
laptop running Snap 10 Survey Software in Offline Preview mode. Respondents 
received a £20 high street voucher as a token of appreciation for participating in the 
interview. 

Seven interviews were conducted with migrant Africans living with HIV; all had 
been diagnosed for longer than 3 years. The table below shows the characteristics 
of the respondents.  

Characteristics  Number 

Gender Male 3 

 Female 4 

   

Age  30-49 5 

 55+ 2 

   

Country of Origin Zimbabwe 4 

 Nigeria 1 

 Zambia 1 

 Kenya 1 
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Results 
Section A: Demographic Questions  

Respondents found most of these questions in this section to be straight-forward 
and easy to answer. The few problems found in this section arose from 
respondents misreading the questions or from confusing response arrays. A few 
respondents spontaneously commented on the “wordiness” of some of the 
questions and some found the phrasing awkward. The items that repeatedly 
presented challenges for participants are discussed below.  

Migrant Eligibility 

Q2 Currently are you: 
 Go to Q3 Visiting or Staying in [Country of Questionnaire] for 6 months 

OR MORE  
 Go to End Visiting or Staying in [Country of Questionnaire] for LESS than 

6 months 

This question caused problems for a couple of respondents who misread the 
question and understood the question to be asking whether they were “Visiting the 
UK” for LESS or MORE than six months.  

Recommendation 

Question should be changed to read  

Q2 Currently are you: 

Staying in [Country of Questionnaire] for 6 months OR MORE  
Staying in [Country of Questionnaire] for LESS than 6 months 

Ethnicity 

Q6 What term best describes your racial/ethnic background? (select only 
one)  

 Arab  Asian   Black  
 Hispanic/Latin American  White   Mixed Ethnicity 
Other (Please specify) 

Respondents in the UK are accustomed to completing a standardised ethnicity item 
which is widely used in statutory and third sector evaluation and monitoring forms. 
As a result some respondents spontaneously remarked that they expected a “black 
African” response category and were therefore reluctant to select “Black”.  

Recommendation  

Retain current wording. 

These categories have been chosen to standardise the questionnaire 
across Europe. It is possible that using categories that respondents find 
unusual may reduce confidence in the questionnaire. Nonetheless, it is not 
clear whether using unfamiliar categories presents a problem in the field or 
whether respondents felt the need to identify this problem merely as part of 
the cognitive interview.  

Year of Arrival 

Q7 In what year did you first come to [Country of Questionnaire] (excluding 
holidays and business trips)?  

Several respondents understood this question to mean the first time they ever 
visited the UK and included holidays. This was because almost all respondents did 
not read the parenthesized portion of the question.  

Recommendation 

Reword current question to read: 

In what year did you first move to [Country of Questionnaire]. Please 
exclude holidays and business trips 

Education 

Q13 What is the highest level of schooling that you have completed? 
Please select:  

  Less than primary education 
s  Primary education (first stage of basic education) 
  Lower secondary education (second stage of basic education) 
  Upper secondary education (high school or equivalent) 
  Post-secondary non-tertiary education (below degree level) 
  First stage of tertiary education (first degree or equivalent) 
  Second stage of tertiary education (higher degree or equivalent) 

Most respondents understood the question but found the answer categories difficult 
to parse. One respondent thought the answer categories related to his current 
employment status. It should be noted that those who selected the highest 
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category were also those who found it easiest to answer the question. The benefits 
of an advanced degree notwithstanding, all respondents spent considerable time 
trying to differentiate between response categories. 

Recommendation 

Simplify the current answer categories so the question reads: 

Q13 What is the highest level of schooling that you have completed? 
Please select:  

 Less than primary education 
 Primary education (first stage of basic education) 
 Secondary education (high school or equivalent) 
 First degree or equivalent 
 Higher degree or equivalent (e.g Masters, PhD or other postgraduate 

diploma) 

Employment 

Q14 Which of these descriptions applies to you? (tick all that apply)  
 Full time college/school/training  
 Working full time  
 Working part time  
 Unemployed/registered for benefits  
 Unemployed/ not registered for benefits  
 Unable to work (long-term sick or disability)  
 Not allowed to work (immigration reasons)  
 Voluntary work 
 Home/Family caring 
 Retired  

One respondent selected multiple answers that appeared to be mutually exclusive 
because he considered receiving remuneration for expenses for voluntary work to 
be “Working part time”. The respondent clarified that he was not employed by an 
organisation and was classified as unemployed and in receipt of benefits. It is 
unclear whether this situation will be substantially replicated in the field.  

Recommendation 

Retain current wording.  

Marital Status 

Q15 Are you.... (tick all that apply)  
 Married or in a legally recognised civil partnership [Country of 

Questionnaire] 
 Married or in a legally recognised civil partnership (wife/husband/partner is 

living in another country)  
 Widowed  
 Divorced/Separated 
 Single and never been married 
 Living with your partner as a couple 
 In a relationship, but living apart 

This item requests information about two factors (legal marital status and 
cohabitation) using one question. Respondents were confused by the categories 
and despite the ability to choose more than once answer, felt constrained by the 
choices available. Two respondents noted that they had been divorced for many 
years and consequently they considered themselves to be “Single” but were unable 
to select this option. Another respondent remarked that he had never been married 
but had children from a previous relationship. All respondents eventually chose the 
option that reflected their actual status in the manner intended. 

Recommendation 

Remove responses “Widowed” and “Divorced” replaced with “Single, 
previously married”.  

Q15 Are you.... (tick all that apply)  

 Married or in a legally recognised civil partnership and living in 
[Country of Questionnaire] 

 Married or in a legally recognised civil partnership 
(wife/husband/partner is living in another country)  

 Separated (but still legally married) 
 Single and never been married 
 Single, previously married 
 Living with your partner as a couple 
 In a relationship, but living apart 
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Children 

Q17 Do you have any children from current or previous relationships?  
   1 Yes Go to Q18    2 No Go to Q19 
Q18 How many children do you currently care for in your home?  
 None, 1, 2,3,4,5,6 or more 

One respondent (a single mother) did not feel that this question was worded 
appropriately as she did not consider her child to be from a previous relationship. It 
is possible that those who have adopted children or have had children through 
fertility treatment might not feel this question applies to them. However, it is likely 
that this question will not pose major problems in the field. 

The follow up question “How many children do you currently care for in your home” 
might yield unexpected results. In many migrant societies (particularly African 
communities) foster care for children of relatives of friends is common place. 
Analysis should take this into account and note that this is not a measure of 
number of biological children.  

Recommendation 

Retain current wording. 

Religious Attendance and Religion 

Q19 Do you regularly attend a religious ceremony? 
 Never Go to Q21 
 Weekly or more Go to Q20 
 Monthly or more Go to Q20 
 Once or twice a year Go to Q20 
Q20 Which religion? 
 Christian Denomination [1]  
 Muslim/Islam [2]  
 Judaism /Jew [3]  
 Buddhism/ Hinduism/Sikhism [4] 
 Traditional religion  
  Other (please specify) 

One respondent was confused by the term “religious ceremony” and made a 
distinction between weekly mass and major Catholic ceremonies such as “the feast 
of St David”. All other respondents were understood the question as intended.  

Another respondent could not understand the difference between “Traditional 
religion” and “Christian Denomination” as she understood Christianity to be a 
traditional religion.  

Recommendation 

For Religious Attendance, provide an explanation box which reads:  

For example: Sunday Mass, Friday Prayers or similar 

Alternatively alter the question to read: 

Do you regularly attend a religious service? 

Alter the response categories for Religion to read: 

 Christian (All denominations) 
 Islam/Muslim 
 Judaism /Jew 
 Buddhism/ Hinduism/Sikhism 
 Traditional African religion 
  Other (please specify)  

Household income 

Q22 What is your estimated household income (before tax) 
 Less than £10,000  
 £10,000 - £19,999 
 £20,000 - £29,999 
 £30,000 -£39,999 
 £40,000 - £99,999 
 £100,000 or more 
 It varies 
 Don’t know  
 Rather not say 

Most respondents understood this question to mean “earned income per year” but 
one respondent was unclear whether the reference period was monthly or yearly. 
Respondents in receipt of benefits found this item difficult to complete and their 
understanding of the question varied. Of those that did attempt to calculate an 
answer by multiplying their monthly benefit payments one included housing 
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Recommendations 

Retain current question wording. 

In the field older participants who have been sexually active for a number of 
years will struggle to complete this question accurately. However, the range 
of results (5-500) suggests that providing answer categories might introduce 
a social desirability bias with respondents opting to place themselves within 
an average or middle category rather than trying to actively recall or 
accurately estimate the number of sexual partners.  

Condom Use 

Q26 Since your HIV diagnosis, when you’ve had sex, how often have you, 
or your sexual partner, used a condom?  

 Every time 
 Most of the time 
 Occasionally 
 Not at all in the last 12 months 
 Rather not say 

Most respondents understood the reference period for this item to be since their 
diagnosis, but became unclear when reading the answer categories. Participants 
that felt able to answer based their response on their principles rather than any 
active recall of events. For example one respondent remarked 

“I am very insistent on using a condom, so every time” DSINT2, Female, 
aged 46 

Recommendation 

Remove question as condom use is measured in an item that refers to the 
last time the respondent had sex.  

Partner’s HIV Status 

Q29 Thinking of your most recent (or current) sexual partner, were they 
 Definitely HIV negative (They did not have HIV) 
 Probably HIV negative 
 Not sure/I don’t Know 
 Probably HIV positive 
 Definitively positive (They have HIV) 

Nearly all respondents understood this question as referring to disclosure but in 
formulating their answer some participants were inclined to select “Not Sure/ I don’t 
know” rather than any other answer.  

“They claimed to be negative but I don’t trust anyone so ‘I don’t know’” 
DSINT2, Female, aged 46 

The phrase “most recent (or current) sexual partner” was unclear to one 
respondent who mistakenly believed that the question was referring to a period of 
time rather than the last time she had sex.  

“It’s trying to ask if you had a sexual partner recently. For me it’s not 
recent, it’s 2004, you can’t call that recent”. DSINT4, Female, aged 46 

Recommendations  

It is unclear what this question aims to address. If this question aims to 
successfully identify those in serodiscordant long term relationships then the 
question should be altered to read: 

Thinking of your MAIN/STEADY partner, are they: 

If the item aims to determine whether respondents are confident in their 
knowledge of the HIV status of the last person with whom they had sex the 
question should be altered to read:  

Thinking of the last person you had sex with, were they: 

Transactional sex 

Q30 Have you ever had sex with someone so that they would give you 
money, food or drugs? (tick all that apply)  

 Yes, in [Country of Questionnaire] 
 Yes, in [Country of Birth] 
 Never 
 Rather not say 

The interviewer observed that the responses to this question have the potential to 
induce a social desirability bias. The term “never” might be perceived as referring to 
both the past and the future, and interpreted as based on principles or personal 
morals. That is, respondents may read it the context of a sentiment such as: “This 
is something I could never do because it is so terrible!” rather than “This is 
something I have never engaged in”.  
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Recommendation 

Alter responses to: 

 Yes, in [Country of Questionnaire] 
 Yes, in [Country of Birth] 
 No 
 Rather not say 

Section C: HIV and AIDS 

Respondents found this section to be acceptable and did not comment on any 
difficulty recalling information around the time of diagnosis. All of the respondents 
had been diagnosed for ten years or longer and were able to readily recall 
information related to two years before their diagnosis (that is, 12-16 years ago). 
Nonetheless, changing the eligibility criterion that aMASE participants be 
diagnosed less than three years is not recommended. This sample was recruited 
through advertisements in a number of HIV-related community-based 
organisations. In addition, all of the respondents were taking HAART and in 
regular, long-term contact with HIV clinic. Therefore it may be that the sample 
respondents are more accustomed to recounting their HIV history than other 
populations of HIV positive people. (This could explain why respondents appeared 
to have fewer recall or comprehension problems than in earlier, less familiar 
sections of the questionnaire). It is probable that clinic attendees in the field 
diagnosed for longer than three years would be struggle to recall some of the 
details required. Finally, while respondents were able to readily recall the 
information, there exists no evidence to suggest that the recalled information was 
not subject to recall bias.  

Negative Tests 

Q43 Before being diagnosed with HIV did you ever have a negative HIV test? 
   1 Yes  Go to Q44    2 No Go to Q46 

A few respondents struggled with the wordiness of this question. All respondents 
spontaneously said “I never tested before” and a few expressed their reluctance to 
select “No” (although all eventually did so). 

Recommendations 

Change the question to: 

Before being diagnosed did you ever have a negative HIV test? 

Known HIV positive Partner prior to diagnosis 

Q46 Prior to your HIV diagnosis did you ever have sex without a condom 
with someone you now know to be HIV positive?  

   1 Yes  Go to Q47    2 No Go to Q48 

One respondent understood this question as intended. The other participants 
understood the question as asking whether they prior knowledge of their sexual 
partner’s HIV status at the time they had unprotected sex.  

“If I knew I would have run a mile” – DSINT2, Female, 46 years 

“It’s asking whether there was knowledge of HIV in the relationship at 
the time” DSINT6, Male, 39 years 

The interviewer prompted three of the respondents to re-read the question and on 
understanding the question as intended all changed their answer. This answer was 
based on who they suspected had infected them.  

Recommendation 

Remove question.  

Although this question has value for the country of HIV acquisition algorithm and if 
reported accurately it could an important indicator, its removal is recommended. 
The complexity of the question is such that the item remains highly unreliable and 
likely introduce considerable error.  

PEP 

Q50 Have you ever heard of or used PEP (Post Exposure Prophylaxis), anti-
HIV drugs that can be used to prevent HIV transmission after 
unprotected sex?  

   1 I have never heard of PEP before today 
   2 I have heard of PEP 
   3 I have used it or suggested someone use it 

One respondent understood PEP to mean the antiretroviral medication that he is 
currently taking to control his infection. Other respondents pointed out that HIV 
positive people do not use PEP themselves and so the final option was confusing. 
A few respondents remarked that the person they suggested use PEP was not a 
sexual partner but a friend. 
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Recommendation 

Change the responses to read 

I have never heard of PEP before today 
I have heard of PEP 
I heard of PEP and I have suggested someone use it 
In analysis it should not be assumed that those selecting option 3 were 
recommending PEP to sexual partners. 

Service use before diagnosis 

 These questions are about your use of health services in the TWO 
YEARS BEFORE you were diagnosed with HIV... 
Q51 In the TWO years before you were diagnosed did you attend any of the 

following services 
 Admitted as an Inpatient 
 An ante-natal clinic or ante-natal service because you were pregnant 
 Accident & Emergency/Emergency Department (A&E/ ED/ casualty) 
 Sexually Transmitted Disease Clinic (STD/VD/GUM) 
 Outpatient appointment 
 Family planning clinic/Termination of pregnancy 
 Counselling or other mental health services 
 GP/Family Doctor 
 Dentist 
 None of the above 

Some respondents were diagnosed in the UK but were in their country of origin in 
the two years before they were diagnosed, that is their response mainly included 
service use outside the UK.  

Recommendation 

The aim of this question is to identify barriers and missed opportunities for 
HIV testing in Europe. The question should be reworded: 

In the TWO years before you were diagnosed did you attend any of these 
services in [Country of Questionnaire]? 

Infections 

Q58 Have you ever been diagnosed with sexually transmitted infection 
(STI/STD/VD) other than HIV?  

 Not since I was diagnosed HIV positive 
 In the last year 
 1 to 2 years ago 
 2-3 years ago 
 Never 

Two respondents asked whether “recurring Herpes” was a sexually transmitted 
infection. All other respondents understood the question as intended. 

Recommendation 

Retain current wording. 

Medication 

Q62 Who pays for your HIV treatment and care (including HIV Medicines)?  
 Government (e.g. the health service) 
 Insurance (non- private) 
 Private health insurance 
 I pay myself 
 Charity 
 I don’t know 
  Other(please specify) 

Most respondents understood “Government” (e.g. the health service) but 
spontaneously added that the response would be easier to understand if it explicitly 
stated “NHS”. There was some confusion about whether “Insurance (non-private)” 
included UK National Insurance contributions.  

Recommendation 

Retain current question wording.  
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Access to services 

Q66 What difficulties have you had accessing health services in [Country of 
Questionnaire] (tick all that apply)  

 No difficulties 
 I cannot find a GP (family doctor) willing to take me as a patient 
 I did not think I had rights to access medical care 
 Clinic opening hours are inconvenient 
 There are long waiting times for an appointment/in the clinic 
 I do not trust the GP (family doctor) to keep my details confidential 
 I have had difficulty communicating with staff because of language differences 
 I do not know where to find a family doctor [GP] 
  Other 

The aim of this question is to explore barriers to accessing health services 
experienced by migrants. The response categories available are confusing since 
they refer to both current and historical events e.g. “Clinic opening hours are 
inconvenient” versus “”I did not think I had rights to access medical care”. As a 
result some respondents expressed difficulty understanding whether this question 
refers to their current situation or since arriving in the UK. One respondent 
mentioned a range of difficulties she had experienced while waiting for her 
immigration status to be clarified, but felt that it was inappropriate to include these 
in the answer. Another selected both “No difficulties” and “I did not think I had rights 
to access medical care” 

Recommendation 

In order to capture past and current difficulties accessing care this item 
should be separated into three items. 

What difficulties do you currently have in accessing health services in 
[Country of Questionnaire] (tick all that apply)  

 No difficulties 
 I cannot find a GP (family doctor) willing to take me as a patient 
 I am still unsure of my rights to access medical care 
 Clinic opening hours are inconvenient 
 There are long waiting times for an appointment  
 There are long waiting times in the clinic 
 I do not trust the GP (family doctor) to keep my details confidential 
 I have difficulty communicating with staff because of language differences 
 I do not know where to find a family doctor [GP] 

 Other 
[For those that select no difficulties] Did you previously experience 
difficulties accessing services in the [Country of Questionnaire]? 

 Yes/No 

What difficulties accessing health services have you experienced in 
the past? 

I could not find a GP (family doctor) willing to take me as a patient 
I did not think I had rights to access medical care 
I did not trust the GP (family doctor) to keep my details confidential 
I had difficulty communicating with staff because of language differences 
I did not know where to find a family doctor [GP] 

Racism 

Q70 Since you have been in [Country of Questionnaire], have your 
personally experienced racism (discrimination against you because of 
your colour or country of origin)?  

 Yes, monthly or more often 
 Yes, once or twice in the last year 
 No, not in the last year 
 Never 

This question seeks information about respondents’ personal experiences of 
racism. While all the respondents understood the term “racism” to mean overt 
discrimination due to race or because of the colour of his or her skin, there was 
substantial variations in how the participants interpreted the question. Respondents 
described what they referred to as racist incidents that took place since arriving in 
the United Kingdom, including name calling and discrimination at work and while 
receiving public services. These same respondents were still inclined to select 
“Never” when responding to the question. Further probing revealed that for most of 
the respondents to “experience racism” was to internalise racist events. Although 
others may have attempted to discriminate against them, few respondents 
interpreted this as “experiencing racism” since they had either challenged or 
ignored the perpetrator. 

“I won’t let anyone be racist to me so I can say never, I stand up for 
myself” DSINT2, Female, 46 
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“Inwardly, I just know I just got to be ready to stand for myself when it 
comes to that. I don’t know whether I really don’t see it, because I can 
usually turn the tables around, I can’t really say….” DSINT6, Male, 49 

For these and other respondents, to “experience racism” was to succumb to the will 
of others and signified a weakness of character. The following exchange highlights 
the nuanced understanding of the phrase and the underlying assumptions 
respondents attached to the question.  

INTERVIEWER: What does “Experienced Racism” mean to you? 

RESPONDENT: “Experienced? When somebody tries to, you know, to 
play me down because I’m black” 

INTERVIEWER: And you’re saying you don’t allow them to do that? 
They try it but you don’t allow it?  

RESPONDENT: No 

I: So what’s the difference between those experiences? Trying and 
Allowing? 

R If I allowed it to happen I would feel and experience it. If I stand firm, it 
just goes over me and that’s what I do every time. So I 
wouldn’t…because... usually when you kind of like cry racism, it’s very 
easy. 

I: So, in your own words what is this question asking you? 

R: It’s asking me, if for some reason I feel inside, you know, as an 
individual, inferior because of my colour, inferior of being born black. I 
am a really proud black man. I wouldn’t want to lie to you, so I try to instil 
in my kids to be proud of who they are. Not to allow anybody to kinda 
like use the colour of their skin to... as an excuse to say you’re not 
intelligent because you are black. 

DSINT6, Male, 49 

                                                
64 Adapted from: N. Krieger et al. Experiences of discrimination: Validity and reliability of a 
self-report measure for population health research on racism and health. Social Science & 
Medicine 61 (2005) 1576–1596 

Recommendation 

It is possible that this issue is too complex to explore quantitatively and that 
multiple items may be needed to measure experiences of racism. Since this 
is not the focus of this survey multiple items referring to racial discrimination 
are not recommended.  
Reword question: 
Since you have been in [Country of Questionnaire] has anyone ever 
tried to discriminate against you because of your race, ethnicity or 
country of origin? 
Or 
Since you have been in [Country of Questionnaire], have you ever 
experienced discrimination, been prevented from doing something, or 
been hassled or made to feel inferior in because of your race, 
ethnicity, or country of origin?64 

Homophobia  

Q71 Since you have been in [Country of Questionnaire], have your 
personally experienced homophobia (discrimination against you 
because of your sexuality)?  

 Yes, monthly or more often 
 Yes, once or twice in the last year 
 No, not in the last year 
 Never 

Most respondents understood this question as intended. A few participants said 
they would have preferred to select “Not Applicable” and suggested that option 
should be available. One respondent, a heterosexual man, reported that he had 
experienced homophobia in the form of rumours about his sexuality.  

Recommendation 

Slightly alter question to read: 
Since you have been in [Country of Questionnaire], has anyone 
discriminated against you because of your sexuality?  
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CASI Survey Format 

The aMASE questionnaire begins with a short “Welcome” letter from “Fiona Burns 
and Julia del Amo, Work Package 14 leads” followed by a question which asks 
respondents to indicate their consent to participating in the study. Some 
respondents spontaneously supplied positive comments about this section, and 
indicated they felt reassured when they read “Please do not write anything that 
could identify you”. 

Most respondents had little difficulty in completing the questionnaire and there was 
relatively high degree of computer survey literacy. However, there remained a few 
problems. Several questions required respondents to select an answer before 
continuing. If the respondent attempted to move onto the next question without 
selecting an answer, an error message would appear directing the user to complete 
the question. Some respondents, particularly those over 55, did not read or 
understand the error messages and required assistance from the interviewer 
before they were able to proceed.  

In other instances, particularly when respondents chose to use the laptop track pad 
rather than the mouse, users unknowingly skipped questions. This was sometimes 
confusing for the user, particularly if the missed question was a pre-cursor to a 
follow-up question (e.g. Religious Attendance and Religion).  

There were some problems that arose due to the layout of the questionnaire, 
leading to participants failing to read the entire question or miss some response 
categories. Paper-based questionnaires often have response categories that read 
across the page and open response code boxes beside the questions. The aMASE 
clinic questionnaire adopted this layout as there is some evidence to suggest that 
this format leads to higher rates of question completion. Conversely there is also 
evidence that this may induce satisficing. Additionally, the World Wide Web 
Consortium (W3C) accessibility guidelines recommend that: 

 “checkboxes are arranged in a single column (checkpoint 10.3), and 
that the code labels are placed to the right of the checkbox 
(checkpoint 10.2). Similarly, labels for open response controls are 
constrained to be either to the left or above their control.” 

Recommendations 

While it is anticipated that most respondents will be able to self-complete 
the survey, some may require help at the beginning of the questionnaire. 
Where possible, recruitment researchers should set up the questionnaire 
(completing the study number and site reference) in full view of the patient 
so that it is clear that in order to proceed they must select an answer and 
click “next”.  

W3C accessibility guidelines should be adopted and response categories 
arranged in a single column with the checkboxes to left of code labels.  

A short instruction video indicating how to complete the questionnaire 
should be available at the beginning of the questionnaire. To avoid 
burdening highly literate respondents the instruction video should be 
optional.  

Where possible, users should be given the option of using a mouse. The 
survey should be altered so that users are required to confirm they wish to 
miss out an item in order to prevent respondents inadvertently skipping 
questions.  

Conclusion 

The aMASE clinic survey tested well with a small sample of HIV positive black 
Africans. All interviewees were recruited through advertisements in community 
support groups and respondents were generally well versed in their HIV clinical 
history. Not all respondents were highly computer literate and older respondents 
needed short instructions from the interviewer in order to complete the 
questionnaire.  

This round of testing identified a number of issues with questionnaire that have now 
been rectified. Further testing on non-African, non-heterosexual and younger 
participants may add value to the survey testing process but further cognitive 
interviews with black Africans are unlikely to reveal any additional issues. 
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aMASE UK Clinic Study Protocol 

About aMASE 

Principal Aim 

To determine to the likely country of HIV acquisition for migrant populations and 
identify the structural, cultural and socioeconomic barriers to HIV testing, 
prevention and treatment service uptake. 

Secondary aims 

• What lessons regarding HIV prevention learned from black African migrant 
communities can be transferred to other migrant populations? 

• What lessons learned from organisations providing general health and 
social care services to migrants can be used to improve the uptake of HIV 
testing, prevention and treatment services for at risk migrant populations? 

Purpose & Design 

This study is part of EuroCoord a Network of Excellence established by several of 
the biggest HIV cohorts and collaborations within Europe - CASCADE, COHERE, 
EuroSIDA, and PENTA. This large, integrated network exploits the scientific 
strengths of each collaboration to ensure that the best, most competitive HIV 
research is performed. 

Work Package 14 of EuroCoord focuses on migrant health as this group represents 
a significant proportion of those living with HIV in Europe. This study forms part of 
Work Package 14 and has been designed over an 18 month period with 
investigators from 23 institutions across Europe. The main study designers are 
researchers from University College London and the Institute of Health, Carlos III, 
Madrid Spain.   

For the purposes of this study “migrants” are defined as foreign-born individuals 
intending to be resident in the UK for longer than 6 months. The study consists of 
two cross sectional surveys using very similar questionnaires and in-depth 
interviews.  

The surveys will recruit service users from HIV clinics across Europe and non-
service users via an anonymous web-based community survey. The community 
survey will be disseminated and promoted through non-governmental and 
community based organizations; we aim to recruit 1000 individuals aged 18 and 
over. The clinic survey is a multi-site study in 40 clinics in 9 European countries. In 

the UK we will recruit in seven clinics across England (5 in London, 1 Birmingham, 
1 Manchester). Over a 12-month period, the UK clinic survey will recruit 500 
service users (250 men; 250 women) living with HIV diagnosed within 3 years of 
the start of the study. 

All consenting participants will self-complete a computer-administered 
questionnaire which will collect information on demographics, risk behaviours 
(including sexual behaviour), HIV testing and health service use. The clinic survey 
will also collect data from patient records about clinical indicators of HIV disease 
(CD4 count, viral load, HIV virus subtype). Results from the clinic survey will be 
used to generate a mathematical formula (an algorithm) to determine the likely 
country of HIV acquisition. We will validate the algorithm using a panel of experts. 

Ethical Approval 

aMASE has received ethical approval from London Bentham Research Ethics 
Committee 11/LO/1600. Approval has also been received from local trust R&D 
where the full protocol can be found.  

Clinic Study documents: aMASE website 

URL and Login Details 

To find all documents related to this study, please go to the aMASE website: 

www.amase-study.org  

Login details 

Username: amase_clinic 

Password: 3s4m4tT 

All you need: documents on the website 

• Study protocol: found in the “Generic documents” section. 

• Clinic study pack: includes all the information you will need about the 
study. You will find this document in the “Generic documents” section. 

• Patient Information Sheets: UK specific patient information sheets that 
can be adapted to your NHS trust are found under UK. . 
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Study Procedures: Inclusion Criteria 
Survey 

• HIV positive 

• Aged 18 or over 

• Born outside of the UK & resident and accessing HIV clinics in England  

• Diagnosed within three years of study date. 

• Able to complete computer assisted self-interview65 in one of the following 
languages: 

• Arabic, Amharic, Dutch, English, French, German, Greek, Italian, 
Polish, Portuguese, Russian, Spanish, Somali, Turkish 

In-Depth Interviews (London only) 

• Completed either questionnaire either in clinic or online 

• Agreed to participate in qualitative interview 

• Has been purposively selected according to: age; gender; sexual 
orientation; ethnicity; country of birth; length of time in England; frequency 
of travel abroad; and HIV status 

Study Procedures: Exclusion Criteria 
Survey Sample 

• Unable to complete computer assisted self-interview due to language or 
literacy or lack of assistance 

• Diagnosed HIV positive more than 3 years before the date of approach 

In-Depth Interviews 

• Unable to speak English  
• Participant declines audio recording of the discussion  

                                                
65 Recruitment researchers are permitted to assist participants who may have literacy/visual 
problems. If assistance is provided this must be stipulated on the questionnaire.  

Sample sizes 

Each clinic to recruit between 50 and 150 patients 

The target sample size is 500 patients from UK clinics (250 men; 250 women). 
Cluster analysis will be performed which assumes a design effect of 1.5 for the 
study and hence an overall effective sample size of ~333. This provides good 
precision for estimates.  

Recruitment & Consent 

The clinical administrative support staff will examine clinic databases to determine 
which clinic attendees are eligible for the study. All eligible patients will have 
their notes flagged. 

When the patient presents, their clinic number will be noted next to a pre-coded 
study number on the Clinic Master Sheet (see Fig 1). 

 
Fig.1 Clinic Master Sheet 
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Patients that are eligible for the study will be approached by members of the clinical 
care team and asked if they would like to participate in the study. If the patient 
agrees, they will be introduced to the recruitment researcher who will give all 
eligible potential participants the patient information sheet to read and will be 
available to answer any questions. Those who agree to participate will be 
consented into the study. Those who decline will have their age, ethnicity and 
gender logged on the Clinic Master Sheet. 

Participants will complete the questionnaire electronically either using laptop PCs in 
the waiting room or in a side room in the clinic. Before starting the questionnaire, 
the recruitment researcher will enter the participants’ study number into the 
questionnaire (See Fig 2)66. This will be the only link between participant responses 
and clinic data.  

 
Fig 2. First 2 screens completed by recruitment researcher before handing laptop 
to patient. 

Informed Consent 

                                                
66 Participants should observe this process in order to have confidence in the 
anonymity process and how to operate the questionnaire. 

The informed consent of recruited participants will be documented by asking 
respondents to select an option in the electronic questionnaire saying “please click 
on this box to indicate your consent and go to the first question” (Fig 3). 

 

Fig 3. Participants consent within the questionnaire 

Study Procedures: Completing the Questionnaire  

The questionnaire is administered using a laptop supplied to the clinic. The CASI 
questionnaire is anticipated to take no longer than 20 minutes. There will be no 
personal identifiers on the questionnaire.  

If WIFI or a LAN (direct internet connection) is available 

1. Connect to the internet using Internet Explorer or Google Chrome 

 
2. Go to: www.amase-study.org 

3. Login with the username (amase_clinic) and password (3s4m4tT) and 
select “Online Questionnaires” 
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7. Right-click the file that you just downloaded. Select 7-zip and then Add to 

archive. 

 
8. Change the Archive Format to .zip and select AES-256 under Encryption 

Method. Enter a strong password and then click OK. (Remember to write 
it down) 

 
9. The archive .zip file will now be created and will appear in the same 

location as the file or the folder which was encrypted. This encrypted 
archive file can be emailed securely 

10. In this same folder select the encrypted file (download.zip) 

11. Select Edit> Copy  
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12. Go to My Computer and select the Memory stick 

 

13. Double click on the memory stick to open 

14. Select Edit> Paste  

15. Safely remove the memory stick and transfer the file to a machine 
connected to the internet 

16. Email the file to  

17. Send the password you created in Step 8 in a separate email to 
s 

Study Procedures: Clinical Data retrieval  
On completion of the questionnaire, the recruitment researcher will use the study 
number to retrieve clinical data about the participant. The recruitment researcher 
will enter the data onto the Clinical Data Form.  

To access the Clinic Data Form:  

1. Connect to the internet using Internet Explorer or Google Chrome 

or Firefox  

2. Go to: www.amase-study.org 

3. Login with the username (amase_clinic) and password (3s4m4tT) and 
select “Online Questionnaires” 

4. Select aMASE CLINICAL DATA 
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The clinical data linked to the questionnaire are: 

Study Number Date of Birth 
Gender Date of diagnosis 
Pregnant at diagnosis Evidence of seroconversion 
Previous Negative HIV Test Date of previous negative test (MM/YYYY) 
ART ever initiated Date ART initiated (MM/YYYY) 
Currently on ART CD4 Cell Counts 
CD4 count (absolute) cells/µl at: 
Diagnosis/1st ART Initiation/Most recent 
(dates noted|) 

Viral load Diagnosis/1st ART Initiation/Most 
recent (dates noted) 

Viral Type (HIV 1, 2 or both) Viral Clade 
AIDS Defining Illnesses Hepatitis B co-infection (HbsAg+) 
Hepatitis C co-infection (PCR/bDNA) 

Study Procedures: Returning Clinic Master Sheets 

• Incomplete Clinic Master Sheets should be kept in a locked cabinet. (If
stored on paper before transferring to electronic version)

• Once a month please send a copy of the electronic Clinic Master Sheet
WITHOUT the Clinic numbers to 

• Complete Master Sheets should be printed and then stored in a secure
location until the study has been completed.

Study Procedures: In-Depth Interviews [London Only• Start 
November 2013] 
On completion of the clinic questionnaire individuals will asked if they would like to 
participate in a qualitative interview that will last no longer than 120 minutes. They 
will be given an information sheet. 

Individuals that agree will be directed to a website separate from the questionnaire 
where they will be able to leave contact details in a secure location.  

Ibi Fakoya will contact the potential participant either by telephone or email and 
outline the purpose of the interview. Because this research will be using purposive 
sampling not all those contacted will be invited to participate in the full interview. 
The researcher will ask the potential participant five screening questions to gather 
information about their age, gender and ethnicity, length of time in the UK and 
country of origin.  If the individual agrees to participate, the researcher will arrange 
a time and date for interview to take place and seek written consent at the time of 
the interview.  

Interviews will either be in person or over the phone depending on participant 
preference. Face-to-face interviews will take place on university or NHS premises, 
in a private office and arranged at a time that is convenient to both participants and 
interviewer. Before the interview begins the interviewer will go through the consent 
procedures and request permission for the interview to be recorded using a digital 
recorder and transcribed verbatim. No identifying data will be kept with the 
transcripts.  

Interviews will be based on a topic guide which will be refined in consultation with 
the study advisory group. Key areas for investigation will be: personal 
circumstances, (for example partnership status, migration history); personal and 
community attitudes and influences on sexual behavior (including stigma, 
experiences of discrimination, role of religion); perceptions and experiences of 
health services; and means of improving services and information delivery. Trained 
qualitative researcher(s) will conduct the interviews. It is estimated that they will 
take approximately 60−90 minutes to complete. 

Participants will be offered a small token of £15 at the end of the interview in 
appreciation of their time. The digital recording of the interview will be destroyed 
once the transcripts have been received, checked and anonymized 
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 aMASE Clinic Study Summary Flow Diagram  

67 CMS: Clinic Master Sheet • CASI: Computer Assisted Self- Interview • EPR: 
Electronic Patient Record 

aMASE Clinic Study: Site Codes 
Code Site Country CMS Files 

BIR Birmingham UK 

GST Guys and St Thomas’ UK 

HOM Homerton UK 

KCH King’s College Hospital UK 

MAN Manchester UK 

MMC Mortimer Market Centre UK 

RFH Royal Free Hospital UK 

Contact Details 
For more information or any problems please contact: 

Ibidun Fakoya, Centre for Sexual Health and HIV Research. 3rd Floor, 
Mortimer Market Centre, Mortimer Market, London, WC1E 6JB  

Email:  

Tel.   

Return Clinic Master Sheets to: 

 

IT Help and Support 

If you experience any problems logging onto the website or using the aMASE 
supplied laptop contact: 

, Email:  
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Do I have to take part? 
No - your contribution is very important but it is entirely up to you. If you do take 
part you will be given this information sheet to keep you will be asked to tick a 
box at the beginning of the questionnaire to say that you have agreed to take 
part. You will be free to stop at any time and without giving a reason. This will not 
affect the standard of care you receive in any way. 

What would I have to do? 
Taking part involves filling in a questionnaire about using health services before 
and after being diagnosed with HIV. You will also be asked questions about HIV 
risk (for example, sexual behaviour, and injection drug use). The questionnaire 
takes approximately 20-25 minutes to complete. Some of the questions are very 
personal, but you don’t have to answer any question you don’t want to. 

When you have finished, a research nurse will provide some clinical data (CD4 
cell counts, viral loads and medications). The nurse will find your clinic records 
based on a unique study number which is temporarily linked to your clinic 
number. The research nurse will not have access to your questionnaire 
responses. As soon as the nurse inputs the data the link between study number 
and clinic number will be destroyed. 

Will my taking part in this study be kept confidential? 
Yes. All information will be kept strictly confidential. We don’t ask any identifying 
data in the questionnaire so you won’t be recognised from your answers. All 
answers that you give are anonymous and will be kept securely at University 
College London.  

What will happen to the results of the study? 
The results will be shared with migrant communities across Europe, the NHS and 
organisations committed to the health and wellbeing of your community. They 
will also be written up for publication in academic journals. If you are interested, 
copies of the results will be available from the research team. 

What if there is a problem? 
If you have any concerns or questions you should initially contact Ms Ibidun 
Fakoya who will do her best to answer your questions. Her contact details are 
provided at the end of this information sheet.  

If you are unhappy about something and wish to complain formally, you can do 
this through the Research Governance Sponsor of this study, University College 
London by contacting , quoting reference 11/0237. All 
communication will be treated in strict confidence. 

Further information 
For free information, advice, support or to just speak someone about issues 
raised by this study please feel free to ask the researcher or contact one of these 
organisations: 

Thank you very much for taking the time to consider taking part in 
this study 
For further information contact about this study 
Dr Fiona Burns   
Ms Ibidun Fakoya  

General health information & advice 
NHS Direct (0845 46 47) • Sexual Health Line (0800 567 123)* 
Local HIV support services  
Avert (www.avert.org) • Positively UK (www.positivelyuk.org) 
Terrence Higgins Trust (www.tht.org.uk|0808 802 1221)* 
Support for people of African ethnicity living in the UK  
Africa Advocacy Foundation (020 7708 3649)  
National African AIDS Helpline (0800 0967 500)*  
Young people under 27 
Health Initiatives for Youth (020 7564 2134) 
London Lesbian and Gay Switchboard 
http://www.llgs.org.uk/ HELPLINE: 0300 330 063 

         



 

366 
 

Appendix H Ethical considerations for aMASE study and in-depth 
interviews 
(As submitted to the London Bentham Research Ethics committee) 
TIME BURDEN 
We are conscious of the need to limit the length of the questionnaire and to devise questions 
that are easy to answer. We will collect only relevant and important information as the 
questionnaire is designed to take approximately 25 minutes. The majority of questions are 
taken from other survey questionnaires that have been used in ethically approved studies in 
the UK or Europe. The questionnaire will be piloted prior to use in the study. 
We aim for the informed consent process and the questionnaire completion to take place 
during times when the participant would otherwise be in the waiting room. Should the 
participant be called into the consultation room the questionnaire will be completed once the 
consultation is over. 
SENSITIVITY OF RESEARCH QUESTIONS 
We appreciate that this research topic, sexual behaviour and sexually transmitted infections, 
is sensitive and some questions may cause embarrassment to participants. We hope to 
minimize the effects of an embarrassment by reiterating the voluntary nature of participation 
at the beginning of the questionnaire or interview in order to assure participants that they are 
free to end participation at any time without giving reasons and without compromising their 
treatment. With regard to the questionnaire, the questions are asked on a computer screen 
and the participant can choose a response or in some questions to write a response. The 
questionnaire provides options for non-response to particularly sensitive questions.  
The in-depth interviewers are experienced and trained and aware of the potential difficulties 
when dealing with sensitive issues. Participants will be provided with a well-stocked resource 
pack (containing help-line numbers; health promotion resources) which respondents can use 
if they wish to discuss further some of the issues that arise during the course of the 
interview,  
EFFECT ON CLINICAL CARE 
As part of the informed consent, participants will be assured that their participation or 
non−participation in this research will not affect the clinical care they receive. 
The research protocol has been designed to minimise the impact of participation on the 
participant’s clinical care. 
CONFIDENTIALITY AND SENSITIVE DATA 
This is a sensitive research topic and we understand the importance of ensuring that the 
data is unlinked to any personal identifiers and is maintained securely in password protected 
files. Where data transfer is necessary, data encryption or password protection will be used. 
We will use unique study ID numbers for each participant that will not be linked to any 
personal identifiers in the main clinic database. 
Transcripts of qualitative interviews will be anonymised and once transcripts have been 
checked, the digital recordings of interviews destroyed. Interview participants will be asked 
whether they are happy for anonymised quotes to be included in reports or publications. 
Signed consent forms will be stored in a locked cabinet. 
CONFIDENTIALITY AND QUALITATIVE INTERVIEWS 
In-depth interviews will take place in a private office within clinics or at University College 
London, with only the interviewer and participant present. Interviewers will explain to 
interviewees that should they meet under any other circumstances, they will not 
acknowledge their previous meeting in order to protect them both. 
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Background 
EuroCoord is a Network of Excellence funded by the European Commission. It 
brings together Europe’s largest HIV cohorts into 15 work packages and aims to 
use the scientific strengths of each collaboration to ensure that the best, most 
competitive research is performed. Work Package 14 (WP14) of EuroCoord 
focuses on Migrant Health and aims to prevent HIV infection, and improve 
diagnosis and prognosis of migrant populations living with HIV in Europe by 
providing evidence to support policy development at European level.  

As part of Work Package 14, the advancing Migrant Access to health Services in 
Europe (aMASE) study, will be conducted. This study aims to determine the likely 
country of HIV acquisition for migrant populations and identify barriers to HIV 
prevention, testing and treatment. The findings from this research will provide 
evidence to support policy development at European level.  

aMASE consists of two cross sectional surveys of migrants living in Europe: one 
survey will recruit service users from HIV clinics across Europe and the other will 
recruit migrants from high risk populations via an anonymous web-based survey. 
The clinic survey will recruit 4000 migrants from 40 clinics across Europe. 
Participants will be asked to complete a 15-20 minute survey and this data 
temporarily linked to clinical data.  

The aMASE online community-based survey will focus mainly on the barriers to 
accessing health care for migrant communities. This survey aims to recruit 
migrants (defined as anyone living outside their country of birth for longer than 6 
months) from populations at higher risk of HIV infection. This report focuses on the 
implementation of the aMASE clinic study and presents the findings of the field test 
(or pilot study) of recruitment procedures in Spain and the United Kingdom.68 

This survey was developed and is administered using Snap Survey Software 
v10.23 

                                                
68 For details about the design and development of the survey please refer to aMASE Clinic 
Study: Findings and recommendations from cognitive survey testing UK and Spain reports.  

Introduction  
This pilot study was carried out in three clinics in two countries between 
17/07/2012 and 17/01/2013. The aim of the pilot study was to: 

• Determine the feasibility, acceptability and reliability of the aMASE clinic 
survey 

The pilot study had the following objectives:  

• Assess recruitment procedures  

• Examine the function and reliability of the Computer Assisted Self 
Interview (CASI) 

• Examine the function and reliability of the Clinical Data Form (CDF) 

• Assess overall response rate and uptake of the CASI 

• Assess response rate of individual items on the CASI and CDF 

• Identify potential problems in data retrieval and analysis 

• Submit recommendations for improving aMASE clinic study 

Recruiting Clinics 

Patients were recruited in three clinics. 1 in Spain and 2 in the UK these were: 

• Centro Sanitario Sandoval (STI clinic, Madrid  

• Mortimer Market Centre (HIV clinic, London) 

• Royal Free Hospital, (HIV clinic, London) 

Study Population  

Patients were eligible for inclusion in the study if they fulfilled the following criteria:  

• HIV positive 

• Aged 18 years and over 
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• Foreign-born and resident in the country of recruitment for 6 months or 
more 

• Diagnosed within FIVE years of study date. 

• Able to complete, either alone or supported, a computer assisted self-
interview in one of the following languages:  

o Arabic; Amharic; Dutch; English; Flemish; French; German; 
Greek; Italian; Polish; Portuguese; Russian; Spanish; Somali; 
Turkish. 

Patients were excluded if they were: 

• Unable to complete computer assisted self-interview due to language or 
literacy and no support available from recruitment staff. 

• Diagnosed HIV positive more than 5 years before the date of attempted 
recruitment. 

Summary of recruitment procedures 
Spain 

A full-time researcher was in charge of the pilot at the Sandoval clinic. Patients 
were identified and invited to participate in the study by the doctors during the 
consultation. Doctors gave the patient the information leaflet and, if the patient 
agreed to participate, registered his/her clinical record number and called the 
researcher. If the patient did not agree to participate, the doctor registered his/her 
clinical record number to be handed to the researcher separately at the end of the 
day. 

The researcher then came to the consultation room to accompany the patient to 
the survey room, located in the small library, where the study was explained in 
more detail. The researcher answered any questions and, if the patient still agreed 
to participate, started the on-line survey giving the patient a new study number.  

While the patient was responding to the questionnaire, the researcher remained in 
the room, but guaranteeing complete intimacy for the patient. The researcher 
completed the clinical master sheet linking the clinic study number with the clinical 
record number, and responded to any question posed by the patients. 

At the end of the morning, the researcher went through the patients’ clinical records 
to retrieve the information for the clinical data questionnaire of aMASE, and filled in 
the remaining information in the Clinical Master Sheet. 

United Kingdom 
Overall coordination of the pilot study was managed by a full-time researcher, 
however within each clinic in the UK a part-time research nurse was appointed to 
oversee day-to-day recruitment and study implementation. Recruitment procedures 
varied between clinics but the same basic method was followed.  

Clinical administrative support staff examined clinic databases to determine which 
clinic attendees were eligible for the study and all eligible patients had their notes 
(either paper or electronic) flagged. On the day of their appointment, the clinic 
numbers of eligible patients was noted next to pre-coded study numbers on an 
enrolment log (Clinic Master Sheet), which was kept in a locked cabinet drawer in a 
locked office. Patients who attended walk in services without a pre-booked 
appointment were also added to the enrolment log.  

Once eligible patients arrived for their appointment they were approached by 
members of the clinical care team and asked if they would like to participate in the 
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study. If the patient agreed, they were introduced to the recruitment researcher 
who distributed a patient information sheet to read. The recruitment researcher was 
available to answer any questions and explain further about the study.  

Patients who were not approached, who declined to participate, or who did not 
attend their appointment had their age, ethnicity and gender logged on the Clinic 
Master Sheet.  

Patients who agreed to participate were asked to complete the questionnaire 
electronically either using laptop PCs in the waiting room or in a side room in the 
clinic. Before starting the questionnaire the recruitment researcher entered the 
participants’ study number into the questionnaire to create a link between the 
survey and the participant’s clinical records.  

The informed consent of recruited participants was documented by asking 
respondents to select an option in the electronic questionnaire which states: 
“please click on this box to indicate your consent and go to the first question”. 

At a later date a research nurse referred back to the clinic master sheet to retrieve 
the participants’ clinic number and then access clinic records. The information was 
retrieved from clinic records and entered onto an online Clinical Data Form (CDF).  

Data Storage and Retrieval 

Clinic Master Sheets  

Enrolment logs were stored in a locked cabinet; electronic versions of the 
completed forms were returned to the study coordinator on a monthly basis.  

Survey Data 

Where possible, clinics with internet access (via WIFI or Local Area Network) 
arranged for patients to complete the online version of the survey hosted by 
Snap Webhost. This has the advantage of the data being directly stored in a 
central secure database that is accessible by the study coordinator at all 
times. Clinics without internet access used a “local” version of the survey, the 
data being stored on the laptop until it is able to be retrieved by the study 
coordinator. In one clinic (MMC) the research nurse was able to make daily 
back-ups from the laptop to a secure network. 

Findings and Recommendations 
A total of 115 patients were recruited into the pilot study. The response rates 
differed between clinics. Table1 shows below shows the number of patients 
recruited per clinic.  

Table 1: Recruitment by clinic site 

Clinic Recruited Eligible Approached Accepted Declined To 
come 
back 

Centro 
Sanitario 
Sandoval 

13 N/A 13 13 
(100%) 

0 0 

Mortimer 
Market 
Centre  

50 109 85 (77%) 
50+8+26=84 

50 (59%) 8 (10%) 26 
(31%) 

Royal 
Free 
Hospital 

52 177 92 (52%) 
52+11+31=94 

52 (53%) 11(12%) 31 
(34%) 

Recommendations: Given the difficulties to identify eligible subjects both in Spain 
(where it was not feasible) and in the UK (though it was feasible), the response rate 
which will be calculated is that of responses among all subjects approached. 

At the point of analysis, Clinical Data Forms had not been completed for all 
participants and the following results are based on 95 cases. Subsequently all 
Clinical data Forms have been completed. 

CASI 
Recruitment Researcher Completed Fields 

The survey begins with several fields to be completed by the recruitment 
researcher. These are:  

• id_format: The published format which was employed 
• id_interviewer: ID of interviewer (if no assistance type NONE) 
• id_date: Date of interview 
• id_site: Clinic site name 
• id_language: language used to conduct the interview 
• q0a: Enter study number then pass the terminal to patient 
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Several cases had incomplete, incorrect or missing values. Duplicated study 
numbers represent the most challenging issue associated with these fields since 
this can render the data unusable. Clinic Master Sheets can be used to match 
data, but only if they too are filled correctly and completely. Incomplete or missing 
dates were also noted in six cases. This is because the date is not automatically 
completed in the stand-alone local version of Snap.  

Recommendations:  

• Remove id_interviewer: Many interviewers completed this field 
regardless of whether there was assistance provided and this information 
was not accurately collected. 

• Make id_date to be automatically generated by default and prevent 
entering a date before current day 

• Limit id_site to three characters, all upper case 

Characteristics of participants 

Most of the participants were men (79%) who were recruited in the UK clinics 
(86%). All female participants were recruited in the UK, 60% of women were 
recruited at the Royal Free Hospital. The Mortimer Market Centre recruited almost 
half the participants (48%). Nearly all women reported they were Straight/ 
Heterosexual (95%) in contrast to 80% of men reported they were 
Gay/Homosexual. Of those who reported attending a religious service at least once 
or twice a year, 84% were Christian. The majority of participants had arrived in their 
host country between 2000 and 2009 (61%) with only 2 participants (2%) arriving 
before 1980. Table 2 shows the characteristics of respondents by gender. 

Table 2: Characteristics of respondents by gender 

 Gender  
Country recruited Female 

N=20 (21%) 
Male 

N=75 (79.0%) 
Total 
N=95  

Spain 0 (0) 13 (17.3) 13 (13.7) 
UK 20 (100) 62 (82.7) 82 (86.3) 
Clinic    
CSS 0 (0) 13 (17.3) 13 (17.3) 
MMC 8 (40) 38 (50.7) 46 (48.4) 
RFH 12 (60) 24 (32) 36 (37.9) 

    
Sexuality    

Gay or Lesbian/Homo 0 60 (80) 60 (63.1) 
Straight/heterosexual 19 (95) 10 (13.3) 29 (30.5) 
Bisexual 0  5 (6.7) 5 (5.2) 
Other 1 (5) 0  1 (1.1) 

    
Religion (N=45)    

Christian  15 (88.2) 23 (82.1) 38 (84.4) 
Muslim/Islam 0 1 (3.6) 1 (2.2) 
Buddhism/ Hinduism / 2 (11.8) 0 2 (4.4)  
Traditional African 0 1(3.6) 1 (2.2) 
Other 0 3 (10.7) 3 (6.7) 

    
Ethnicity     

Asian (e.g. Chinese, 2 (10.0) 7 (9.3) 9 (9.5) 
Black 13 (65.0) 11 (14.7) 24 (25.6) 
Hispanic/Latin American 0 7 (9.3) 7 (7.4) 
White 4 (20.0) 40 (53.3) 44 (46.3) 
Mixed Ethnicity 0 9 (12.0) 9 (9.5) 
Other 1 (5.0) 1 (1.3) 2 (2.1) 

    
Year of Arrival     
Pre 1980 2 (10.0) 0 2 (2.1) 
1980-89 1(5.0) 5(6.7) 6 (6.3) 
1990-99 2(10.0) 18(24.0) 20 (21.1) 
2000-09 14 (70.0) 44 (58.7) 58 (61.1) 
Post 2010 1(5.0) 8 (10.7) 9 (9.5) 
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Response rates and missing data 

Most respondents completed all the required questions within the questionnaire. 
The following variables are those that contained missing data or problems. 

Gender (Q3 CASI; Q3_1 & Q3_2 CDF)  

Data about gender is collected in three places: the CASI, the CDF and the Clinic 
Master Sheet. In the pilot study there was one missing value on the CASI. There 
was also one mismatched value between the CASI and the CDF.  

Recommendation:  

• Q3 compulsory to answer on CASI. 

• Q3_1 & Q3_2 to be changed to single response on CDF. 

Country of Birth and Migrant Path (Q5 and Q7 CASI) 

These data were well completed but there is an issue about programming which 
relates to the multiple languages in the survey. When the respondent sees the data 
it is displayed as text but the response option is stored as a number. As this option 
is presented as an alphabetical list, the stored numbers differ across languages. 
For example, a respondent may complete the CASI in Spanish and select option 
number 42, which is labelled “Costa Rica” in English. Since the user completed the 
questionnaire in Spanish, it is possible to re-program a new variable in Stata which 
allows for differences in language so that if the language is Spanish then 42=38 
and 38 is labelled “Colombia” in English (see Fig 1 below). Alternatively the labels 
can be changed depending on language. It is not possible to derive a variable in 
Snap that reads the data labels since the data is stored as an integer, not as string. 

 
Figure 1: Screenshot of Country of birth data in STATA. 

Recommendation: 

• Recoded variables to be generated for all languages before analysis. 
STATA can generate new variables without recursive error, that is, if the 
code is 2=3 3=2 all the “2”s will recoded as “3” and all the “3”s recoded as 
“2”. It is not the case that any number recoded from 2 to 3 will 

 

                                 Total           13      100.00
                                                                           
                       Venezuela (197)            1        7.69      100.00
        United States of America (193)            1        7.69       92.31
                          Panama (140)            1        7.69       84.62
                         Ecuador (052)            2       15.38       76.92
                            Cuba (045)            1        7.69       61.54
                        Colombia (038)            3       23.08       53.85
                        Bulgaria (026)            1        7.69       30.77
                         Bolivia (021)            1        7.69       23.08
                         Austria (010)            1        7.69       15.38
                       Argentina (007)            1        7.69        7.69
                                                                           
             RECODE of q5 (CTRY_BIRTH)        Freq.     Percent        Cum.

. tab spcob if id_site=="CSS"

                                 Total           13      100.00
                                                                           
                         Vanuatu (196)            1        7.69      100.00
        United States of America (193)            1        7.69       92.31
                            Peru (143)            1        7.69       84.62
                         Eritrea (056)            2       15.38       76.92
                           Egypt (053)            1        7.69       61.54
                      Costa Rica (042)            3       23.08       53.85
                         Burundi (029)            1        7.69       30.77
                          Brazil (024)            1        7.69       23.08
                         Bahrain (013)            1        7.69       15.38
                         Austria (010)            1        7.69        7.69
                                                                           
                            CTRY_BIRTH        Freq.     Percent        Cum.

. tab q5 if id_site=="CSS"
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subsequently be recoded back to 2 when STATA arrives at that area of 
code. See example below:  

Example code for Spanish language is:  

recode q5 1=1 2=2 3=65 4=4 5=5 6=6 7=129 8=157 9=3 10=7 11=8 12=9 
13=10 14=11 15=17 16=12 17=14 18=13 19=15 20=18 21=19 22=16 23=28 
24=21 25=22 26=23 27=24 28=25 29=26 30=27 31=29 32=20 33=33 34=30 
35=31 36=32 37=35 38=36 39=37 40=46 41=74 42=38 43=39 44=40 45=41 
46=92 47=134 48=93 49=168 50=42 51=43 52=44 53=45 54=48 55=50 
56=52 57=53 58=54 59=191 60=56 61=163 62=164 63=169 64=57 65=58 
66=59 67=144 68=60 69=61 70=62 71=63 72=64 73=66 74=68 75=67 76=69 
77=70 78=55 79=-71 80=72 81=73 82=128 83=75 84=76 85=77 86=79 
87=80 88=81 89=82 90=83 91=78 92=114 93=165 94=84 95=85 96=86 
97=87 98=88 99=89 100=90 101=96 102=91 103=94 104=95 105=99 106=97 
107=100 108=98 109=101 110=102 111=103 112=104 113=105 114=117 
115=120 116=106 117=107 118=108 119=110 120=109 121=111 122=112 
123=113 124=123 125=116 126=115 127=118 128=119 129=121 130=122 
131=124 132=132 133=125 134=126 135=127 1 36=131 137=133 138=135 
139=130 140=136 141=137 142=138 143=140 144=141 145=142 146=143 
147=145 148=146 149=147 150=192 151=34 152=47 153=51 154=150 
155=148 156=149 157=154 158=151 159=155 160=153 161=152 162=156 
163=158 164=159 165=160 166=161 167=162 168=176 169=166 170=170 
171=173 172=167 173=171 174=174 175=175 176=172 177=185 178=180 
179=177 180=179 181=178 182=139 183=181 184=182 185=183 186=184 
187=187 188=186 189=188 190=190 191=189 192=193 193=201 194=194 
195=195 196=196 197=197 198=198 199=49 200=199 201=200, gen (spcob) 

Year of Arrival (Q6) 

These data are currently collected as a string variable with a “date” mask which 
can cause problems reading the data from SPSS into Stata (which converts it to a 
2 digit integer).  

Recommendation: 

• Data should be collected as a 4 digit integer. 

Nationality, Town, Postcode (Q8 and Q9 and Q10 CASI); 
These data are collected as a string. Participants are able to enter 
free text and provide a nationality which can either be construed 
legally or socially. The pilot data show that those participants with 

dual nationality will either spontaneously write it down or write in the 
nationality they feel to be most appropriate (see Table 3). While the 
data for both Town and Nationality is difficult to analyse in its raw 
form it is easily recoded into a new variable that would allow for 
easier analysis.  
Recommendation: 

• Keep as string data recode in analysis. 

• Force uppercase for Q9 and Q10. 

Table 4: Responses for Nationality  

NATIONALITY Freq. Percent 
AMERICAN 3 3.16 
ARGENTINA 1 1.05 
AUSTRALIAN 1 1.05 
AUSTRIA 1 1.05 
BANGLADESH 1 1.05 
BELGIAN 1 1.05 
BOLIVIANA 1 1.05 
BRASILEIRA 1 1.05 
BRAZILIAN 3 3.16 
BRAZILIAN AND ITALY 1 1.05 
BRITISH 11 11.58 
BRITISH & AMERICAN 1 1.05 
BULGARO 1 1.05 
CANADIAN 2 2.11 
CARABEAN 1 1.05 
COLOMBIAN 2 2.11 
COLOMBIANO 2 2.11 
CYPRIOT 2 2.11 
CZECH 1 1.05 
ECUADOR 1 1.05 
ESPAÑOL 1 1.05 
ESPAÑOLA 1 1.05 
ESPAÑOLA Y CUBANA 1 1.05 
ETHIOPIAN 1 1.05 
FRENCH 1 1.05 
FRENCH/PORTUGUESE 1 1.05 
GERMAN 2 2.11 
GHANAIAN 1 1.05 
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NATIONALITY Freq. Percent 
GREEK 1 1.05 
IRANIAN 1 1.05 
IRISH 1 1.05 
ITALIA 1 1.05 
ITALIAN/ BRAZILIAN 1 1.05 
ITALIANA 1 1.05 
JAMAICAN 2 2.11 
KOREAN 1 1.05 
KURDISH 1 1.05 
LATVIAN 1 1.05 
MALAYSIAN 2 2.11 
NIGERAN 1 1.05 
NIGERIAN 2 2.11 
NORWEGIAN 1 1.05 
PANAMA 1 1.05 
PHILLIPINO 1 1.05 
POLAND 1 1.05 
POLISH 4 4.21 
PORTUGUESE 4 4.21 
RUSSIAN 1 1.05 
SLOVAK 1 1.05 
SLOVENIAN 1 1.05 
SOTH AFRICAN 1 1.05 
SOUTH AFRICAN 2 2.11 
SOUTH AFRICAN/BRITISH 1 1.05 
SWISS 2 2.11 
TAIWANESE 1 1.05 
TANZANIAN 1 1.05 
UGANDAN 1 1.05 
UKRAINIAN 1 1.05 
USA 1 1.05 
VENEZOLANA 1 1.05 
ZIMBABWEAN 5 5.26 
Total 95 100.00 

Education (Q12 & Q12a CASI)  

The first part of this variable works well and there are no missing values. However, 
participants that go on to complete information about their age leaving secondary 
school do so in a variety of ways, including some non-numerical answers (See 
Figure 2).  

Five participants record leaving secondary school in their twenties, (one at age 29). 
It is difficult to interpret these answers: it is possible that the respondents 
misunderstood the question or in some cases entered the data incorrectly. 
However, three of these respondents are from countries where attendance at 
secondary school and indeed primary school can be continued into a late age. For 
example, according to data from a Demographic and Health Survey that was 
conducted in Nigeria in 2003, a small percentage of Nigerians are still in primary 
school when they are already 20 years old and secondary school attendance 
continues past 24 years of age. 

 

Figure 2 Screenshot of educational analysis 

Recommendation: 

• Limit Q12a to 2 digits and no text 

• Analysis may include information about Country of Birth 

                                  Total           95      100.00
                                                                            
                                      .            3        3.16      100.00
High School A Level, spetialisation Dra            1        1.05       96.84
                                     29            1        1.05       95.79
                                     24            1        1.05       94.74
                                     23            1        1.05       93.68
                                     21            1        1.05       92.63
                                     20            1        1.05       91.58
                                   1985            1        1.05       90.53
                                     19            6        6.32       89.47
                                  18/19            1        1.05       83.16
                                     18            6        6.32       82.11
                                     17            5        5.26       75.79
                                     16            4        4.21       70.53
                                                  63       66.32       66.32
                                                                            
                               EDUC_AGE        Freq.     Percent        Cum.
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Marital Status (Q14 CASI) 

There are nine missing values, indicating question was accidentally skipped. 
Currently, these data are slightly overcomplicated; despite the answers being 
mutually exclusive users are able to select more than one answer. No respondents 
selected more than one answer.  

Recommendation:  

• Make question single answer 
• Make question compulsory 

Living with Married Partner “Does your Husband/Wife/Partner live with you in Q1” (Q15 
CASI) 

There are 10 missing values in part due to incorrect routing in earlier version of 
questionnaire and in part because those who missed Q14 also miss Q15 - whether 
Q15 is asked is dependent on the answer to Q14.  

Recommendation: 

• Make all questions with dependents compulsory 

Number of partners section (Q22-24 CASI) 

This section presents a number of problems. Incorrect routing, the ability to skip 
certain questions and limitations in the software presentation have rendered the 
data gathered from this section extremely difficult to interpret. In particular, what 
has not worked is the section where respondents are asked to specify the exact 
number of partners.  

This section should be simplified for ease of understanding of results and to 
accommodate Snap’s limited presentation capabilities.  

An interesting point to note is that for the questions that have been made 
compulsory (Number of partners in host country; Number of partners in lifetime) 
between 1-5% of respondents selected the “Rather Not Say” option.  

Recommendation: 

• Change questions so that there is no longer a need to specify the exact 
number.  

• All questions should be compulsory 
• Suggested layout below (questions would appear side by side to avoid 

vertical scrolling) 

22a In the LAST 12 MONTHS, how many MEN have you had sex with? (Please 
select a range) 

  None 

Q22a 

  1 
  2 
  3-5 
  6-10 
  11-20 
  21-50 
  51-100 
  101-499 
  500 or more 
  Rather not say  
22b In the LAST 12 MONTHS, how many WOMEN have you had sex with? 

(Please select a range) 
  None 

Q23a 

  1 
  2 
  3-5 
  6-10 
  11-20 
  21-50 
  51-100 
  101-499 
  500 or more 
  Rather not say  
23a Since arriving in [Q1] how many MEN you had sex with? 
  None 

Q23b 

  1 
  2 
  3-5 
  6-10 
  11-20 
  21-50 
  51-100 
  101-500 
  501-999 
  1000 or more 
  Rather not say  
23b Since arriving in [Q1] how many WOMEN you had sex with? 
  None 

Q24a   1 
  2 
  3-5 
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  6-10 
  11-20 
  21-50 
  51-100 
  101-500 
  501-999 
  1000 or more 
  Rather not say  
24ª Altogether, in your life so far, with how many MEN have you had sex?  
  None 

Q23b 

  1 
  2 
  3-5 
  6-10 
  11-20 
  21-50 
  51-100 
  101-500 
  501-999 
  1000 or more 
  Rather not say  
24b Altogether, in your life so far, with how many WOMEN have you had sex?  
  None 

Q24a 

  1 
  2 
  3-5 
  6-10 
  11-20 
  21-50 
  51-100 
  101-500 
  501-999 
  1000 or more 
  Rather not say  
Figure 3. Suggested layouts for new questions about number of partners 

Date of Diagnosis (Q38 CASI & Q4 CDF) 

There are three respondents who had been diagnosed for more than five years. 
Eleven of the 95 observations do not match the clinical data form. In six of these 
observations the clinical record is later (i.e. CASI=2008 and CDF=2009) perhaps 
indicating that individuals may have tested positive previously before testing again 
at the clinic.  

Recommendation:  

• Collect Month and Year as separate numerical variables for ease of 
analysis (CD) 

• Make question compulsory (CASI & CDF) 

Previous Negative Test (Q42 Q43 Q44 CASI & Q7 & Q8 CDF) 

There are some discrepancies between the information supplied by respondents 
and data input by clinicians. Four patients stated they had never had a negative 
HIV test yet clinicians were able to supply dates for these negative tests. Seven 
patients said they had previously had a negative test but records stated they had 
not. In one of these cases the clinician had supplied a date, indicating input error.  

Table 5. Comparison of data about previous negative HIV tests from CASI and CDF 

Have you ever had a negative test? (CASI) Previous Negative HIV Test? (CDF) 
Yes No  Not known . Total 

Yes 55 7 7 2 71  
No 4 12 8 0 24  
      
Total 59 19 15 2 95  

Only 24 of the 57 (42.1%) dates respondents provided for previous negative HIV 
match the clinical record. This could be due to patients recalling the dates 
incorrectly (nearly all the errors were within a year) or patients having taken tests at 
other clinical or community venues.  

Disclosure to Partner (Q46 CASI) 

Due to changes in the Marital Status question the routing in this question was 
rendered incorrect. This was changed at a later point during the pilot. The question 
now works as intended  

Previous infections (Q56, Q57 & Q58 CASI)  

This section was well answered with only one unexpected missing value. There are 
some elements of ambiguity although respondents seem to have navigated this 
well. Nonetheless, this question can be improved.  

Recommendation: 

• Change this section to allow for separate questions (see below): 
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computer that the study coordinator was able to see that the recruiter was using 
the right mouse button instead of the left.  

In another clinic, a recruiter reported a problem involving the supplied laptop. The 
UK study coordinator spent some time trying to diagnose the problem on the 
telephone. It became apparent that the recruiter was unclear about how to use the 
laptop track pad. The UK study coordinator had visited the clinic and demonstrated 
how to use the laptop and also provided a computer mouse. This recruiter had also 
sought help from IT literate staff within her department but not approached her 
local IT support.  

These two examples illustrate that it is not just the literacy of the participants that 
may present a barrier to recruitment. The laptops that arrive are likely to ship with 
Windows 7 or 8 which may be operating systems with which many clinic staff are 
unfamiliar. Those clinics without LAN or WIFI access will require clinic staff to save 
and email the data to the Country Lead on a daily/weekly basis and keep backups. 

Recommendation:  

• Local IT support should be contacted in the first instance regarding 
hardware issues 

• Country leads and their assistants should be the first port of call for any 
technical problems that cannot be solved by local IT support 

• Country leads are responsible for the timely and regular download, email 
and backup of data collected via LAN/WIFI  

Other issues 

Duplicates were generated when multiple copies of completed survey data were 
downloaded into Snap and exported into SPSS. Early experimentation with the 
download/upload processes led to one dataset being included that had missing 
values. When the clinical data form and clinical surveys were merged and de-
duplicated in SPSS, the researcher who merged the data did not visually examine 
the datasets and as a consequence did not notice that SPSS had randomly chosen 
to keep the records with missing values.  

Recommendation 

• Piloting has shown the correct way to upload and download the data and 
this should not occur again. 

Post-pilot meeting in MMC, London and TC discussions during 
February  
The London and Madrid teams met in London on the 12th February 2013 where 
the pilot results were reviewed and discussed in detail. The main conclusions and 
recommendations are already incorporated into the main text of this document.  

To maximise efficiency of staff time contracting out future programming 
requirements, was also discussed. The two alternatives explored were: 

1. To hire a SNAP expert by the hour – we were quoted 3 days’ work at 
£640/day (£1920) -which is the time they estimated to implement the 
necessary changes 

2. To sub-contract a company –  - which uses another program – 
Fluidsurvey – which quoted us a closed budget of 7.910,00 € (+ 21% 
VAT) for doing all the changes needed though needed to start the 
programming from the beginning.  

On the issue of data programming the team sought external advice from 
colleagues at MRC, Kholoud Porter and Mary Rauchenberger. As a consequence 
a metadata document detailing all questions and their requirements was created. 

Finally it was decided to go with the Herkap option since: 

1. Herkap provided a closed budget for all study objectives, irrespective 
of delays from our side 

2. We could also hire this company to program the on-line community 
questionnaire so as to free researcher’s time. 

The design of several patients’ profiles to be used to test survey routing and 
downloading, both by the coordination team as well as by country leads was 
discussed and will be trialled. 
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Appendix K aMASE community survey study materials 
Community Survey Mapping Protocol  
Overview  
Objectives:  

• To identify non-governmental and community-based organisations within Europe with a health 
and social care remit for migrants or ethnic minority communities. 

• To describe the services provided by the organisation and the clientele served. 
Activities that will be covered  
The mapping will include: 

• A full description of the services provided. 
• The clientele that each organisation serves. 
• The geographical remit of the organisation. 

Activities that will not be covered 
The mapping will not: 

• Include organisations that work solely with children. 
• Differentiate between NGOs and CBOs. 

Mapping questions 
Overarching questions: 
Who are the non-governmental and community-based organisations based across Europe with a remit 
about migrants or minority ethnic/ migrant health and social care? 
Primary questions: 

• What are the characteristics of the organizations? 
• What are the gaps in service provisions? 

Secondary questions to be considered  

• For how long has the organization been in existence? 
• Who funds the organization? 
• How big is the organization? (How many members of paid staff work at the organization?) 

Expected outcomes may include: 
Primary outcomes: 

• The services provided. 
• Who the services are provided for. 
• From what country do the migrants originate? 

Secondary outcomes: 
• The size of the organizations. 
• Funders of the organizations. 
• What length of time has the organization been established. 

Methods 
Devise the database and fields; Programme chosen: Microsoft Access  
Rationale for chosen programme  
Access allows a functional, searchable relational database to be produced. It also enables 
simultaneous users of the system at any given time  
Electronic databases that will be searched 
Search engines 

• Google 
Key websites 

• NAT Website 
• Migration Yorkshire website - http://www.migrationyorkshire.org.uk/ 
• African Health Policy Network 
• African HIV Research Forum database 
• Avert 
• Black Health Agency (BHA) 
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• Global Network of People Living with HIV (GNP+) 
• National Africa HIV Prevention Programme (NAHIP) 
• Naz Project London 

Online Directories 

• HIV and AIDS Prevention & Support Charities - Directory 2009 
• http://www.nahip.org.uk/downloads/423.pdf 
• Directory of black and minority ethnic organisations in south East England 
• http://www.theuninetwork.org.uk/documents/DirectorylistofBMEorgsinSouthEastEngland.pdf 
• Directory of Minority Ethnic Groups in Derby 
• http://www.derby.gov.uk/CouncilGovernmentDemocracy/Councils/Consultation/minority_ethni

c_groups.htm 
• Combating trafficking in persons: a directory of organisations 
• http://www.antislavery.org/includes/documents/cm_docs/2009/d/dstrafficking1.PDF 
• European address book against racism 
• http://www.unitedagainstracism.org/pages/aboutab.htm 

Additional searches 

• Snowballing 
• Hand searching paper directories 
• Lists from conferences 

Mapping Selection Criteria  
Populations 

• Organisations dealing with migrants at risk of HIV. 
• Organisations dealing with ethnic minorities. 

Restrictions 
Organisations must be within France, Germany, Greece, Spain, France, Portugal, UK, The 
Netherlands, Belgium, Denmark and Italy. 
Development of search strategy 
The concepts from the search protocol will be translated into a search strategy. The search strategy will 
include all the synonyms that wall be used (thesaurus terms and free text/keywords) to search the 
search engines.  
Search Terms  

• Migrant 
• Drifter 
• Wanderer 
• Traveller 
• itinerant  
• immigrants  
• refugee 

High risk migrant communities across Europe 

• Black Africans (Heterosexuals, MSM & IDU) 
• South Asians (Indians 
• South East Asians (Vietnamese) 
• Black Caribbean (Heterosexuals/ MSM) 
• South Americans 
• Turkish 
• North African (Arabs) 
• Eastern Europeans (Ukraine, Polish Russia) 

Migrant MSM 

• Spanish 
• French 
• Brazilian 
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• Eastern European 
• Western European 

Types of organisations 

• Health and social care 
• Business Advice (Financial) 
• Cultural organisation 
• Social networking 
• Faith Based Organisations 
• Churches - catholic & C.E 
• -Catholic 

- C.E 
- RCCG 
- Winners Chapel 
- White Garment Church’s (Celestial, C&S, Church of the lord (Aladura)) 

• Mosques 
• Social networking sites 
• Polish 
• Recruitment sites 

Health 

• Wellbeing  
• Welfare  
• Physical condition 
• Fitness 
• Situation 
• Circumstances 
• State of affairs 

Social care 
Minority ethnic  

• Cultural 
• Racial 
• Tribal 
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EuroCoord Work Package 14: HIV & Migrants - Internet Questionnaire 
Aim 

• To identify barriers to HIV prevention, testing and treatment in migrant 
populations 

Objectives: 

1. To capture demographic data about respondents, including: gender, age, 
ethnicity, sexual orientation, education, migration path, immigration status, 
employment status, marital status, socio-economic status; religion/faith 

a. To capture information about HIV prevention including: 
knowledge & awareness of condom use; access to condoms, 
access to needles, IDU, PEP 

2. To capture information about sexual behaviour& experiences: number of 
lifetime partners, data most recent/current sexual partner (e.g. gender, 
location of partner, perceived HIV status), transactional sex, forced sex. 

3. To capture service use data including: family doctor attendance; ante-natal 
services; sexual health clinics/services; accident & emergency; 
hospitalisation; inpatient/ outpatient activity; STI diagnoses; HIV testing (if 
ever, where, when, frequency, result) 

4. To capture data on HIV treatment: current medication; access to medication; 
adherence to medication; eligibility or entitlement to treatment & services 

5. To capture information about the perceived barriers to HIV testing/prevention: 
HIV disclosure, stigma, experiences of discrimination (race, migration status, 
HIV-related); risk perception; perception of eligibility or entitlement to 
treatment. 

6. ‘Identify within the survey core indicators to be used for monitoring and 
surveillance systems across Europe 

Study Population  
Inclusion criteria 

• Men and women aged over 18 years 

• Current location situated in host country 

• Resident (or intending to be resident) in host country for longer than 6 
months.  

• Able to complete computer assisted self-interview in one of the following 
languages: Amharic, Arabic, Dutch, English, French, German, Greek, Italian, 
Polish, Portuguese, Russian, Somali, Spanish, Tigrinya, Turkish. 

Information about the CASI 
Only some of the questions are compulsory. For these, if the question is left 
unanswered a warning pop-up will appear reading « Please provide an 
answer». Compulsory questions are marked with a © besides the question 
number. 

• For some of the questions, a warning pop-up message will appear if left 
unanswered reading "You did not provide an answer to this question" and 
then two buttons will give the options "Go back " (premarked) and " Next 
Question". 

• The abbreviations SC (single-choice, only one answer is possible) MC 
(multiple-choice, respondent can select more than one answer) are used 
throughout the document. This information is provided for all choice 
questions. 

• Notes boxes throughout the text contain information on formatting, valid 
values, error checks and other relevant information. 

• Filter boxes contain information on filters that apply to that question. 
• CASI allows for flexibility and text substitution. For example Question 6:  

o In what year did you first move to [Q1]? Please DO NOT 
include holidays and business trips. (e.g. 2004,) 

• This question will use the answer the respondent supplied from question 1 as 
a text substitution. The question will appear on screen as:  

o In what year did you first move to Switzerland? Please DO 
NOT include holidays and business trips. (e.g. 2004,) 





































 

402 
 

END MESSAGES 

Thank you for taking your time to participate in this study. This survey is 
only for people living in the listed countries, who are aged 18 years and 
over, and living outside their country of birth. Thank you for your time 

 

French Departments 
1=01 Ain 
2=02 Aisne 
3=03 Allier 
4=04 Alpes-de-Haute-
Provence 
5=05 Hautes-Alpes 
6=06 Alpes-Maritimes 
7=07 Ardèche 
8=08 Ardennes 
9=09 Ariège 
10=10 Aube 
11=11 Aude 
12=12 Aveyron 
13=13 Bouches-du-Rhône 
14=14 Calvados 
15=15 Cantal 
16=16 Charente 
17=17 Charente-Maritime 
18=18 Cher 
19=19 Corrèze 
20=20 Corse 
21=21 Côte-d'Or 
22=22 Côtes-d'Armor 
23=23 Creuse 
24=24 Dordogne 
25=25 Doubs 
26=26 Drôme 
27=27 Eure 
28=28 Eure-et-Loir 
29=29 Finistère 
30=30 Gard 
31=31 Haute-Garonne 
32=32 Gers 
33=33 Gironde 
34=34 Hérault 
35=35 Ille-et-Vilaine 
36=36 Indre 
37=37 Indre-et-Loire 
 

38=38 Isère 
39=39 Jura 
40=40 Landes 
41=41 Loir-et-Cher 
42=42 Loire 
43=43 Haute-Loire 
44=44 Loire-Atlantique 
45=45 Loiret 
46=46 Lot 
47=47 Lot-et-Garonne 
48=48 Lozère 
49=49 Maine-et-Loire 
50=50 Manche 
51=51 Marne 
52=52 Haute-Marne 
53=53 Mayenne 
54=54 Meurthe-et-Moselle 
55=55 Meuse 
56=56 Morbihan 
57=57 Moselle 
58=58 Nièvre 
59=59 Nord 
60=60 Oise 
61=61 Orne 
62=62 Pas-de-Calais 
63=63 Puy-de-Dôme 
64=64 Pyrénées-Atlantiques 
65=65 Hautes-Pyrénées 
66=66 Pyrénées-Orientales 
67=67 Bas-Rhin 
68=68 Haut-Rhin 
69=69 Rhône 
70=70 Haute-Saône 
71=71 Saône-et-Loire 
72=72 Sarthe 
73=73 Savoie 
74=74 Haute-Savoie 
75=75 Paris 
 

76=76 Seine-Maritime 
77=77 Seine-et-Marne 
78=78 Yvelines 
79=79 Deux-Sèvres 
80=80 Somme 
81=81 Tarn 
82=82 Tarn-et-Garonne 
83=83 Var 
84=84 Vaucluse 
85=85 Vendée 
86=86 Vienne 
87=87 Haute-Vienne 
88=88 Vosges 
89=89 Yonne 
90=90 Territoire de Belfort 
91=91 Essonne 
92=92 Hauts-de-Seine 
93=93 Seine-Saint-Denis 
94=94 Val-de-Marne 
95=95 Val-d'Oise 
96=971 Guadeloupe 
97=972 Martinique 
98=973 Guyane 
99=974 La Réunion 
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Patient information sheet 

 

With your help, we can improve HIV services for 
people new to Europe 
We’re asking you to take part in a study to find out more about the barriers to 
healthcare for migrants living in Europe. Before taking part it is important to 
understand why this work is being done. Please take the time to read the 
following information. Please ask us if anything is unclear or if you have any 
concerns. Take time to decide if you want to take part or not. 

About aMASE... 
People from all over the world use health services in Europe. Those born abroad 
often seek help at HIV services when they are very ill and this can be very bad for 
their health. To find out what stops some people from coming to sexual health 
and HIV services earlier we are carrying out this survey. With this information we 
will be able to improve services for all people using health services in Europe. 

Frequently asked questions 
Who is doing this research? 
This research is funded by the European Union. It is conducted by researchers 
from University College London and the Institute of Health Carlos III in Spain. Drs 
Fiona Burns and Julia del Amo are responsible for the project and all the data. 
Ethical approval for the study has been obtained from the London Bentham 
Research Ethics Committee. 

Why have I been asked? 
We need people who are living outside their country of birth to tell us their 
experiences of health services so we can know what’s good, what’s bad and what 
can be improved. If you’re over 18 then your opinions can make a difference. 
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Do I have to take part? 
It is up to you whether or not to take part. If you decide to take part you can print 
out this information sheet to keep. You will be asked to tick a box at the 
beginning of the questionnaire to say that you agree to taking part. To change 
your mind at any time, simply close the questionnaire. 

What would I have to do? 
Taking part involves filling in a questionnaire about using health services. You will 
also be asked personal questions (for example, sexual behaviour, and injection 
drug use). The questionnaire should take approximately 15-20 minutes to 
complete. Some of the questions are very personal. Any question that you really 
do not wish to answer, or feel you cannot answer, can be missed out. 

Will my taking part in this study be kept confidential? 
Yes. All information will be kept strictly confidential. We don’t ask any identifying 
data in the questionnaire so you won’t be recognised from your answers. All 
answers that you give are anonymous and will be kept securely.  

What will happen to the results of the study? 
The results will be shared with migrant communities across Europe, the NHS and 
organisations committed to the health and wellbeing of your community. They 
will also be written up for publication in academic journals. If you are interested, 
copies of the results will be available from the research team. 

What if there is a problem? 
If you have any concerns or questions you should initially contact Ms Ibidun 
Fakoya who will do her best to answer your questions. Her contact details are 
provided at the end of this information sheet.  

If you are unhappy about something and wish to complain formally, you can do 
this through the Research Governance Sponsor of this study, University College 
London by contacting:  quoting reference 11/0237. All 
communication will be treated in strict confidence. 

Further information 
For free information, advice, support or to just speak someone about issues 
raised by this study please feel free to email the research team or contact one of 
the organisations listed here: :http://www.amase.eu/wp/organisations/ 

Thank you very much for taking the time to consider 
taking part in this study 
For further information contact about this study 
Dr Fiona Burns  • Ms Ibidun Fakoya  

Centre for Sexual Health & HIV Research, University College London, 3rd Floor, 
Mortimer Market Centre, London WC1E 6JB •Tel:  • Fax:  
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Examples of promotional materials distributed by the community advisory group and 
online as part of the aMASE Community Study 
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Appendix L Questionnaire development research notes 
Localisation of questions in the aMASE clinic survey. Excerpt from a document I produced on 18th March 2012. The document illustrates how minor differences in 
wording were accommodated.  

Question UK ES NL DE PT CH BE 
What term 
best 
describes 
your 
racial/ethnic 
background? 
(select only 
one)  
 

• Arab  
• Asian  
• Black  
• White 
• Mixed 

Ethnicity 

Because the concept of race and 
ethnicity is not as popular in Spain 
(and probably lots of other survey 
countries except than UK and the 
Netherlands) we think that a little 
introduction may help. Please, after 
Q6 [In which country were you 
born? Please select a county] 
include the following question:  QA. 
As you know, Spanish society is 
composed of people from different 
racial and ethnic origins. Do you 
perceive your racial or ethnic 
physical characteristics to be 
different from those of the majority 
of the Spanish population? Yes (go 
to QB) No  QB. Which of the 
following population groups would 
you say describes you better, both 
because of your physical 
characteristics and your ethnic 
origin or race? White Black 
Maghribian Originary 
groups/indigenous Mixed 
indigenous and white Mixed black 
and white Asian Gypsy Other 
groups: please, specify   

Please add to 
'other': Moroccan   
Please add to 
'Asian': 
Indonesian   
The Surinamese 
population is quite 
complex as there 
are various ethnic 
groups. Please 
include the 
following: 
Surinamese,  
Creoles 
Surinamese, 
Javanese 
Surinamese, 
Hindus 
Surinamese,  
mixed 
Surinamese, other  
We think that 
people will not fill 
out the 'mixed' 
category. 

UK Exclude • white  
• black  
• Hispano-

American  
• Asian 

• African 
• American 
• Asian 
• European 
• Mixed 
• Arab 
• Middle East/Turkish 
• Rom 
• Other (please specify)  
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Question UK ES NL DE PT CH BE 
Were you 
FIRST 
diagnosed in 
a∙∙.?  

Antenatal 
service 
Hospital 
service e.g. 
Accident & 
Emergency, 
Inpatient 
admission 
or 
Outpatient 
appointment  
GP's 
surgery 
Sexual 
health clinic 
or HIV 
testing clinic 
Private 
clinic or 
doctor 
Prison or 
detention 
centre 
Somewhere 
else (please 
specify) 

Code 2: We would prefer to have 
them separated:  
Hospital Emergency ward  
Inpatient admission in a Hospital  
Outpatient appointment   
*And please, add the following 
responses:  
Community setting (NGO, CBO 
ect.)  
Family planning services  
Drug treatment Centers   

please add to 4: 
STI clinic please 
add: methadone 
clinics (add to 6) 
please add: via a 
self test (home 
test) 

UK UK UK HIV testing site/Sexually 
transmitted disease clinic 

General practitioner (family 
doctor, medical house) 

AIDS reference center 

Hospital (specialised 
consultations/inpatient/emergency 
room) 

Family Planning 
Clinic/gynaecologist/Antenatal 
Consultations (pregnancy) 

Medical Center or Refugees 
Center (Fedasil, Red-Cross…) 

Outreach HIV/STI testing activity 

Other (please specify) 
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IF queried whether the questionnaire was targeting migrants regardless of 
income, not just those in poverty. All agreed that all migrants would be 
targeted. 
Suggestions for possible questions: 
How do you feel about yourself in general, quality of life, mental health and 
depression – these are questions that give a good indicator of their general 
health.   
Why do people not get tested? 
In the last 6 months have you needed to go to a doctor and not gone? 
Medicine du Monde – could ask one question specific to them. 
Question about the type of health institution migrants would prefer to go to. 
Where would you like to go to to get an HIV test? 
 
Length – questionnaire only really takes 10 minutes to complete.  
Other questions 
EP3 - Question 38 – Are there any questions about what kind of programmes 
are being reached. “Have you ever been reached by any non-HIV 
organisation?” 
 
CAG1 – should target HIV organisations, non HIV organisations and migrant 
organisations that do not have HIV programmes to promote the survey. EP1 – 
there will be a free text box to list any other organisation.   
EP3 – have respondents received targeted prevention in their own language? 
IF – suggested respondent s could be presented with materials from HIV 
campaigns and asked if they have seen the materials in their own language. 
Could ask community based organisations to send pictures through of their 
own health promotion materials and ask people if they have seen them before.  
EP1 – suggested there needs to be a question on PREP.  
The group discussed the questions on home testing. EP1 - Question should 
incorporate the difference between home sampling and home testing. Home 
testing is illegal in the EU, so question should be on home sampling. Could 
then ask “Have you ever purchased an HIV testing kit?” 
CAG1 – inquired whether there were any questions of treatment as 
prevention. At present there are not. All agreed it would be good to examine 
this. CAG1- suggested that it would be uncomfortable to have PREP 
mentioned and not TASP 

NB: This document has been anonymised. CAG= Community Advisory Group chair; EP= Expert Panel 
member. IF=Ibidun Fakoya 
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Appendix M Sociodemographic characteristics of UK aMASE clinic 
survey participants 

 
Women Men p value 

Age (years)     0.798 
18-24 6 (4.1) 21 (5.4) 

 

25-34 48 (32.7) 139 (35.7) 
 

35-44 54 (36.7) 146 (37.5) 
 

45-54 27 (18.4) 64 (16.5) 
 

55-64 10 (6.8) 15 (3.9) 
 

65+ 2 (1.4) 4 (1.0) 
 

Region of birth 
    

<0.001 

Africa 115 (78.2) 92 (23.7) 
 

Latin America/Caribbean 9 (6.1) 64 (16.5) 
 

Rest of World 2 (1.4) 27 (6.9) 
 

Asia 5 (3.4) 66 (17.0) 
 

Europe 16 (10.9) 140 (36.0) 
 

Ethnicity (N=528) 
     

Black African/Caribbean 114 (79.7) 82 (21.3) <0.001 
White European 16 (11.2) 125 (32.5) 

 

White Other 3 (2.1) 45 (11.7) 
 

Latin American/Hispanic 1 (0.7) 56 (14.5) 
 

Mixed Ethnicity 3 (2.1) 18 (4.7) 
 

Other 6 (4.2) 59 (15.3) 
 

Education  
     

Lower secondary or less 43 (29.3) 45 (11.6) <0.001 
Upper secondary or more 104 (70.7) 344 (88.4) 0.113 

Age at migration (N=309) 
     

Under 10 years 0 (0.0) 6 (2.6)  
10-16 3 (3.8) 9 (3.9) 

 

17-19 2 (2.6) 13 (5.6) 
 

20-24 15 (19.2) 67 (29.0) 
 

Over 25 58 (74.4) 136 (58.9) 
 

Sexual orientation (N=533) 
    

<0.001 
Gay\ Lesbian \ Bisexual 6 (4.1) 305 (78.8)  
Straight 139 (95.2) 76 (19.6) 

 

Other 1 (0.7) 6 (1.6) 
 

Immigration Status (N=529) 
    

<0.001 
Permanent residency 91 (63.6) 330 (85.5) 

 

Temporary residency 45 (31.5) 46 (11.9) 
 

Refugee status/Unknown 7 (4.9) 10 (2.6) 
 

Data are N (%). N=536 unless otherwise noted. 
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Appendix N Study materials for in-depth interviews 
Topic Guide 
Version 2 16/04/2015  

Introduction & Consent 
What is the purpose of the study? 

There are many people from all over the world accessing HIV and sexual health services in the UK. People 
born abroad are more likely to present to HIV services with advanced disease. In order to find out what 
prevents some people from accessing healthcare services earlier we are carrying out this study. The 
results of this study will also be used to better understand which country a person acquired their HIV 
infection so that HIV prevention programs can be targeted more appropriately. With this information we will 
be able to plan appropriate services that benefit people that come to live in the UK. 

Who is organising and funding this research? 

This research is funded by NHS the North Central London NHS Charitable Fund and the National Institute 
for Health Research. It is being conducted by researchers from University College London. Dr Fiona Burns 
is responsible for the project and all the data. Ethical approval for the study has been obtained from the 
National Health Service. 

Why have I been chosen? 

We have asked people to take part in this interview because they completed an online survey about health 
services for migrants or because they attended an HIV clinic in the UK. All those participating were born 
abroad and have valuable things to say about how we can improve services for people who are newly 
arrived in the UK.  

How does the interview work? 

This interview is about you and your experiences accessing health services in the UK. It 
should normally take about 90 minutes. We are going to start in a moment with some 
general questions about you and your journey here from your home country. Some of 
the questions might be a little bit personal, but feel free to be as open as you like. 
Please also feel free to stop at any time if you are uncomfortable.  
What will happen to the information I give? 

The information will be used in reports and papers that are published in science journals around the world. 
If you are interested, copies of the results will be available from the research team. 

Confidentiality, consent to interview and tape-recording. 

I am going to be taping this discussion so I can analyse the data but everything that 
happens in this interview is confidential. When I write our research report or papers all 
names and anything that can be used to identify you will be anonymised, that is no one 
will know what you said. If at some point in the future we me under any other 
circumstances we will not acknowledge this interview or talk about it so we can protect 
us both. Is that okay? 
You have a consent form and I’d like you to take a moment to read it and then sign it. At 
the end of the interview I will be giving you a small token of appreciation for 
participating. I would like you to sign for that too.  
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PERSONAL CIRCUMSTANCES 
Can you tell me a little bit about yourself?  
Prompt for: 

• Age 

• Occupation 

• Marital status  

• Education 

• Children 

• Accommodation arrangement 

Give me a snapshot [or vignette] of your life before you moved to England?  
Prompt for: 

• Where born? 

• Where grew up age 10-16? 

• Family background: occupation of mother/father, relationship with siblings 

• Family connections in UK/Europe 

And again, draw me a quick picture of what was it like when you first moved to the UK? 
Prompt for:  

• When arrived 

• Reason/motivation for moving 

• Current immigration status 

USE OF HEALTH SERVICES 
Let’s talk about your use of health services here in the UK. What was the first health 
related services you used here?  
Prompt for: 

• GP 

• A&E 

• sexual health clinics 

• family planning clinics 

• Dentist 

What did you know about the NHS and how it all worked?  
Prompt for: 

• Knowledge of how services function, what is free, what isn’t? 

• Other insurance cover 

• Sources of information 

When and where were you diagnosed for HIV? 
• Country  

• Expectation of result 

• Reason for testing  
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• Confidentiality – understanding in terms of the test  

ACCESS TO MEDICATION/TREATMENT  
How did you become a patient here at [MMC]? 
Prompt for: 

• Referral pathway – length of time between diagnosis and first appointment 

• What was the first appointment like?  

• Missed appointments 

• View of service 

• Difficulties: what would you improve?  

• Staff issues – 

What do you know about treatment?  
• People you know on it 

• Benefits to self 

• Benefits to partners 

• Benefits to public 

Are you on treatment at yourself? 
• Why started? 

• Discussion with doctor 

What is it like to take pills 
• How many 

• Size 

• Side effects 

• Positive effects 

• Missed pills in the last week? Ever 

• Adherence support from doctor; friends; family 

• Taking pills in the home or at work 

• Taking pills during travelling 

• Pick up from pharmacy or delivery? 

How do you know if the medication is working? 
• Doctor  

• CD4 results/ viral load 

• Feeling well/unwell 

Is there anything else that you think might help you as a person living with HIV that is not 
being prescribed by your doctor? 

• Religious - prayer 

• Chinese medicine  

• Meditation 

• Exercise 
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• massage 

UNDERSTANDING TREATMENT AND TASP 
Tell me what you know about PEP/ Prep Anti-HIV drugs that can be used to prevent HIV 
transmission before/after unprotected sex?  

• Ever used it 

• Asked someone to use it 

• What does it mean for you that this is available?  

SEXUAL HEALTH RISK & SAFER SEX 
IS it okay if we talk a little about sex and relationships? 
How does or how would being on treatment affect your sex life?  

• Side effects of treatment 

• Concerns about transmission 

• Condom use 

• Disclosure to partners 

What do you consider to be risky sex now?  
• Concerns about other STIs 

• Access to GU clinics for check up 

MIGRATION & HIV services 
If you were still living back home in [COB] what do you think would be different about 
your life now in terms of your use of HIV services?  

• Access to treatment 

• Knowledge and understanding of the services and systems 

• Difficulties with systems  

• Sex and relationships 

• Return to CVOB for service use 

As you know this research is trying to understand the barriers to health services for 
people living with HIV from another country, what do you think?  
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Fieldwork notes 
 

Place of interview: _________________________________ 

 

Date of interview: ___________________________________ 

 

Interviewee’s ID No: _________________________________ 

 

Key ideas/themes of the interview in bullet points  

(e.g. the interviewee feels more free in the UK): 

 

 

 

 

 

Context of the interview:  

What types of things happened during the interview that might have affected the way it went, the quality of 
the data, the participant’s comfort level, etc Are there any questions that participants find hard to 
understand or lead to misunderstandings?  

  

 
 
 
 
 
 
 
 
 
 

Personal notes:  

How I felt during the interview (relaxed, nervous, intimidated, in control, sad, etc.).  

How did the respondent relate to me?  
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Screening questions 

1. Where were you born? 

2. How long have you lived in the UK? 

3. What term best describes your race/ethnicity? 

4. How would you describe your sexual orientation? 

5. How old are you?  

a. 18-24 

b. 25-34 

c. 35-44 

d. 45-54 

e. 55-64 

f. 65+ 
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Participant Information Sheet (Example) 

 

We are asking you to take part in further research about barriers to health care 
for HIV positive migrants. Before you take part it is important to understand why 
this work is being done. Please take the time to read the following information 
and discuss it with others if you wish. Please ask us if anything is unclear or if you 
have any concerns.  

Take time to decide if you want to take part or not. 
What is the purpose of the study? 
There are many people from all over the world accessing HIV and sexual health 
services in the UK. People born abroad are more likely to present to HIV services 
with advanced disease. In order to find out what prevents some people from 
accessing healthcare services earlier we are carrying out this study. The results of 
this study will also be used to better understand which country a person acquired 
their HIV infection so that HIV prevention programs can be targeted more 
appropriately. With this information we will be able to plan appropriate services 
that benefit people that come to live in the UK. 

Who is organising and funding this research? 
This research is funded by NHS the North Central London NHS Charitable Fund 
and the National Institute for Health Research. It is being undertaken by a team 
of researchers based at University College London (UCL). Dr Fiona Burns is 
responsible for the project and all the data. Ethical approval for the study has 
been obtained from the National Health Service. 

Why have I been chosen? 
We are asking all those born outside the UK and diagnosed with HIV. We have 
chosen this group because, through their experiences, they know the most about 
accessing HIV care for migrants in the UK.  
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Do I have to take part? 
It is up to you whether or not to take part. If you decide to take part you will be 
given this information sheet to keep. You will be asked for your telephone 
number so that a member of the research team can contact you to discuss the 
possibility of arranging an interview. If an interview is arranged, you will be asked 
to sign a consent form before the interview takes place to say that you have 
agreed to be interviewed. You will also be given a copy of the consent form to 
keep. If you decide to take part you are still free to withdraw at any time and 
without giving a reason. Not taking part or withdrawing at any time will not affect 
the standard of care you receive in any way. 

What would I have to do? 
It would involve an ‘in-depth’ interview with a qualified interviewer. The 
interview will be about you and your experiences accessing HIV care. The 
interviews should normally take about 90 minutes. The interviews would be 
conducted at a time and place convenient to you. It can even be done over the 
telephone. A token of £20 will be given to you to cover any expenses and in 
appreciation of the time the interviews take. All the interviews will be conducted 
in English. The interviews will also be recorded and transcribed by qualified 
personnel. No identifying data, such as your name, will be kept with the 
transcripts and only people on the research team will have access to them. We 
record and transcribe the interviews to ensure we do not forget or miss 
important information that you tell us. The tapes will be destroyed as soon as all 
analyses are complete. If you really do not want to be tape-recorded you have 
the option to opt-out from this. 

Will my taking part in this study be kept confidential? 
Yes. All information will be kept strictly confidential. We remove all identifying 
data from interview transcripts, such as names and places, so that your interview 
will be anonymous. We keep all the information in a locked cabinet at University 
College London. 

What will happen to the results of the study? 
The results will be shared with migrant communities across Europe, the NHS and 
organisations committed to the health and wellbeing of your community. They 
will also be written up for publication in academic journals. If you are interested, 
copies of the results will be available from the research team 

What if there is a problem? 
If you have any concerns or questions you should initially contact Ms Ibidun 
Fakoya who will do her best to answer your questions. Her contact details are 
provided at the end of this information sheet.  

If you are unhappy about something and wish to complain formally, you can do 
this through the Research Governance Sponsor of this study, University College 
London (UCL), by contacting: 020 7380 9937, quoting reference 11/0237. All 
communication will be treated in strict confidence. 

Further information 
Advice and information about HIV and sexual health issues is available from these 
websites: 

Avert: http://www.avert.org  
Terrence Higgins Trust: www.tht.org.uk/ 

Positively UK: www.positivelyuk.org/  

If you would like to speak to someone about issues 
raised by this study please feel free to ask the 
researcher. 

Thank you very much for taking the time to consider 
taking part in this study. 

To take part or for further information call Ibi Fakoya 
on  

Dr Fiona Burns Phone   
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UCL CENTRE FOR SEXUAL HEALTH & HIV RESEARCH 

RESEARCH DEPARTMENT INFECTION & POPULATION HEALTH 

 

 

Consent form 

In-depth interview for aMASE 
 

 

Researchers 

Dr Fiona Burns 

Ms Ibidun Fakoya 

Prof Graham Hart 

 

I confirm that I have read and understand the information sheet 
(Version 1: 15.05.2011) for the above study and have had the 
opportunity to ask questions. 

 

I understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason and without my legal 
rights being affected. 

 

I agree to the use of direct quotations in publications 
provided that anonymity is preserved.  

I agree to the interview being recorded and transcribed. 
 

I agree to take part in the above study. 
 

 

Name Date Signature 

Researcher Date Signature 

 

* Please delete as appropriate 

 
Centre for Sexual Health & HIV Research Version 1: 15.05.2011 
Royal Free and University College Medical School English 
3rd Floor, Mortimer Market Centre, off Capper Street, London WC1E 6JB Clinic 
Tel: +44  Fax: +44 (0  Interview 
http://www.ucl.ac.uk/sexual-health
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aMASE Further information Sheet 
For free information, advice, support or to just speak someone about 
issues raised by this study please feel free to ask the researcher or 
contact one of these organisations: 

 

For further information contact about this study 
Dr Fiona Burns  • Ms Ibidun Fakoya  

 

General health information & advice 
NHS Direct (0845 46 47) • Sexual Health Line (0800 567 123)* 
Local HIV support services  
Avert (www.avert.org) • Positively UK (www.positivelyuk.org) 
Terrence Higgins Trust (www.tht.org.uk|0808 802 1221)* 
Support for people of African ethnicity living in the UK  
Africa Advocacy Foundation (020 7708 3649)  
National African AIDS Helpline (0800 0967 500)*  
Young people under 27 
Health Initiatives for Youth (020 7564 2134) 
London Lesbian and Gay Switchboard 
http://www.llgs.org.uk/ HELPLINE: 0300 330 063 

*Call free of charge from a landline and most mobiles 
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Appendix O Demographic characteristics of in-depth interviewees 
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Alan M 30-39 Unemployed ≤ Lower 
secondary 

Latin 
America 18-29 10-14  Single - never 

married N Permanent N  10-14  Y LGB 

Anita F 40-49 Unemployed ≥ Upper 
secondary  East Africa 18-29 15-19  Relationship - 

living with partner Y Permanent N 15-19  Y Straight 

Annabel F 40-49 Unemployed ≤ Lower 
secondary East Africa 18-29 ≥20  Unassigned Y Permanent N ≥20  Y Straight 

Bilal M 50-59 Unemployed ≥ Upper 
secondary  North Africa 30-39 5 - 9  

Single - 
previously 
married 

Y Permanent N 10-14  N Straight 

Craig M 50-59 Unemployed ≤ Lower 
secondary East Africa 30-39 10-14  

Single - 
previously 
married 

Y Temporary Y ≥20  N 
LGB 

Diana F 65+ Retired ≥ Upper 
secondary  West Africa 40-49 ≥20  

Single - 
previously 
married 

Y Permanent N ≥20  Y Straight 

Dorothy F 65+ Retired ≤ Lower 
secondary East Africa 40-49 15-19  Single - never 

married Y Permanent N ≥20  N Straight 

George M 40-49 Unemployed ≥ Upper 
secondary  East Africa 40-49 5 - 9  

Single - 
previously 
married 

N Temporary Y <5  Y Straight 

Henrietta F 50-59 Unemployed ≥ Upper 
secondary  

Middle 
Africa 40-49 15-19  

Single - 
previously 
married 

Y Permanent Y 15-19  Y Straight 

Jimmy M 40-49 Unemployed ≥ Upper 
secondary  West Africa 40-49 5 - 9  Single - never 

married Y Temporary Y <5  Y LGB 

Joanne F 40-49 Unemployed ≥ Upper 
secondary  East Africa 18-29 ≥20  Single - never 

married N Permanent Y 15-19  Y Straight 

Katherine F 50-59 Employed ≥ Upper 
secondary  East Africa 40-49 10-14  

Single - 
previously 
married 

Y Permanent Y 10-14  Y Straight 
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Lilly F 40-49 Employed ≥ Upper 
secondary  East Africa 30-39 10-14  

Single - 
previously 
married 

Y Permanent N 10-14  Y Straight 

Ludo M 18-29 Employed ≥ Upper 
secondary  France 18-29 <5  Single - never 

married N Permanent N <5  Y LGB 

Maxine F 30-39 Unemployed ≥ Upper 
secondary  East Africa 18-29 5 - 9  Single - never 

married N Undocumented N/A 5 - 9  Y Straight 

Naomi F 40-49 Unemployed ≥ Upper 
secondary  West Africa 40-49 < 5  Single - never 

married N Temporary Y <5  Y Straight 

Nazeem M 50-59 Unemployed ≥ Upper 
secondary  North Africa 30-39 10-14  Relationship - 

living with partner Y Permanent Y 15-19  N Straight 

Omar M 18-29 Unemployed ≤ Lower 
secondary East Africa 18-29 5 - 9  Relationship - 

Living apart N Permanent Y 5 - 9  Y LGB 

Peter M 65+ Retired ≥ Upper 
secondary  East Africa 65+ 10-14  Relationship - 

living with partner Y Permanent Y 10-14  Y Straight 

Rick M 40-49 Unemployed ≥ Upper 
secondary  West Africa 30-39 <5  Relationship - 

Living apart N Undocumented N/A 10-14  N Straight 

Rita F 50-59 Unemployed ≥ Upper 
secondary  East Africa 30-39 10-14  Relationship - 

living with partner Y Permanent Y 10-14  Y Straight 

Susan F 50-59 Unemployed ≤ Lower 
secondary 

Southern 
Africa 40-49 10-14  Relationship - 

living with partner Y Undocumented N/A 10-14  N LGB 

M= Male Y=Yes N=No LGB=Lesbian or Gay or Bisexual 
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Appendix P Characteristics of aMASE trans* participants 
Table P-1: Sociodemographic and HIV risk behaviour of aMASE Trans* participants 

Characteristic Clinic survey  Community survey  
 Number Number 
Total Trans*/other participants 24 9 
Trans - Male  19 2 
Trans - Female 5 2 
Non-conforming gender identity - 5 

Current Country of Residence     
Belgium 1  
France - 1 
Germany - 1 
Italy 1 1 
Portugal 3 1 
Spain 17 3 
Switzerland 1 - 
United Kingdom 1 3 

Region of birth    
Latin America/Caribbean 21 4 
Africa  1 - 
Europe 1 4 
Asia 1 1 

Ethnicity     
White European 1 3 
White Other 1 1 
Latin American/Hispanic 7 1 
Mixed Ethnicity 9 1 
Other 3 3 

Immigration status     
National of CCOR 6 - 
EU National 2 4 
Permanent resident permit for CCOR 6 - 
Temporary resident permit for CCOR 2 2 
In CCOR on Visa 1 - 
Refugee status 1 - 
None of the above 6 2 
Don’t know - 1 

Education: Upper secondary or more 11 5 
Working full/part time 13 2 
Relationship Status     

Married/Cohabitating 10 2 
Single 7 4 
Living apart relationship/marriage 7 3 

Religion     
Christian (all denominations) 10 2 
Other religion 2 - 
Does not attend services 12 4 

Sexual Orientation    
Gay \ Lesbian 7 1 
Straight 9 3 
Bisexual 2 3 
Other 6 2 

Monthly income compared to national minimum 
wage 

   

More or a lot more 6 0 
About the same 4 2 
Less than minimum wage 7 2 
Not Known/Not Earned 5 3 

Moderate or severe hunger in the household 6 4 
Living with HIV 24 1 
Total number of lifetime sexual partners     

2 - 1 
3-5 1 1 
6-10 1 1 
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Characteristic Clinic survey  Community survey  
11-20 1 1 
21-50 3 - 
51-100 1 1 
More than 100 12 3 

Previously had sex for money food or drugs  16 5 
Ever used a needle to inject drugs  1 1 
HIV treatment and care payments     

Government/State 2 2 
Insurance (non-private) - 1 
Self-pay - 1 
Question not asked in CCOR 22 5 





 

427 
 

Full data for Figure 4-4: Factors associated with an undetectable viral load*, by gender-related group 

  Women (n=451) 
 %(n/N) OR aOR 95% CI p value 

Region of birth           0.027 
Africa † 79.8 (229/287) 1.00 1.00 ∙∙  
Latin America/Caribbean 74.0 (54/73) 0.69 0.23 0.06 – 0.91  
Rest of World 85.7 (24/28) 1.03 3.56 0.33 – 38.24  
Europe 63.5 (40/63) 0.44 3.53 0.23 – 53.36  

Ethnicity           0.025 
Black African/Caribbean † 78.7 (218/277) 1.00 1.00 ∙∙  
White European 59.7 (40/67) 0.40 0.19 0.01 – 2.61  
Latin American/Hispanic 79.3 (23/29) 1.01 4.58 0.85 – 24.55  
Mixed Ethnicity 87.9 (29/33) 1.64 8.13 1.58 – 41.90  
Other 82.2 (37/45) 0.86 1.59 0.36 – 6.94  

Time on ART (years)         <0.001 
< 1 year † 56.4 (62/110) 1.00 1.00 ∙∙  
≥1 year 83.6 (285/341) 3.97 5.86 3.09 – 11.12  

Very late diagnosis (n=451)          0.005 
Diagnosed <200 † 71.6 (136/190) 1.00 1.00 ∙∙  
Diagnosed 200 or more 80.8 (211/261) 1.86 2.33 1.29 – 4.19  

  Heterosexual Men (N=383) 
 %(n/N) OR aOR 95% CI p value 
CCOR           0.004 

Belgium 89.3 (50/56) 2.00 1.52 0.35 – 6.65  
Greece 37.5 (15/40) 0.20 0.11 0.03 – 0.41  
Germany 77.8 (7/ 9) 1.12 0.76 0.08 – 6.79  
Italy 53.3 (8/15) 0.28 0.18 0.02 – 1.36  
The Netherlands 94.1 (16/17) 2.56 3.96 0.33 – 47.39  
Portugal 84.6 (33/39) 1.51 1.37 0.34 – 5.60  
Spain † 79.1 (72/91) 1.00 1.00 ∙∙  
Switzerland 90.7 (39/43) 2.50 2.66 0.58 – 12.22  
United Kingdom 75.3 (55/73) 0.94 0.76 0.24 – 2.40  

Time on ART (years)          <0.001 
< 1 year † 60.4 (58/96) 1.00 1.00 ∙∙  
≥1 year 82.6 (237/287) 3.11 3.67 1.98 – 6.81  
  Gay/Bisexual Men (N=622) 
 %(n/N) OR aOR 95% CI p value 

Time on ART (years)          <0.001 
< 1 year † 63.6 (138/217) 1.00 1.00 ∙∙  
≥1 year 87.9 (384/437) 4.15 4.60 2.92 – 7.27  

Monthly income compared to national 
minimum wage         

0.020 

More or a lot more † 83.8 (248/296) 1.00 1.00 ∙∙  
About the same 82.7 (91/110) 0.94 0.71 0.37 – 1.36  
Less than minimum wage 74.8 (95/127) 0.56 0.48 0.27 – 0.84  
Not Known/Not Earned 73.0 (65/89) 0.50 0.43 0.23 – 0.81  

†Reference category. *After model selection. ICC: Women 0.37 (95% CI 0.21 – 0.56); Heterosexual 
men 0.17 (95% CI 0.07 - 0.38); Gay/bisexual men 0.11 (95% CI 0.41 - 0.28)
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Appendix R Univariate analysis tables for Chapter 4 
Table R-1: Factors associated with a previous negative HIV test in univariate analysis, women and heterosexual men (aMASE clinic survey) 

 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 
Current Country of Residence   0.37   0.15 

Belgium 50.9 (54/106) 1.35 (0.51 – 3.58)  50.9 (29/57) 1.31 (0.79 – 2.20)  

Greece 28.6 (18/63) 0.52 (0.16 – 1.71)  30.2 (16/53) 0.55 (0.29 – 1.02)  

Germany 70.0 (7/10) 3.03 (0.17 – 55.22)  25.0 (2/8) 0.42 (0.10 – 1.71)  

Italy  25.0 (6/24) 0.43 (0.06 – 3.37)  0.0 (0/15) 1.00  

The Netherlands 50.0 (10/20) 1.30 (0.58 – 2.90)  47.6 (10/21) 1.15 (0.51 – 2.62)  

Portugal 47.1 (40/85) 1.15 (0.59 – 2.26)  41.9 (18/43) 0.91 (0.51 – 1.65)  

Spain 43.5 (67/154) 1.00 †  44.1 (52/118) 1.00 †  

Switzerland 50.8 (30/59) 1.34 (0.67 – 2.71)  53.3 (24/45) 1.45 (0.80 – 2.64)  

United Kingdom 57.2 (79/138) 1.74 (1.07 – 2.82)  46.8 (36/77) 1.11 (0.64 – 1.93)  

Age (years)   0.01   0.03 
18-24 40.0 (18/45) 0.60 (0.37 – 0.97)  27.3 (3/11) 0.41 (0.15 – 1.14)  

25-34 52.8 (124/235) 1.00 †  47.3 (53/112) 0.99 (0.50 – 1.97)  

35-44 49.5 (106/214) 0.88 (0.60 – 1.29)  47.6 (80/168) 1.00 †  

45-54 41.1 (51/124) 0.63 (0.41 – 0.96)  36.4 (36/99) 0.63 (0.38 – 1.03)  

55+ 29.3 (12/41) 0.37 (0.18 – 0.77)  31.9 (15/47) 0.52 (0.28 – 0.94)  

Region of birth   0.60   0.27 
Africa 50.0 (207/414) 1.00 †  39.6 (97/245) 1.00 †  

Latin America/Caribbean 44.9 (53/118) 0.82 (0.54 – 1.23)  48.6 (36/74) 1.45 (0.84 – 2.49)  

Rest of World 38.2 (13/34) 0.62 (0.22 – 1.78)  37.8 (14/37) 0.93 (0.42 – 2.06)  

Europe 40.9 (38/93) 0.69 (0.37 – 1.28)  49.4 (40/81) 1.49 (0.92 – 2.42)  

Years resident in country    0.15   0.35 
≤ 2  41.3 (26/63) 0.67 (0.35 – 1.27)  35.3 (6/17) 0.77 (0.29 – 2.05)  

3-5  40.2 (68/169) 0.64 (0.43 – 0.96)  39.2 (31/79) 0.91 (0.58 – 1.42)  

6-10  50.3 (94/187) 0.96 (0.60 – 1.54)  48.7 (57/117) 1.34 (0.84 – 2.14)  

More than 10 years 51.2 (123/240) 1.00 †  41.5 (93/224) 1.00 †  

Immigration status   0.04   0.02 
Permanent residency 51.6 (178/345) 1.00 †  48.4 (124/256) 1.00 †  
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 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 

Temporary residency 42.6 (83/195) 0.70 (0.50 – 0.96)  30.6 (33/108) 0.47 (0.28 – 0.78)  

Refugee/Asylum seeker/Unknown 44.2 (50/113) 0.74 (0.48 – 1.15)  40.8 (29/71) 0.74 (0.47 – 1.15)  

Migrated 5 or more years ago   0.01   0.12 
No 39.3 (81/206) 0.63 (0.44 – 0.89)  37.2 (32/86) 0.75 (0.52 – 1.08)  

Yes 50.8 (230/453) 1.00 †  44.2 (155/351) 1.00 †  

Education   <0.01   0.08 
Lower secondary or less 39.6 (129/326) 0.54 (0.39 – 0.76)  38.4 (78/203) 0.72 (0.49 – 1.05)  

Upper secondary or more 54.7 (182/333) 1.00 †  46.6 (109/234) 1.00 †  

Relationship Status   0.75   0.8 
Married/Cohabitating 47.8 (128/268) 1.09 (0.77 – 1.54)  42.0 (79/188) 1.00 †  

Single  45.6 (135/296) 1.00 †  44.7 (76/170) 1.12 (0.76 – 1.64)  

Living apart relationship/marriage 50.6 (43/85) 1.22 (0.72 – 2.06)  40.8 (31/76) 0.95 (0.56 – 1.62)  

Employment Status   0.49   0.92 
Not in paid work 45.9 (170/370) 1.00 †  42.5 (96/226) 1.00 †  

Working full/part time 48.8 (141/289) 1.12 (0.81 – 1.55)  43.1 (91/211) 1.03 (0.59 – 1.79)  

Monthly income compared to national minimum wage   0.09   0.19 
More or a lot more 63.0 (46/73) 2.06 (1.09 – 3.87)  59.0 (36/61) 1.94 (0.90 – 4.17)  

About the same 46.6 (41/88) 1.05 (0.61 – 1.81)  34.8 (24/69) 0.72 (0.36 – 1.44)  

Less than minimum wage 47.1 (99/210) 1.08 (0.72 – 1.61)  39.2 (47/120) 0.87 (0.51 – 1.49)  

Not Known/Not Earned 45.3 (111/245) 1.00 †  42.6 (69/162) 1.00 †  

Experience of Hunger in past 4 weeks   0.81   0.86 
Little or no hunger in the house 47.8 (234/490) 1.00 †  43.9 (132/301) 1.00 †  

Moderate or severe hunger in the household 46.7 (64/137) 0.96 (0.68 – 1.36)  42.9 (48/112) 0.96 (0.60 – 1.53)  

Number of lifetime sexual partners    0.23   0.23 
0-1 40.9 (27/ 66) 0.84 (0.46 – 1.56)  36.4 (16/ 44) 0.64 (0.31 – 1.33)  

2-5 45.0 (159/353) 1.00 †   41.2 (42/102) 0.79 (0.51 – 1.21)  

6-10 56.0 (56/100) 1.55 (0.95 – 2.54)  34.6 (28/ 81) 0.59 (0.34 – 1.04)  

≥ 11 51.9 (40/ 77) 1.32 (0.71 – 2.46)  47.1 (72/153) 1.00 †  

Number of sexual partners in the past year    0.03   0.77 
None 40.1 (79/197) 0.62 (0.43 – 0.89)  41.2 (54/131) 0.89 (0.64 – 1.25)  

1 † 52.0 (198/381) 1.00†   44.0 (96/218) 1.00†   

≥ 2 40.0 (26/ 65) 0.62 (0.34 – 1.11)  41.4 (36/ 87) 0.90 (0.58 – 1.40)  
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 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 
Number of sexual partners in current country of residence 

 
 0.09   0.20 

0-1 42.5 (141/332) 1.00 †  38.3 (64/167) 0.70 (0.46 – 1.05)  

2 48.1 (52/108) 1.26 (0.86 -- 1.83)  37.5 (24/ 64) 0.67 (0.34 – 1.34)  

≥ 3 54.8 (103/188) 1.64 (1.05 -- 2.58)  47.2 (83/176) 1.00 †  

Access to primary care physician/infectious diseases unit    0.15   0.30 
No 41.3 (38/92) 0.74 (0.49 – 1.12)  48.6 (36/74) 1.33 (0.77 – 2.32)  

Yes 48.7 (273/561) 1.00 †  41.6 (150/361) 1.00 †  

Attended services in the 2 years prior to diagnosis   <0.01   0.18 
No 36.8 (64/174) 0.54 (0.37 – 0.81)  38.0 (38/100) 0.75 (0.48 – 1.15)  

Yes 51.6 (221/428) 1.00 †  45.1 (138/306) 1.00 †  

Has children   <0.01    
No children 45.7 (80/175) 1.06 (0.71 – 1.58)     
Has children, no antenatal care in CCOR 44.3 (190/429) 1.00 †     
Has children, received antenatal care in CCOR 75.5 (37/49) 3.88 (1.97 – 7.64)     

Has children   0.71   0.99 
No 45.7 (80/175) 0.93 (0.63 – 1.37)  43.0 (55/128) 1.00 (0.67 – 1.49)  

Yes 47.5 (227/478) 1.00 †  43.0 (129/300) 1.00 †  

Number of children cared for at home   0.11   0.05 
None 43.2 (120/278) 1.00 †  42.0 (94/224) 1.00 †  

1 46.7 (92/197) 1.15 (0.80 – 1.67)  44.9 (35/78) 1.13 (0.64 – 1.98)  

2 49.5 (55/111) 1.29 (0.79 – 2.12)  55.4 (36/65) 1.72 (1.03 – 2.85)  

3 or more 59.7 (40/67) 1.95 (1.13 – 3.37)  29.3 (17/58) 0.57 (0.33 – 0.98)  

Country of diagnosis   0.07   0.34 
Current country of residence 47.3 (284/601) 1.00 †  43.3 (176/406) 1.00 †  

Country of birth 40.5 (15/37) 0.76 (0.35 – 1.66)  36.8 (7/19) 0.76 (0.25 – 2.35)  

Other country 75.0 (12/16) 3.35 (1.21 – 9.28)  22.2 (2/9) 0.37 (0.09 – 1.47)  

Late diagnosis   0.98   0.05 
Diagnosed <350 47.1 (181/384) 1.00 †  39.4 (112/284) 1.00 †  

Diagnosed 350 or more 47.2 (120/254) 1.00 (0.75 – 1.35)  50.4 (68/135) 1.56 (1.00 – 2.42)  
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 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 
Very late diagnosis   0.10   <0.01 

Diagnosed <200 42.9 (99/231) 0.76 (0.55 – 1.05)  35.6 (64/180) 0.59 (0.39 – 0.87)  
Diagnosed 200 or more 49.6 (202/407) 1.00 †  48.5 (116/239) 1.00 †  

HIV testing mentioned during visits 2 years prior to diagnosis   0.09   0.44 
Yes 60.0 (63/105) 1.50 (0.70 – 3.22)  50.0 (39/78) 1.35 (0.69 – 2.63)  

No 50.0 (149/298) 1.00 †  42.6 (89/209) 1.00 †  

I don’t remember 34.6 (9/26) 0.53 (0.21 – 1.31)  52.6 (10/19) 1.50 (0.61 – 3.67)  

Ever had an STI    0.68   0.39 
No 46.8 (260/556) 1.00 †  41.5 (131/316) 1.00 †  

Yes 49.0 (49/100) 1.09 (0.71 – 1.68)  46.0 (52/113) 1.20 (0.78 – 1.86)  

Diagnosed with STI before HIV diagnosis   0.03   0.58 
No 45.7 (276/604) 1.00 †  42.0 (149/355) 1.00 †  

Yes 63.5 (33/52) 2.06 (1.06 – 4.02)  45.9 (34/74) 1.18 (0.65 – 2.12)  

Previously had sex for money food or drugs   0.23   0.9 
No 47.4 (278/587) 1.00 †  42.9 (167/389) 1.00 †  

Yes 56.0 (28/50) 1.41 (0.80 – 2.51)  44.4 (12/27) 1.06 (0.41 – 2.78)  

Previously paid money for sex   0.30   0.44 
No 47.5 (304/640) 1.00 †    44.0 (120/273) 1.00 †  
Yes 75.0 (3/4) 3.32 (0.33 – 33.75)  40.3 (56/139) 0.86 (0.58 – 1.27)  

Ever used a needle to inject drugs   0.05   0.23 
No 46.7 (302/646) 1.00 †  41.9 (167/399) 1.00 †  

Yes 81.8 (9/11) 5.13 (0.98 – 26.84)  51.5 (17/33) 1.48 (0.78 – 2.80)  

Ever experienced racism in current country of residence      0.64     0.48 
Yes 46.5 (118/254) 0.93 (0.68 – 1.27)   40.9 (67/164) 0.87 (0.58 – 1.29)   
No 48.4 (191/395) 1.00 †   44.4 (118/266) 1.00 †    

Ever experienced HIV-related stigma in current country of residence      0.33     0.53 
Yes 51.5 (68/132) 1.21 (0.82 – 1.77)   40.0 (32/80) 0.85 (0.52 – 1.40)   
No 46.8 (240/513) 1.00 †   43.9 (154/351) 1.00 †   

Ever experienced homophobia in current country of residence     0.44     0.05 
Yes  53.7 (22/41) 1.29 (0.68 – 2.43)   62.5 (15/24) 2.33 (1.00 – 5.45)   
No 47.4 (288/608) 1.00 †  41.7 (171/410) 1.00 †   

Only significant factors (α<0.05) included in multivariable analysis. †Reference category.
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Table R-2: Factors associated with a previous negative HIV test in univariate analysis, gay/bisexual 
men (aMASE clinic survey) 

 Gay/Bisexual Men 

 
%(n/N) OR (95% CI) p 

value 
Current Country of Residence   <0.01 

Belgium 78.3 (65/83) 0.69 (0.32 – 1.45)  
Greece 46.3 (25/54) 0.16 (0.06 – 0.44)  
Germany 63.6 (7/11) 0.33 (0.02 – 6.08)  
Italy 20.0 (1/5) 0.05 (<0.01 – 1.00)  
The Netherlands 88.3 (68/77) 1.44 (0.81 – 2.55)  
Portugal 90.2 (46/51) 1.75 (0.76 – 4.03)  
Spain † 84.0 (347/413) 1.00  
Switzerland 74.1 (43/58) 0.55 (0.31 – 0.95)  
United Kingdom 87.3 (269/308) 1.31 (0.77 – 2.23)  

Age (years)   <0.01 
18-24 72.2 (65/90) 0.51 (0.31 – 0.83)  
25-34 † 83.6 (377/451) 1.00  
35-44 82.2 (290/353) 0.90 (0.68 – 1.20)  
45-54 87.4 (118/135) 1.36 (0.76 – 2.45)  
55+ 67.7 (21/31) 0.41 (0.18 – 0.94)  

Region of birth   0.69 
Africa 79.2 (61/77) 0.76 (0.35 – 1.68)  
Latin America/Caribbean † 83.3 (389/467) 1.00  
Rest of World 78.8 (134/170) 0.75 (0.44 – 1.27)  
Europe 82.9 (287/346) 0.98 (0.55 – 1.72)  

Years resident in country A50+A32   0.66 
≤ 2  83.3 (90/108) 1.04 (0.50 – 2.17)  
3-5  79.7 (161/202) 0.81 (0.56 – 1.19)  
6-10  82.5 (268/325) 0.98 (0.67 – 1.41)  
More than 10 years † 82.8 (352/425) 1.00  

Immigration status   0.02 
Permanent residency † 83.6 (702/840) 1.00  
Temporary residency 79.7 (122/153) 0.77 (0.53 – 1.12)  
Refugee/Asylum seeker/Unknown 70.8 (46/65) 0.48 (0.27 – 0.85)  

Migrated 5 or more years ago   0.17 
No 79.3 (218/275) 0.77 (0.53 – 1.13)  
Yes † 83.2 (653/785) 1.00  

Education   <0.01 
Lower secondary or less 65.3 (124/190) 0.31 (0.20 – 0.47)  
Upper secondary or more † 85.9 (747/870) 1.00  

Relationship Status   0.63 
Married/Cohabitating 83.2 (317/381) 1.17 (0.75 – 1.84)  
Single † 80.8 (439/543) 1.00  
Living apart relationship/marriage 83.5 (106/127) 1.20 (0.77 – 1.87)  

Employment Status   0.09 
Not in paid work 79.0 (263/333) 0.74 (0.52 – 1.05)  
Working full/part time † 83.6 (608/727) 1.00  

Monthly income compared to national 
minimum wage 

  <0.01 

More or a lot more † 87.7 (419/478) 1.00  
About the same 78.0 (135/173) 0.50 (0.32 – 0.78)  
Less than minimum wage 81.0 (162/200) 0.60 (0.39 – 0.93)  
Not Known/Not Earned 75.0 (120/160) 0.42 (0.25 – 0.71)  

Experience of Hunger in past 4 weeks   0.14 
Little or no hunger in the house † 83.5 (757/907) 1.00  
Moderate or severe hunger in the 
household 77.5 (100/129) 0.68 (0.41 – 1.14)  

Total number of lifetime sexual partners   <0.01 
1-10 73.3 (77/105) 0.30 (0.17 – 0.53)  
11-50 70.7 (162/229) 0.26 (0.16 – 0.44)  
51-100 78.2 (122/156) 0.39 (0.21 – 0.72)  
101-500 † 90.2 (266/295) 1.00  
>500 90.2 (175/194) 1.00 (0.69 – 1.45)  
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 Gay/Bisexual Men 

 
%(n/N) OR (95% CI) p 

value 
Total number of sexual partners in the past 
year 

  <0.01 

None 69.8 (37/53) 0.69 (0.30 – 1.62)  
1 † 76.9 (160/208) 1.00  
2 72.7 (72/99) 0.80 (0.43 – 1.47)  
3-5 78.1 (121/155) 1.07 (0.59 – 1.92)  
6-10 85.6 (137/160) 1.79 (1.07 – 2.99)  
11-20 90.8 (119/131) 2.97 (1.34 – 6.63)  
21-50 90.9 (110/121) 3.00 (1.41 – 6.39)  
More than 50 89.7 (87/97) 2.61 (1.23 – 5.52)  

Total number of sexual partners in current 
country of residence  

  <0.01 

0-5 76.6 (151/197) 0.25 (0.14 – 0.41)  
6-10 72.0 (77/107) 0.19 (0.10 – 0.36)  
11-20 78.9 (90/114) 0.28 (0.14 – 0.56)  
21-50 76.7 (122/159) 0.25 (0.16 – 0.39)  
51-100 86.1 (124/144) 0.46 (0.23 – 0.92)  
More than 100 † 93.1 (241/259) 1.00  

Access to primary care physician/infectious 
diseases unit  

  0.69 

No 80.6 (125/155) 0.88 (0.46 – 1.68)  
Yes †  82.6 (745/902) 1.00  

Attended services in the 2 years prior to 
diagnosis 

  0.09 

No 77.0 (124/161) 0.64 (0.38 – 1.07)  
Yes † 84.0 (644/767) 1.00  

Has children   0.01 
No † 83.2 (795/955) 1.00  
Yes 71.1 (69/97) 0.50 (0.29 – 0.84)  

Number of children cared for at home   0.64 
None † 82.4 (826/1002) 1.00  
1 76.9 (20/26) 0.71 (0.31 – 1.65)  
2 78.9 (15/19) 0.80 (0.25 – 2.51)  
3 or more 60.0 (3/5) 0.32 (0.04 – 2.44)  

Country of diagnosis   0.47 
Current country of residence † 82.7 (763/923) 1.00  
Country of birth 77.2 (71/92) 0.71 (0.38 – 1.33)  
Other country 83.7 (36/43) 1.08 (0.41 – 2.82)  

Late diagnosis   <0.01 
Diagnosed <350 74.4 (265/356) 0.48 (0.35 – 0.66)  
Diagnosed 350 or more † 85.8 (546/636) 1.00    

Very late diagnosis   0.09 
Diagnosed <200 78.6 (239/304) 0.75 (0.53 – 1.05)  
Diagnosed 200 or more † 83.1 (572/688) 1.00  

HIV testing mentioned during visits 2 years 
prior to diagnosis 

  <0.01 

Yes 90.7 (282/311) 2.45 (1.66 – 3.62)  
No † 79.9 (325/407) 1.00  
I don’t remember 77.4 (41/53) 0.86 (0.26 – 2.86)  

Ever had an STI    <0.01 
No 72.1 (282/391) 0.35 (0.23 – 0.53)  
Yes † 88.0 (589/669) 1.00  

Diagnosed with STI before HIV diagnosis   <0.01 
No † 74.7 (484/648) 1.00  
Yes 93.9 (387/412) 5.25 (2.85 – 9.66)  

Previously had sex for money food or drugs   0.84 
No † 82.4 (713/865) 1.00  
Yes 81.8 (135/165) 0.96 (0.63 – 1.45)  

Previously paid money for sex   0.60 
No † 82.2 (734/893) 1.00  
Yes 84.2 (128/152) 1.16 (0.67 – 1.99)  

Ever used a needle to inject drugs   0.48 
No † 81.7 (810/991) 1.00  
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 Gay/Bisexual Men 

 
%(n/N) OR (95% CI) p 

value 
Yes 87.3 (55/63) 1.54 (0.45 – 5.19)  

Ever experienced racism in current country of 
residence     0.72 

Yes † 82.7 (335/405) 1.06 (0.77 – 1.47)   
No 81.8 (532/650) 1.00    

Ever experienced HIV-related stigma in current 
country of residence     0.72 

Yes † 81.4 (166/204) 0.93 (0.63 – 1.38)   
No 82.4 (699/848) 1.00    

Ever experienced homophobia in current 
country of residence     0.25 

Yes † 83.8 (341/407) 1.21 (0.87 – 1.69)   
No 81.0 (515/636) 1.00   

Only significant factors (α<0.05) included in multivariable analysis. †Reference category. 
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Table R.3: Factors associated with an undetectable viral load in univariate analysis, by gender (men separated by sexual orientation; aMASE clinic survey) 

 Women Heterosexual Men Gay/Bisexual Men 
 %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 

Current Country of Residence   <0.05     <0.05   0.02 
Belgium 86.0 (80/93) 1.87 (0.91 – 3.86)  86.2 (50/58) 2.00 (0.83 – 4.81)  81.6 (62/76) 2.01 (1.05 – 3.83)  
Greece 49.0 (25/51) 0.29 (0.15 – 0.59)  39.0 (16/41) 0.20 (0.09 – 0.45)  63.6 (21/33) 0.79 (0.37 – 1.70)  
Germany 70.0 (7/10) 0.71 (0.17 – 2.93)  77.8 (7/ 9) 1.12 (0.22 – 5.76)  63.6 (7/11) 0.79 (0.22 – 2.80)  
Italy 54.2 (13/24) 0.36 (0.15 – 0.89)  47.1 (8/17) 0.28 (0.10 – 0.82)  50.0 (1/ 2) 0.45 (0.03 – 7.36)  
The Netherlands 76.5 (13/17) 0.99 (0.30 – 3.28)  88.9 (16/18) 2.56 (0.55 – 11.94)  83.1 (54/65) 2.23 (1.10 – 4.52)  
Portugal 80.0 (52/65) 1.22 (0.58 – 2.55)  82.5 (33/40) 1.51 (0.59 – 3.85)  78.6 (33/42) 1.66 (0.75 – 3.67)  
Spain  76.7 (92/120) 1.00†  75.8 (75/99) 1.00†  82.1 (165/201) 2.08 (1.31 – 3.29)  
Switzerland 88.5 (54/61) 2.35 (0.96 – 5.74)  88.6 (39/44) 2.50 (0.88 – 7.05)  80.0 (40/50) 1.81 (0.86 – 3.84)  
United Kingdom 80.3 (94/117) 1.24 (0.67 – 2.32)  74.7 (56/75) 0.94 (0.47 – 1.89)  68.8 (150/218) 1.00†  

Years resident in country    0.11   0.65   0.67 
≤ 2  72.5 (37/51) 0.90 (0.45 – 1.81)  61.5 (8/13) 0.52 (0.16 – 1.66)  70.7 (53/75) 0.74 (0.42 – 1.30)  
3-5  84.1 (122/145) 1.82 (1.05 – 3.14)  72.4 (55/76) 0.85 (0.47 – 1.54)  78.0 (99/127) 1.08 (0.66 – 1.78)  
6-10  75.3 (122/162) 1.04 (0.65 – 1.68)  76.9 (83/108) 1.08 (0.62 – 1.87)  77.2 (149/193) 1.04 (0.68 – 1.59)  
More than 10 years 74.5 (149/200) 1.00†  75.5 (154/204)  1.00†  76.6 (232/303) 1.00†  

Age    0.89   0.72   0.07 
18-24 72.7 (24/33) 0.74 (0.32 – 1.72)  66.7 (4/ 6) 0.61 (0.11 – 3.47)  65.4 (34/52) 0.70 (0.37 – 1.32)  
25-34 78.2 (154/197) 1.00†  71.3 (72/101) 0.76 (0.43 – 1.34)  72.9 (199/273) 1.00†  
35-44 78.4 (145/185) 1.01 (0.62 – 1.65)  76.6 (118/154) 1.00†  80.1 (193/241) 1.50 (0.99 – 2.26)  
45-54 74.3 (81/109) 0.81 (0.47 – 1.40)  78.3 (72/92) 1.10 (0.59 – 2.04)  80.8 (84/104) 1.56 (0.90 – 2.72)  
55+ 76.5 (26/34) 0.91 (0.38 – 2.15)  70.8 (34/48) 0.74 (0.36 – 1.53)  82.1 (23/28) 1.71 (0.63 – 4.66)  

Region of birth    0.03   0.18   0.07 
Africa 80.2 (292/364) 1.00†  77.7 (181/233) 1.00†  66.7 (42/63) 0.47 (0.26 – 0.87)  
Latin America/Caribbean 73.6 (67/91) 0.69 (0.40 – 1.17)  77.6 (52/67) 1.00 (0.52 – 1.91)  80.8 (219/271) 1.00†  
Rest of World 80.6 (25/31) 1.03 (0.41 – 2.60)  66.7 (18/27) 0.57 (0.24 – 1.35)  76.8 (96/125) 0.79 (0.47 – 1.31)  
Europe 63.9 (46/72) 0.44 (0.25 – 0.75)  66.2 (49/74) 0.56 (0.32 – 1.00)  73.6 (176/239) 0.66 (0.44 – 1.01)  

Ethnicity   0.01   0.22   0.52 
Black African/Caribbean 79.1 (235/297) 1.00†  77.5 (148/191) 1.00†  66.7 (28/42) 0.66 (0.33 – 1.35)  
White European 60.0 (42/70) 0.40 (0.23 – 0.69)  65.0 (39/60) 0.54 (0.29 – 1.01)  75.1 (172/229) 1.00†  
Latin American/Hispanic 79.3 (23/29) 1.01 (0.39 – 2.59)  80.8 (21/26) 1.22 (0.43 – 3.43)  79.8 (87/109) 1.31 (0.75 – 2.28)  
Mixed Ethnicity 86.1 (31/36) 1.64 (0.61 – 4.38)  80.0 (20/25) 1.16 (0.41 – 3.28)  77.6 (90/116) 1.15 (0.68 – 1.95)  
Other 76.5 (39/51) 0.86 (0.42 – 1.74)  67.9 (36/53) 0.62 (0.32 – 1.20)  77.8 (119/153) 1.16 (0.71 – 1.88)  

Immigration Status    0.70   0.13   0.38 
Permanent residency 76.9 (213/277) 1.00†  76.3 (183/240) 1.00†  77.6 (432/557) 1.00†  
Temporary residency 78.9 (135/171) 1.13 (0.71 – 1.79)  68.0 (66/97) 0.66 (0.39 – 1.12)  71.0 (71/100) 0.71 (0.44 – 1.14)  
Refugee/Asylum 
seeker/Unknown 74.5 (76/102) 0.88 (0.52 – 1.49)  81.7 (49/60) 1.39 (0.68 – 2.85)  76.9 (30/39) 0.96 (0.45 – 2.09)  
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 Women Heterosexual Men Gay/Bisexual Men 
 %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 

Time on ART (years)   <0.05   <0.05   <0.05 
< 1 year 58.1 (79/136) 0.25 (0.16 – 0.39)  60.4 (58/96) 0.32 (0.19 – 0.54)  63.6 (138/217) 0.24 (0.16 – 0.36)  
≥1 year 84.6 (341/403) 1.00†  82.6 (237/287) 1.00†  87.9 (384/437) 1.00†  

Employment status   0.98   0.93   0.34 
Not in paid work 77.0 (248/322) 1.00†  75.0 (150/200) 1.02 (0.65 – 1.60)  73.8 (141/191) 0.83 (0.56 – 1.21)  
 Working full/part time 77.1 (182/236) 1.01 (0.67 – 1.50)  74.6 (150/201) 1.00†  77.3 (392/507) 1.00†  

Experience of household hunger in 
past 4 weeks 

  0.55   0.54   <0.05 

Little or no hunger  77.0 (322/418) 1.00†  75.6 (211/279) 1.00†  78.2 (463/592) 1.00†  
Moderate or severe hunger 74.3 (81/109) 0.86 (0.53 – 1.40)  72.4 (71/98) 0.85 (0.50 – 1.43)  64.0 (57/89) 0.50 (0.31 – 0.80)  

Monthly income compared to 
national minimum wage 

  0.15   0.50   0.01 

More or a lot more 74.5 (41/55) 1.01 (0.51 – 2.01)  75.0 (42/56) 0.88 (0.42 – 1.81)  81.2 (254/313) 1.00†  
About the same 73.3 (55/75) 0.95 (0.52 – 1.74)  79.7 (51/64) 1.15 (0.55 – 2.38)  80.2 (93/116) 0.94 (0.55 – 1.61)  
Less than minimum wage 82.9 (150/181) 1.68 (1.02 – 2.76)  70.6 (84/119) 0.70 (0.40 – 1.23)  70.6 (96/136) 0.56 (0.35 – 0.89)  
Not Known/Not Earned 74.3 (153/206) 1.00†  77.4 (106/137) 1.00†  68.4 (67/98) 0.50 (0.30 – 0.84)  

Relationship Status    0.08   0.49   0.37 
Married/Cohabitating 80.2 (182/227) 1.19 (0.77 – 1.85)  77.3 (136/176) 1.00†  79.0 (218/276) 1.28 (0.88 – 1.87)  
Single 77.3 (194/251) 1.00†  74.7 (109/146) 0.87 (0.52 – 1.45)  74.6 (258/346) 1.00†  
Living apart relationship/marriage 67.1 (49/73) 0.60 (0.34 – 1.06)  70.1 (54/77) 0.69 (0.38 – 1.26)  73.6 (53/72) 0.95 (0.53 – 1.69)  

Sexual Orientation   0.49   0.89   0.68 
Gay \ Lesbian 80.0 (8/10) 1.21 (0.25 – 5.78)  0.0 (0/ 0)   76.6 (456/595) 1.00†  
Straight 76.8 (403/525) 1.00†  75.1 (280/373) 1.00†  0.0 (0/ 0)   
Bisexual 100.0 (7/ 7) 1.00  0.0 (0/ 0)   74.8 (77/103) 0.90 (0.56 – 1.46)  
Other 60.0 (6/10) 0.45 (0.13 – 1.64)  73.7 (14/19) 0.93 (0.33 – 2.65)  0.0 (0/ 0)   

Number of children cared for at 
home 

  0.97   0.38   0.77 

None 78.0 (181/232) 1.00†  71.6 (144/201) 1.00†  76.3 (503/659) 1.00†  
1 76.5 (130/170) 0.92 (0.57 – 1.47)  78.9 (56/71) 1.48 (0.77 – 2.82)  85.7 (12/14) 1.86 (0.41 – 8.40)  
2 77.8 (70/90) 0.99 (0.55 – 1.77)  74.2 (46/62) 1.14 (0.60 – 2.17)  69.2 (9/13) 0.70 (0.21 – 2.30)  
3 or more 75.4 (46/61) 0.86 (0.45 – 1.67)  81.5 (44/54) 1.74 (0.82 – 3.69)  80.0 (4/ 5) 1.24 (0.14 – 11.18)  

Access to primary care 
physician/infectious diseases unit 

  0.45   0.01   0.11 

No 80.3 (61/76) 1.25 (0.69 – 2.29)  87.7 (57/65) 2.69 (1.24 – 5.86)  69.9 (65/93) 0.67 (0.41 – 1.09)  
Yes 76.4 (363/475) 1.00†  72.6 (241/332) 1.00†  77.6 (467/602) 1.00†  



 

437 
 

 Women Heterosexual Men Gay/Bisexual Men 
 %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 

Missed clinical appointments 
because of travel expenses  

  0.24   0.66   0.14 

Yes 78.3 (54/69) 1.04 (0.57 – 1.93)  71.4 (45/63) 0.81 (0.44 – 1.48)  71.1 (32/45) 0.71 (0.36 – 1.40)  
No 77.5 (352/454) 1.00†  75.6 (238/315) 1.00†  77.5 (483/623) 1.00†  
Does not pay for travel to the 
clinic 63.0 (17/27) 0.49 (0.22 – 1.11)  81.3 (13/16) 1.40 (0.39 – 5.05)  61.5 (16/26) 0.46 (0.21 – 1.04)  

Delayed/forwent medication because 
of prescription costs 

  0.73   0.53   0.41 

No 77.3 (391/506) 1.00 †  74.6 (270/362) 1.00 †  76.9 (509/662) 1.00 †  
Yes 75.0 (33/44) 0.88 (0.43 – 1.80)  79.4 (27/34) 1.31 (0.55 – 3.12)  70.6 (24/34) 0.72 (0.34 – 1.54)  

Late diagnosis   0.97   0.88   0.48 
Diagnosed 350 or more 76.6 (128/167) 0.99 (0.64 – 1.53)  74.3 (84/113) 0.96 (0.58 – 1.59)  75.4 (267/354) 1.00 † †  
Diagnosed <350 76.8 (288/375) 1.00 †  75.1 (208/277) 1.00 †  77.7 (241/310) 1.14 (0.79 – 1.63)  

Very late diagnosis   <0.05   0.09   0.68 
Diagnosed <200 70.4 (164/233) 0.54 (0.36 – 0.80)  70.7 (123/174) 0.67 (0.42 – 1.06)  77.8 (112/144) 1.10 (0.70 – 1.70)  
Diagnosed 200 or more 81.6 (252/309) 1.00 †  78.2 (169/216) 1.00 †  76.2 (396/520) 1.00 †  

Problems with taking medication or 
following doctor's instructions  

  <0.05   0.03   0.06 

No 80.2 (288/359) 1.00 †  77.7 (199/256) 1.00 †  77.2 (410/531) 1.00 †  
Yes 67.5 (85/126) 0.51 (0.32 – 0.80)  64.9 (48/74) 0.53 (0.30 – 0.93)  67.1 (51/76) 0.60 (0.36 – 1.01)  

Has contact with CBO support 
groups  

  0.54   0.07   0.54 

Yes 75.0 (99/132) 0.87 (0.55 – 1.36)  66.7 (50/75) 0.60 (0.35 – 1.03)  74.3 (84/113) 0.86 (0.54 – 1.38)  
No 77.6 (326/420) 1.00 †  77.0 (248/322) 1.00 †  77.0 (449/583) 1.00 †  

Disclosed to current partner    0.51   0.74   0.21 
No 76.7 (56/73) 1.09 (0.60 – 1.99)  77.4 (48/62) 1.12 (0.57 – 2.18)  73.7 (28/38) 0.72 (0.33 – 1.55)  
Yes 75.1 (238/317) 1.00 †  75.4 (169/224) 1.00 †  79.5 (272/342) 1.00 †  
Single 80.2 (105/131) 1.34 (0.81 – 2.21)  72.1 (62/86) 0.84 (0.48 – 1.47)  73.8 (211/286) 0.72 (0.50 – 1.05)  

Disclosed to children    0.57   0.19   0.79 
No 77.7 (261/336) 1.00 †  78.2 (205/262) 1.00 †  78.8 (52/66) 1.00 †  
Yes 74.7 (59/79) 0.85 (0.48 – 1.50)  66.7 (18/27) 0.56 (0.24 – 1.30)  83.3 (5/ 6) 1.35 (0.15 – 12.48)  

Experienced difficulties with health 
service in CCOR (not GP related)  

  0.05   0.04   0.16 

No 79.0 (323/409) 1.00 †  77.4 (229/296) 1.00 †  77.8 (416/535) 1.00 †  
Yes 70.8 (102/144) 0.65 (0.42 – 0.99)  66.7 (66/99) 0.59 (0.36 – 0.96)  72.3 (115/159) 0.75 (0.50 – 1.12)  

I do not trust the GP to keep my 
details confidential 

  0.58   <0.01   0.05 

No 76.8 (397/517) 1.00 †  76.7 (286/373) 1.00 †  75.7 (506/668) 1.00 †  
Yes 80.5 (33/41) 1.25 (0.56 – 2.77)  50.0 (14/28) 0.30 (0.14 – 0.66)  90.0 (27/30) 2.88 (0.86 – 9.62)  
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 Women Heterosexual Men Gay/Bisexual Men 
 %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 

Difficulty communicating with staff 
because of language differences  

  0.12   <0.01   0.34 

No 77.9 (399/512) 1.00 †  77.1 (283/367) 1.00 †  76.0 (508/668) 1.00 †  
Yes 67.4 (31/46) 0.59 (0.31 – 1.12)  50.0 (17/34) 0.30 (0.15 – 0.61)  83.3 (25/30) 1.57 (0.59 – 4.18)  

Experienced racism in current 
country of residence  

  0.62   0.04   0.64 

Yes 76.0 (174/229) 0.90 (0.60 – 1.35)  69.1 (105/152) 0.61 (0.39 – 0.97)  75.7 (209/276) 0.92 (0.64 – 1.31)  
No 77.8 (249/320) 1.00 †  78.4 (189/241) 1.00 †  77.3 (323/418) 1.00 †  

Experienced homophobia in current 
country of residence  

  0.90   0.90   0.01 

Yes 76.3 (29/38) 0.95 (0.44 – 2.07)  73.9 (17/23) 0.94 (0.36 – 2.46)  71.4 (200/280) 0.60 (0.42 – 0.86)  
No 77.2 (393/509) 1.00 †  75.1 (280/373) 1.00 †  80.6 (325/403) 1.00 †  

Experienced HIV-related stigma in 
current country of residence  

  0.59   0.70   0.80 

Yes 79.0 (98/124) 1.14 (0.70 – 1.86)  77.0 (57/74) 1.12 (0.62 – 2.04)  75.5 (105/139) 0.94 (0.61 – 1.46)  
No 76.7 (323/421) 1.00 †  74.9 (239/319) 1.00 †  76.6 (422/551) 1.00 †  

Only significant factors (α<0.05) included in multivariable analysis. †Reference category   
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Table R-4: Factors associated with access to primary care in univariate analysis, women and heterosexual men (aMASE clinic survey)  

 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 
Current Country of Residence   <0.01   <0.01 

Belgium 81.5 (88/108) 0.38 (0.18 – 0.81)  63.3 (38/60) 0.25 (0.12 – 0.53)  
Greece 98.5 (65/66) 5.57 (0.71 – 43.76)  96.3 (52/54) 3.75 (0.83 – 17.02)  
Germany 80.0 (8/10) 0.34 (0.07 – 1.80)  100 (9/9) -  
Italy 100 (35/35) -  100 (23/23) -  
The Netherlands 100 (20/20) -  90.5 (19/21) 1.37 (0.29 – 6.48)  
Portugal 54.8 (46/84) 0.10 (0.05 – 0.22)  72.1 (31/43) 0.37 (0.16 – 0.88)  
Spain 92.1 (140/152) 1.00 †   87.4 (104/119) 1.00 †  
Switzerland 68.3 (43/63) 0.18 (0.08 – 0.41)  63.8 (30/47) 0.25 (0.11 – 0.57)  
United Kingdom 97.9 (139/142) 3.97 (1.10 – 14.38)  93.8 (76/81) 2.19 (0.76 – 6.29)  

Age (years)   0.21   0.15 
18-24 70.4 (19/27) 0.58 (0.23 – 1.45)  62.5 (5/8) 0.37 (0.08 – 1.66)  
25-34 80.4 (119/148) 1.00 †  78.8 (67/85) 0.83 (0.43 – 1.63)  
35-44 78.2 (104/133) 0.87 (0.49 – 1.56)  81.7 (116/142) 1.00 †  
45-54 81.1 (60/74) 1.04 (0.51 – 2.12)  75.8 (69/91) 0.70 (0.37 – 1.33)  
55+ 60.0 (15/25) 0.37 (0.15 – 0.90)  91.1 (41/45) 2.30 (0.76 – 6.98)  

Region of birth   0.04   0.06 
Africa 74.8 (190/254) 1.00 †  76.8 (175/228) 1.00 †  
Latin America/Caribbean 86.9 (86/99) 2.23 (1.17 – 4.26)  85.9 (61/71) 1.85 (0.89 – 3.86)  
Rest of World 61.5 (8/13) 0.54 (0.17 – 1.71)  75.0 (15/20) 0.91 (0.32 – 2.62)  
Europe 80.5 (33/41) 1.39 (0.61 – 3.16)  90.4 (47/52) 2.85 (1.08 – 7.52)  

Years resident in country    <0.01   <0.01 
≤ 2  62.8 (27/43) 0.26 (0.12 – 0.58)  64.3 (9/14) 0.27 (0.08 – 0.87)  
3-5  72.8 (91/125) 0.41 (0.22 – 0.78)  63.6 (42/66) 0.26 (0.13 – 0.50)  
6-10  79.3 (88/111) 0.59 (0.29 – 1.16)  81.1 (86/106) 0.64 (0.34 – 1.23)  
More than 10 years 86.7 (111/128) 1.00 †  87.0 (161/185) 1.00 †  

Immigration status    0.01   <0.01 
Permanent residency 84.1 (180/214) 1.00 †  87.7 (207/236) 1.00 †  
Temporary residency 70.3 (97/138) 0.45 (0.27 – 0.75)  67.3 (72/107) 0.29 (0.16 – 0.50)  
Refugee/Asylum seeker/Unknown 72.7 (40/55) 0.50 (0.25 – 1.01)  67.9 (19/28) 0.30 (0.12 – 0.72)  
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 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 
Relationship Status    0.74   0.26 

Married/Cohabitating 77.7 (136/175) 1.05 (0.64 – 1.72)  84.1 (132/157) 1.00 †  
Single 76.9 (140/182) 1.00 †  76.9 (110/143) 0.63 (0.35 – 1.13)  
Living apart relationship/marriage 82.0 (41/50) 1.37 (0.61 – 3.04)  77.9 (53/68) 0.67 (0.33 – 1.37)  

Returned home in the last year    0.03   0.63 
Not returned home in the past year 75.3 (220/292) 1.00 †  79.5 (194/244) 1.00 †  
Returned home once the past year 88.0 (73/83) 2.39 (1.17 – 4.87)  84.0 (68/81) 1.35 (0.69 – 2.63)  
Returned home twice or more in the past year 75.0 (24/32) 0.98 (0.42 – 2.28)  78.3 (36/46) 0.93 (0.43 – 2.00)  

Religion    0.34   0.15 
Christian (all denominations) 77.3 (194/251) 1.00 †  78.0 (160/205) 1.00 †  
Other religion 70.9 (39/55) 0.72 (0.37 – 1.38)  79.3 (46/58) 1.08 (0.53 – 2.21)  
Does not attend services 81.7 (67/82) 1.31 (0.70 – 2.47)  87.7 (71/81) 2.00 (0.95 – 4.19)  

Employment Status    0.03   <0.01 
Not in paid work 74.3 (182/245) 1.00 †  74.9 (146/195) 1.00 †  
Working full/part time 83.3 (135/162) 1.73 (1.05 – 2.86)  86.4 (152/176) 2.13 (1.24 – 3.64)  

Has children    0.72   0.76 
No 79.1 (72/91) 1.11 (0.63 – 1.96)  81.7 (76/93) 1.10 (0.60 – 2.01)  
Yes 77.4 (243/314) 1.00 †  80.3 (216/269) 1.00 †  

Number of children cared for at home    0.34   0.23 
None 73.3 (118/161) 1.00 †  79.9 (151/189) 1.00 †  
1 79.7 (98/123) 1.43 (0.82 – 2.50)  86.4 (57/66) 1.59 (0.72 – 3.50)  
2 82.9 (58/70) 1.76 (0.86 – 3.59)  85.2 (46/54) 1.45 (0.63 – 3.32)  
3 or more 80.4 (41/51) 1.49 (0.69 – 3.24)  72.5 (37/51) 0.67 (0.33 – 1.35)  

Experience of Hunger in past 4 weeks   0.72   <0.01 
Little or no hunger in the house. 78.3 (235/300) 1.00 †  83.3 (220/264) 1.00 †  
Moderate or severe hunger in the household 76.5 (65/85) 0.90 (0.51 – 1.59)  68.2 (58/85) 0.43 (0.25 – 0.75)  

Monthly income compared to national minimum wage    0.43   0.10 
More or a lot more 82.5 (33/40) 1.70 (0.70 – 4.12)  86.2 (50/58) 2.26 (0.97 – 5.23)  
About the same 82.0 (41/50) 1.64 (0.74 – 3.65)  84.1 (53/63) 1.91 (0.88 – 4.17)  
Less than minimum wage 78.6 (103/131) 1.33 (0.77 – 2.28)  83.2 (84/101) 1.78 (0.93 – 3.41)  
Not Known/Not Earned 73.5 (122/166) 1.00 †  73.5 (97/132) 1.00 †  

Attended services in the 2 years prior to diagnosis  
(not GP only)   0.08   0.35 

No 74.1 (146/197) 0.65 (0.41 – 1.05)  78.2 (133/170) 0.78 (0.47 – 1.31)  
Yes 81.4 (171/210) 1.00 †  82.1 (165/201) 1.00 †  
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 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 
Experienced any difficulties with healthcare in CCOR    <0.01   <0.01 

No 85.5 (235/275) 1.00 †  87.6 (233/266) 1.00 †  
Yes 62.1 (82/132) 0.28 (0.17 – 0.45)  62.7 (64/102) 0.24 (0.14 – 0.41)  

Experienced related difficulties with healthcare in CCOR (not 
GP related)   0.85   0.01 

No 78.1 (246/315) 1.00 †   83.6 (239/286) 1.00 †   
Yes 77.2 (71/92) 0.95 (0.54 – 1.65)  70.7 (58/82) 0.48 (0.27 – 0.84)  

Ever used a needle to inject drugs   -   0.75 
No 77.8 (311/400) -  80.9 (284/351) 1.00 †  
Yes 100.0 (5/5) -  77.8 (14/18) 0.83 (0.26 – 2.59)  

Previously had sex for money food or drugs    0.25   0.30 
No 77.7 (278/358) 1.00 †  81.0 (269/332) 1.00 †  
Yes 85.7 (30/35) 1.73 (0.65 – 4.60)  71.4 (15/21) 0.59 (0.22 – 1.57)  

Most recent CD4 cell count (cells mm3)   0.19   0.62 
<200 80.6 (25/31) 1.10 (0.43 – 2.78)  84.9 (45/53) 1.46 (0.65 – 3.29)  
200-349 67.3 (33/49) 0.54 (0.28 – 1.04)  81.8 (54/66) 1.17 (0.58 – 2.35)  
≥ 350 79.2 (251/317) 1.00 †  79.4 (189/238) 1.00 †  

Diagnosed with STI before HIV diagnosis    0.88   0.12 
No 78.1 (293/375) 1.00 †  82.4 (243/295) 1.00 †  
Yes 79.3 (23/29) 1.07 (0.42 – 2.72)  73.9 (51/69) 0.61 (0.33 – 1.12)  

Diagnosed with STI post-diagnosis    0.54   - 
No 78.4 (309/394) 1.00 †  80.3 (285/355) -  
Yes 70.0 (7/10) 0.64 (0.16 – 2.54)  100.0 (9/9) -  

Diagnosed with Hepatitis C post-diagnosis       0.87 
No 78.0 (312/400) -  80.7 (289/358) 1.00 †  
Yes 100.0 (4/4) -  83.3 (5/6) 1.19 (0.14 – 10.38)  

Ever started ART    0.50   0.89 
No 73.9 (34/46) 0.78 (0.39 – 1.58)  81.3 (26/32) 1.07 (0.42 – 2.70)  
Yes 78.4 (283/361) 1.00 †  80.2 (268/334) 1.00 †  

ART    0.45   0.44 
No 74.2 (46/62) 0.79 (0.42 – 1.47)  75.0 (24/32) 0.71 (0.31 – 1.66)  
Yes 78.6 (271/345) 1.00 †  80.8 (274/339) 1.00 †  

Ever experienced racism in current country of residence      0.69   0.61 
Yes 84.3 (183/217) 1.10 (0.69 – 1.74)  78.6 (99/126) 0.87 (0.51 – 1.48)  
No 83.0 (289/348) 1.00 †    80.8 (194/240) 1.00 †   
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 Women Heterosexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value 
Ever experienced HIV-related stigma in current country of 
residence       0.28 

  0.39 

Yes 87.0 (94/108) 1.39 (0.76 – 2.57)  76.3 (45/59) 0.74 (0.38 – 1.44)  
No 82.8 (376/454) 1.00 †    81.2 (251/309) 1.00 †   

Ever experienced homophobia in current country of 
residence     0.37 

  0.21 

Yes 88.9 (32/36) 1.59 (0.55 – 4.62)  69.6 (16/23) 0.54 (0.21 – 1.36)  
No 83.4 (442/530) 1.00 †    81.0 (281/347) 1.00 †   

 Only significant factors (α<0.05) included in multivariable analysis. †Reference category
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Table R-5: Factors associated with access to primary care in univariate analysis, gay/bisexual men 
(aMASE clinic survey) 

 Gay/bisexual Men 
 %(n/N) OR (95% CI) p value 

Current Country of Residence   <0.01 
Belgium 75.6 (65/86) 0.40 (0.22 – 0.71)  
Greece 96.4 (53/55) 3.42 (0.81 – 14.50)  
Germany 100.0 (12/12) -  
Italy 100.0 (5/5)   
The Netherlands 94.9 (74/78) 2.39 (0.84 – 6.83)  
Portugal 52.9 (27/51) 0.15 (0.08 – 0.27)  
Spain 88.6 (364/411) 1.00 †   
Switzerland 61.0 (36/59) 0.20 (0.11 – 0.37)  
United Kingdom 88.4 (275/311) 0.99 (0.62 – 1.56)  

Age (years)   <0.01 
18-24 71.8 (61/85) 0.60 (0.35 – 1.01)  
25-34 81.0 (345/426) 1.00 †   
35-44 87.5 (287/328) 1.64 (1.09 – 2.47)  
45-54 93.9 (124/132) 3.64 (1.71 – 7.74)  
55+ 96.0 (24/25) 5.63 (0.75 – 42.26)  

Region of birth   0.49 
Africa 85.1 (63/74) 1.21 (0.61 – 2.40)  
Latin America/Caribbean 82.5 (383/464) 1.00 †   
Rest of World 86.3 (138/160) 1.33 (0.80 – 2.21)  
Europe 86.2 (257/298) 1.33 (0.88 – 1.99)  

Years resident in country    <0.01 
≤ 2  61.4 (62/101) 0.16 (0.09 – 0.27)  
3-5  74.1 (143/193) 0.28 (0.18 – 0.45)  
6-10  90.1 (281/312) 0.89 (0.54 – 1.49)  
More than 10 years 91.0 (355/390) 1.00 †   

Immigration status    <0.01 
Permanent residency 88.7 (711/802) 1.00 †   
Temporary residency 71.8 (102/142) 0.33 (0.21 – 0.50)  
Refugee/Asylum seeker/Unknown 53.8 (28/52) 0.15 (0.08 – 0.27)  

Relationship Status    0.43 
Married/Cohabitating 82.4 (308/374) 0.79 (0.55 – 1.14)  
Single 85.5 (430/503) 1.00 †   
Living apart relationship/marriage 85.5 (94/110) 1.00 (0.56 – 1.79)  

Returned home in the last year    0.75 
Not returned home in the past year 83.6 (376/450) 1.00 †   
Returned home once the past year 85.6 (244/285) 1.17 (0.77 – 1.77)  
Returned home twice or more in the past 
year 84.7 (221/261) 1.09 (0.72 – 1.65)  

Religion    0.60 
Christian (all denominations) 83.1 (245/295) 0.84 (0.58 – 1.23)  
Other religion 82.0 (41/50) 0.78 (0.37 – 1.67)  
Does not attend services 85.3 (524/614) 1.00 †   

Employment Status    <0.01 
Not in paid work 77.0 (238/309) 1.00 †  
Working full/part time 87.8 (603/687) 2.14 (1.51 – 3.04)  

Has children    0.68 
No 84.5 (761/901) 1.00 †   
Yes 82.8 (72/87) 0.88 (0.49 – 1.58)  
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 Gay/bisexual Men 
 %(n/N) OR (95% CI) p value 

Number of children cared for at home    0.90 
None 84.3 (795/943) 1.00 †   
1 82.6 (19/23) 0.88 (0.30 – 2.64)  
2 88.9 (16/18) 1.49 (0.34 – 6.55)  
3 or more 75.0 (3/4) 0.56 (0.06 – 5.41)  

Experience of Hunger in past 4 weeks   0.47 
Little or no hunger in the house. 84.7 (729/861) 1.00 †   
Moderate or severe hunger in the household 82.1 (96/117) 0.83 (0.50 – 1.37)  

Monthly income compared to national minimum 
wage    <0.01 

More or a lot more 88.5 (407/460) 1.00 †   
About the same 82.1 (133/162) 0.60 (0.36 – 0.98)  
Less than minimum wage 85.6 (160/187) 0.77 (0.47 – 1.27)  
Not Known/Not Earned 75.2 (112/149) 0.39 (0.25 – 0.63)  

Attended services in the 2 years prior to 
diagnosis (not GP only)   <0.01 

No 76.5 (277/362) 0.40 (0.29 – 0.57)  
Yes 89.0 (564/634) 1.00 †  

Experienced difficulties with healthcare in 
CCOR  

  <0.01 

No 89.7 (637/710) 1.00 †   

Yes 71.5 (201/281) 0.29 (0.20 – 0.41)  
Experienced difficulties with healthcare in 
CCOR (not GP related)    0.14 

No 83.7 (652/779) 1.00 †  
Yes 87.7 (186/212) 1.39 (0.89 – 2.19)  

Ever used a needle to inject drugs   0.29 
No 84.1 (780/927) 1.00 †   
Yes 88.9 (56/63) 1.51 (0.67 – 3.37)  

Previously had sex for money food or drugs    0.84 
No 85.0 (695/818) 1.00 †   
Yes 84.3 (129/153) 0.95 (0.59 – 1.53)  

Most recent CD4 cell count (cells mm3)   0.20 
<200 90.3 (28/31) 1.66 (0.50 – 5.54)  
200-349 78.7 (74/94) 0.66 (0.39 – 1.12)  
≥ 350 84.9 (692/815) 1.00 †   

Diagnosed with STI before HIV diagnosis    0.19 
No 83.2 (496/596) 1.00 †   
Yes 86.3 (345/400) 1.26 (0.89 – 1.81)  

Diagnosed with STI post-diagnosis    0.37 
No 83.9 (657/783) 1.00 †   
Yes 86.4 (184/213) 1.22 (0.79 – 1.88)  

Diagnosed with Hepatitis C post-diagnosis    0.31 
No 84.6 (821/970) 1.00 †   
Yes 76.9 (20/26) 0.60 (0.24 – 1.53)  

Ever started ART    0.25 
No 82.5 (231/280) 0.80 (0.55 – 1.17)  
Yes 85.4 (599/701) 1.00 †   

ART    0.03 
No 80.7 (251/311) 0.67 (0.47 – 0.96)  

Yes 86.1 (590/685) 1.00 †   
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 Gay/bisexual Men 
 %(n/N) OR (95% CI) p value 

Ever experienced racism in current country of 
residence (n=993)   0.33 

Yes 86.0 (326/379) 1.20 (0.83 – 1.72)  
No 83.7 (514/614) 1.00 †   

Ever experienced HIV-related stigma in current 
country of residence (n=990)   0.29 

Yes 82.0 (159/194) 0.80 (0.53 – 1.21)  
No 85.1 (677/796) 1.00 †   

Ever experienced homophobia in current 
country of residence (n=981)   0.27 

Yes 86.0 (326/379) 1.23 (0.85 – 1.76)  
No 83.4 (502/602) 1.00 †   

Only significant factors (α<0.05) included in multivariable analysis. †Reference category   
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Appendix S Full data for figures in Chapter 5 
Figure 5 3: Current country of residence of male and female survey participants. N=1628. United 
Kingdom: 263; Greece: 218; Italy: 176; The Netherlands: 161; Germany: 157; Portugal: 155; Belgium: 
135; Spain: 128; France: 125; Switzerland: 47; Ireland: 14; Czech Republic: 8; Denmark: 7; 
Luxembourg: 6; Austria: 5; Sweden: 4; Russian Federation: 3; Ukraine: 3; Finland: 2; Norway: 2; 
Bulgaria: 1; Croatia: 1; Cyprus: 1; Hungary: 1; Lithuania: 1; Malta: 1; Montenegro: 1; Poland: 1; 
Republic of Moldova: 1; Romania: 1; Slovakia: 1 
 
Figure 5-4: Country of birth of all male and female aMASE community survey participants N=1628. 
Brazil: 84; Spain: 80; Lithuania: 38; Italy: 32; United Kingdom: 51; Albania: 50; Portugal 47; Mexico: 41; 
France: 38; Romania: 38; Colombia: 35; Germany: 36; Poland: 35; United States of America: 33; 
Nigeria: 32; Peru: 30; El Salvador: 29; Morocco: 28; Afghanistan: 26; Venezuela: 26; Cape Verde: 25; 
Argentina: 24; Cote d'Ivoire: 20; Ethiopia: 19; Greece: 19; Angola: 18; Cameroon: 18; Russia: 18; 
Bulgaria: 17; Egypt: 17; Pakistan: 17; Canada: 16; Bangladesh: 15; The Netherlands: 15; Suriname: 
15; Ecuador: 14; Ghana: 14; Congo (Kinshasa): 13; Guinea: 13; Guinea-Bissau: 13; Uganda: 13; 
Australia: 12; India: 12; Iran: 12; Philippines: 12; Somalia: 12; Switzerland: 11; China: 11; Ukraine: 11; 
Hungary: 9; Kenya: 10; Netherlands Antilles: 10; South Africa: 10; Zimbabwe: 10; Senegal: 9; Belgium: 
8; Cuba: 8; Iraq: 8; Ireland: 8; Moldova: 8; Slovakia: 8; Turkey: 8; Algeria: 7; Bolivia: 7; Chile: 6; 
Dominican Republic: 7; Eritrea: 7; Rwanda: 7; Croatia: 6; Austria: 5; Georgia: 4; Guyana: 5; Honduras: 
5; New Zealand: 5; Paraguay: 5; Tunisia: 5; Bosnia and Herzegovina: 4; Costa Rica: 4; Djibouti: 4; 
Haiti: 4; Kazakhstan: 4; Sao Tome and Principe: 4; Sudan: 4; Thailand: 4; Uzbekistan: 4; Belarus: 3; 
Burundi: 3; Finland: 3; Indonesia: 3; Japan: 3; Malaysia: 3; Mozambique: 3; Slovenia: 3; Sri Lanka: 3; 
Sweden: 3; Syria: 3; Uruguay: 3; Zambia: 3; Armenia: 2; Benin: 2; Burkina Faso: 2; Cambodia: 2; 
Denmark: 2; Guatemala: 2; Jamaica: 2; Kosovo: 2; Kyrgyzstan: 2; Latvia: 2; Luxembourg: 2; 
Macedonia: 2; Mali: 2; Mauritius: 2; Namibia: 2; Norway: 2; Panama: 2; Saudi Arabia: 2; Serbia: 2; 
Trinidad and Tobago: 2; Vietnam: 2; Andorra: 1; Azerbaijan: 1; Bahrain: 1; Barbados: 1; Central African 
Republic: 1; Chad: 1; Cyprus: 1; Dominica: 1; Equatorial Guinea: 1; Estonia: 1; Israel: 1; Korea, South: 
1; Lebanon: 1; Madagascar: 1; Saint Lucia: 1; Sierra Leone: 1; Singapore: 1; Taiwan: 1; Tanzania: 1; 
Timor-Leste: 1; Togo: 1 

Table S-1: Full data tables for data presented visually in Chapter 5 
 

Women 
Heterosexual 

Men Gay /Bisexual men 
Perceived Susceptibility Scale a (n=950) 7 (7.0 – 12.0) 9 (7.0 – 12.0) 11 (7.0 – 12.0) 
Stigma scale (n=1289) 0 (0.0 – 0.0) 0 (0.0 – 1.0) 0 (0.0 – 0.0) 
Stigma scores above zero (n=1312) 118 (25.7) 132 (39.5) 82 (15.8) 
Place of last test (n=952)    

Antenatal service 50 (16.1) 2 (1.0) 1 (0.2) 
Hospital service e.g. Accident & 
Emergency/Inpatient/Outpatient 54 (17.4) 46 (23.6) 43 (9.6) 
GP's surgery  42 (13.5) 21 (10.8) 85 (19.0) 
Sexual health clinic or HIV testing clinic 50 (16.1) 33 (16.9) 222 (49.7) 
Community /Outreach setting  37 (11.9) 46 (23.6) 39 (8.7) 
Private clinic 35 (11.3) 10 (5.1) 38 (8.5) 
Other 42 (13.5) 37 (19.0) 19 (4.3) 

Reasons for not using condoms (N=722)    
No perceived risk 160 (47.5)  83 (40.9)  73 (40.1) 
Personal preference/Pleasure   70 (20.8)  83 (40.9)  109 (59.9) 
Attempting to conceive   51 (15.1)  22 (10.8)  1 (0.5) 
Non-penetrative sex   0 (0.0)  0 (0.0)  9 (4.9) 
Partner refusal   22 (6.5)  9 (4.4)  16 (8.8) 
Not sure   11 (3.3)  9 (4.4)  17 (9.3) 
No Access  8 (2.4)  19 (9.4)  13 (7.1) 
Religious beliefs  2 (0.6)  8 (3.9)  0 (0.0) 
Intoxication   1 (0.3)  3 (1.5)  17 (9.3) 
Other   45 (13.4)  10 (4.9)  9 (4.9) 

Data are n (%) a Only those tested for HIV.  
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Appendix T Univariate analysis tables for Chapter 5 
Table T-1: Factors associated with access to primary care in univariate analysis by gender, (men separated by sexual orientation; aMASE Community survey).  

 Women Heterosexual Men Gay/Bisexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 
Current region of residence     <0.05     <0.05   0.11 

Northern Europe 91.3 (105/115) 9.51 (4.76 – 19.01)  76.2 (32/42) 4.88 (2.30 – 10.39)  65.3 (62/95) 1.06 (0.66 – 1.72)  
Southern Europe 52.5 (138/263) 1.00 †   39.6 (97/245) 1.00 †   52.2 (47/90) 0.62 (0.39 – 0.99)  
Rest of Europe 75.0 (99/132) 2.72 (1.71 – 4.31)   63.9 (53/83) 2.70 (1.61 – 4.52)   63.8 (217/340) 1.00 †  

Age (years)     <0.05     <0.05   <0.05 
18-24 47.9 (23/48) 0.54 (0.29 – 1.01)  23.8 (10/42) 0.43 (0.19 – 0.94)  44.9 (40/89) 0.60 (0.37 – 0.99)  
25-34 63.0 (138/219) 1.00 †  42.2 (57/135) 1.00 †  57.6 (129/224) 1.00 †  
35-44 75.7 (103/136) 1.83 (1.14 – 2.96)  56.3 (54/96) 1.76 (1.04 – 2.98)  72.5 (100/138) 1.94 (1.23 – 3.06)  
45-54 69.4 (50/72) 1.33 (0.75 – 2.36)   61.0 (36/59) 2.14 (1.15 – 4.00)   83.0 (44/53) 3.60 (1.68 – 7.73)  
55+ 80.0 (28/35) 2.35 (0.98 – 5.62)   65.8 (25/38) 2.63 (1.24 – 5.58)   61.9 (13/21) 1.20 (0.48 – 3.00)  

Region of birth      <0.05     0.04   0.01 
Africa 52.0 (64/123) 0.41 (0.26 – 0.66)  51.0 (80/157) 1.00 †  82.8 (24/29) 2.62 (0.97 – 7.09)  
Latin America/Caribbean 71.0 (76/107) 0.93 (0.56 – 1.56)  64.3 (27/42) 1.73 (0.86 – 3.50)  52.7 (77/146) 0.61 (0.40 – 0.92)  
Rest of World 71.2 (47/66) 0.94 (0.51 – 1.74)   37.1 (26/70) 0.57 (0.32 – 1.01)   63.0 (51/81) 0.93 (0.55 – 1.55)  
Europe 72.4 (155/214) 1.00 †   48.5 (49/101) 0.91 (0.55 – 1.50)   64.7 (174/269) 1.00 †  

Age at migration (years)     0.29     0.17   0.03 
Under 18  75.0 (42/56) 1.62 (0.83 – 3.17)  46.8 (22/47) 0.92 (0.48 – 1.77)  79.2 (42/53) 2.49 (1.22 – 5.09)  
18-24 64.5 (118/183) 0.98 (0.64 – 1.50)  43.2 (41/95) 0.80 (0.48 – 1.33)  57.7 (101/175) 0.89 (0.60 – 1.33)  
25-34 64.9 (126/194) 1.00 †   48.8 (80/164) 1.00 †   60.5 (138/228) 1.00 †  
35+ 72.7 (56/77) 1.44 (0.80 – 2.58)   60.9 (39/64) 1.64 (0.91 – 2.95)   65.2 (45/69) 1.22 (0.70 – 2.15)  

Years resident in country      <0.05     <0.05   <0.05 
1 year or less 48.1 (26/54) 0.26 (0.14 – 0.49)  34.9 (15/43) 0.37 (0.18 – 0.75)  27.7 (26/94) 0.28 (0.16 – 0.48)  
2-5 years 52.9 (73/138) 0.31 (0.19 – 0.50)  34.9 (38/109) 0.37 (0.22 – 0.62)  57.8 (107/185) 1.00 †  
6-9 years 73.3 (85/116) 0.76 (0.45 – 1.30)   59.7 (37/62) 1.03 (0.57 – 1.87)   77.3 (68/88) 2.48 (1.39 – 4.42)  
10 years or more 78.2 (158/202) 1.00 †   59.0 (92/156) 1.00 †   79.1 (125/158) 2.76 (1.71 – 4.47)  

Immigration status      <0.05     <0.05   <0.05 
Permanent residency 77.6 (250/322) 1.00 †  59.1 (101/171) 1.00 †  67.7 (252/372) 1.00 †  
Temporary residency 51.4 (37/72) 0.30 (0.18 – 0.52)   46.2 (36/78) 0.59 (0.35 – 1.02)   52.4 (65/124) 0.52 (0.35 – 0.79)  
Refugee/Asylum 
Seeker/Unknown 48.2 (55/114) 0.27 (0.17 – 0.42)   36.7 (44/120) 0.40 (0.25 – 0.65)   31.0 (9/29) 0.21 (0.09 – 0.48)  

Sexual Orientation     0.32     0.31   <0.05 
Gay \ Lesbian  77.8 (14/18) 1.59 (0.52 – 4.93)  0.0 (0/0) 1.00 †  64.8 (289/446) 1.00 †  
Straight 68.7 (303/441) 1.00 †  50.3 (165/328) 2.96 (0.31 – 28.79)  0.0 (0/0)   
Bisexual  50.0 (9/18) 0.46 (0.18 – 1.17)   0.0 (0/0)    46.8 (37/79) 0.48 (0.30 – 0.78)  
Other 75.0 (3/4) 1.37 (0.14 – 13.25)   75.0 (3/4)     0.0 (0/0)   
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 Women Heterosexual Men Gay/Bisexual Men 
 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 
Religion      <0.05     0.26   0.92 

Christian (all denominations) 69.0 (120/174) 0.91 (0.59 – 1.40)  53.3 (57/107) 1.27 (0.75 – 2.17)  62.3 (81/130) 0.96 (0.64 – 1.46)  
Other 40.0 (14/35) 0.27 (0.13 – 0.57)   41.3 (33/80) 0.78 (0.44 – 1.40)   59.1 (13/22) 0.84 (0.35 – 2.02)  
DNA religious services 71.0 (152/214) 1.00 †   47.3 (52/110) 1.00 †   63.2 (223/353) 1.00 †  

Employment Status     <0.05     <0.05   <0.05 
Not in paid work 59.2 (135/228) 0.53 (0.36 – 0.76)   41.9 (85/203) 1.00 †   49.3 (69/140) 0.48 (0.33 – 0.72)  
Working full/part time 73.4 (207/282) 1.00 †   58.1 (97/167) 1.92 (1.27 – 2.91)   66.8 (257/385) 1.00 †  

Monthly income compared to 
national minimum wage      <0.05     <0.05   <0.05 

More or a lot more 82.6 (133/161) 1.00 †  67.3 (72/107) 2.97 (1.74 – 5.06)  68.7 (195/284) 1.00 †  
About the same 70.0 (42/60) 0.49 (0.25 – 0.98)  47.2 (17/36) 1.29 (0.62 – 2.71)  70.0 (49/70) 1.06 (0.60 – 1.88)  
Less than minimum wage 59.3 (64/108) 0.31 (0.17 – 0.54)   42.9 (36/84) 1.08 (0.62 – 1.89)   51.0 (50/98) 0.48 (0.30 – 0.76)  
Not Known/Not Earned 57.6 (87/151) 0.29 (0.17 – 0.48)   40.9 (54/132) 1.00 †   45.5 (30/66) 0.38 (0.22 – 0.66)  

Experienced Hunger in ≤4 weeks      <0.05     <0.05   0.55 
Little or no hunger in the house. 72.8 (254/349) 1.00 †   56.8 (125/220) 1.00 †  62.6 (285/455) 1.00 †  
Moderate or severe hunger in the 
household 49.1 (52/106) 0.36 (0.23 – 0.56)   31.2 (34/109) 0.34 (0.21 – 0.56)  58.8 (40/68) 0.85 (0.51 – 1.43)  

Accommodation     <0.05   <0.05   0.01 
Homeless or living in a 
shelter/hostel 35.4 (28/79) 0.26 (0.16 – 0.44)  28.3 (32/113) 0.34 (0.21 – 0.57)  44.9 (31/69) 0.47 (0.28 – 0.80)  

Home Owner 87.4 (76/87) 3.31 (1.67 – 6.53)  71.7 (33/46) 2.20 (1.08 – 4.47)  71.7 (71/99) 1.46 (0.89 – 2.39)  
Rent Home 67.6 (186/275) 1.00 †   53.6 (89/166) 1.00 †  63.4 (208/328) 1.00 †  
Other 84.2 (48/57) 2.55 (1.20 – 5.43)   65.8 (25/38) 1.66 (0.80 – 3.47)  57.7 (15/26) 0.79 (0.35 – 1.77)  

Has children      0.18   0.02   0.81 
No 64.3 (157/244) 0.77 (0.53 – 1.12)   41.9 (75/179) 1.00 †  62.4 (312/500) 1.00 †  
Yes 70.0 (182/260) 1.00 †   54.1 (92/170) 1.64 (1.07 – 2.50)  65.0 (13/20) 1.12 (0.44 – 2.85)  

No of children cared for in the home     0.20   0.05   0.59 
No children cared for in the home 65.1 (185/284) 1.00 †   43.9 (94/214) 1.00 †  62.7 (319/509) 1.00 †  
≥1 child cared for in the home 70.5 (153/217) 1.28 (0.87 – 1.87)   54.9 (73/133) 1.55 (1.00 – 2.40)  54.5 (6/11) 0.71 (0.22 – 2.37)  

Self-reported health status     0.40   0.04   0.38 
Good/Very Good 65.7 (218/332) 1.00 †  49.4 (123/249) 1.00 †  61.2 (275/449) 1.00 †  
Fair 69.1 (76/110) 1.17 (0.74 – 1.86)  46.6 (34/73) 0.89 (0.53 – 1.51)  66.2 (45/68) 1.24 (0.72 – 2.12)  
Bad/Very Bad 67.6 (23/34) 1.09 (0.51 – 2.32)   26.3 (5/19) 0.37 (0.13 – 1.05)  83.3 (5/6) 3.16 (0.37 – 27.31)  
Don't know 80.0 (24/30) 2.09 (0.83 – 5.26)   69.6 (16/23) 2.34 (0.93 – 5.89)  0.0 (0/0)   

At least one chronic illness (not HIV)      0.05   0.38   0.01 
No 64.4 (228/354) 1.00 †   47.7 (125/262) 1.00 †  58.3 (203/348) 1.00 †  
Yes 73.1 (114/156) 1.50 (0.99 – 2.27)   52.8 (57/108) 1.22 (0.78 – 1.92)  69.5 (123/177) 1.63 (1.11 – 2.39)  

≥ 2 chronic conditions (not HIV)      0.09   0.64   0.12 
No 66.1 (312/472) 1.00 †   48.8 (166/340) 1.00 †  61.1 (292/478) 1.00 †  
Yes 78.9 (30/38) 1.92 (0.86 – 4.29)  53.3 (16/30) 1.20 (0.57 – 2.53)  72.3 (34/47) 1.67 (0.86 – 3.24)  

Only significant factors (α<0.05) included in multivariable analysis. †Reference category. DNA=Does not attend.  
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Table T-2: Factors associated with ever having tested for HIV in univariate analysis, by gender (men separated by sexual orientation; aMASE community survey) 

   Women    Heterosexual Men   Gay/Bisexual Men  

 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 
Current region of residence    0.05   0.02   0.55 

Northern Europe 55.1 (59/107) 1.00 †  53.8 (21/39) 1.00 †  87.1 (81/93) 1.00 †  
Southern Europe 66.5 (165/248) 1.62 (1.02 – 2.57)  52.4 (120/229) 0.94 (0.48 – 1.86)  83.0 (73/88) 0.72 (0.32 – 1.64)  
Rest of Europe 69.9 (86/123) 1.89 (1.10 – 3.25)  70.1 (54/77) 2.01 (0.91 – 4.46)  87.5 (293/335) 1.03 (0.52 – 2.05)  

Age (years)   0.10   0.10   <0.05 
18-24 54.3 (25/46) 1.00 †  63.4 (26/41) 1.00 †  72.7 (64/88) 1.00 †  
25-34 66.0 (136/206) 1.63 (0.85 – 3.12)  54.3 (69/127) 0.69 (0.33 – 1.42)  88.6 (195/220) 2.93 (1.56 – 5.48)  
35-44 70.9 (90/127) 2.04 (1.02 – 4.09)  66.3 (57/86) 1.13 (0.52 – 2.47)  89.6 (120/134) 3.21 (1.56 – 6.64)  
45-54 54.5 (36/66) 1.01 (0.47 – 2.15)  48.2 (27/56) 0.54 (0.24 – 1.22)  96.2 (51/53) 9.56 (2.16 – 42.37)  
55+ 69.7 (23/33) 1.93 (0.75 – 4.96)  45.7 (16/35) 0.49 (0.19 – 1.22)  81.0 (17/21) 1.59 (0.49 – 5.22)  

Region of birth    <0.05   <0.05   0.81 
Africa 83.6 (92/110) 1.00 †  70.1 (101/144) 1.00 †  81.5 (22/27) 1.00 †  
Latin America/Caribbean 69.6 (71/102) 0.45 (0.23 – 0.87)  56.1 (23/41) 0.54 (0.27 – 1.11)  88.2 (127/144) 1.70 (0.57 – 5.08)  
Rest of World 52.5 (32/61) 0.22 (0.11 – 0.44)  46.2 (30/65) 0.36 (0.20 – 0.67)  87.3 (69/79) 1.57 (0.48 – 5.08)  
Europe 56.1 (115/205) 0.25 (0.14 – 0.44)  43.2 (41/95) 0.32 (0.19 – 0.56)  86.1 (229/266) 1.41 (0.50 – 3.95)  

Years resident in country   0.09   0.95   0.04 
1 year or less 73.6 (39/53) 1.00 †  52.5 (21/40) 1.00 †  77.4 (72/93) 1.00 †  
2-5 years 56.6 (73/129) 0.47 (0.23 – 0.95)  57.0 (57/100) 1.20 (0.57 – 2.50)  87.4 (159/182) 2.02 (1.05 – 3.88)  
6-9 years 64.8 (68/105) 0.66 (0.32 – 1.37)  58.3 (35/60) 1.27 (0.57 – 2.83)  90.7 (78/86) 2.84 (1.19 – 6.82)  
10 years or more 68.1 (130/191) 0.77 (0.39 – 1.51)  56.6 (82/145) 1.18 (0.58 – 2.38)  89.0 (138/155) 2.37 (1.18 – 4.77)  

Immigration Status   0.08   0.42   0.29 
Permanent residency 66.6 (209/314) 1.00 †  57.0 (98/172) 1.00 †  87.3 (338/387) 1.00 †  
Temporary residency 68.7 (57/83) 1.10 (0.65 – 1.85)  60.0 (60/100) 1.13 (0.69 – 1.87)  86.7 (91/105) 0.94 (0.50 – 1.78)  
Refugee/Asylum Seeker/Unknown 53.8 (43/80) 0.58 (0.35 – 0.96)  50.0 (36/72) 0.76 (0.43 – 1.31)  75.0 (18/24) 0.43 (0.16 – 1.15)  

Education    0.72   0.12   0.02 
Lower secondary or less 63.6 (82/129) 1.00 †  50.8 (61/120) 1.00 †  75.0 (36/48) 1.00 †  
Upper secondary or more 65.3 (228/349) 1.08 (0.71 – 1.65)  59.6 (134/225) 1.42 (0.91 – 2.22)  87.8 (411/468) 2.40 (1.18 – 4.89)  

Sexuality    0.15   0.81   <0.05 
Gay or Lesbian /Homosexual 72.2 (13/18) 1.00 †  0.0 (0/0) 1.00 †  88.6 (390/440) 1.00 †  
Straight /heterosexual 63.6 (264/415) 0.67 (0.24 – 1.92)  55.9 (171/306) 0.79 (0.11 – 5.68)  0.0 (0/0) 0.38 (0.21 – 0.70)  
Bisexual 83.3 (15/18) 1.92 (0.38 – 9.65)  0.0 (0/0)   75.0 (57/76)   
Other 100.0 (3/3) 1.00  50.0 (2/4)   0.0 (0/0)   

Religion    0.23   <0.05   0.37 
Christian (all denominations) 67.7 (109/161) 1.00 †  68.9 (73/106) 1.00 †  86.7 (111/128) 1.00 †  
Other 54.5 (18/33) 0.57 (0.27 – 1.22)  43.7 (31/71) 0.35 (0.19 – 0.65)  75.0 (15/20) 0.46 (0.15 – 1.43)  
Does not attend religious services 69.9 (144/206) 1.11 (0.71 – 1.73)  54.4 (56/103) 0.54 (0.31 – 0.95)  87.1 (303/348) 1.03 (0.57 – 1.88)  
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   Women    Heterosexual Men   Gay/Bisexual Men  

 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 
Monthly income compared to national 
minimum wage  

  0.27   0.05   <0.05 

More or a lot more 67.3 (105/156) 1.00 †  67.6 (69/102) 1.00 †  90.3 (252/279) 1.00 †  
About the same 71.4 (40/56) 1.21 (0.62 – 2.37)  47.1 (16/34) 0.43 (0.19 – 0.94)  85.7 (60/70) 0.64 (0.30 – 1.40)  
Less than minimum wage 61.2 (63/103) 0.77 (0.46 – 1.28)  53.2 (41/77) 0.54 (0.30 – 1.00)  85.7 (84/98) 0.64 (0.32 – 1.28)  
Not Known/Not Earned 59.1 (81/137) 0.70 (0.44 – 1.13)  51.6 (63/122) 0.51 (0.30 – 0.88)  72.3 (47/65) 0.28 (0.14 – 0.55)  

Knows that AIDS is caused by HIV   <0.05   0.16   <0.05 
No 40.9 (18/44) 1.00 †  46.3 (19/41) 1.00 †  46.2 (6/13) 1.00 †  
Yes 67.1 (290/432) 2.95 (1.57 – 5.56)  58.0 (174/300) 1.60 (0.83 – 3.08)  87.7 (441/503) 8.30 (2.70 – 25.49)  

Self-reported health status   0.02   0.02   0.06 
Good/Very Good 65.5 (207/316) 1.00 †  62.3 (147/236) 1.00 †  87.6 (389/444) 1.00 †  
Fair 69.0 (69/100) 1.17 (0.72 – 1.90)  46.3 (31/67) 0.52 (0.30 – 0.90)  78.5 (51/65) 0.52 (0.27 – 0.99)  
Bad/Very Bad 74.2 (23/31) 1.51 (0.66 – 3.50)  41.2 (7/17) 0.42 (0.16 – 1.15)  100.0 (6/6) 1.00  
Don't know 39.3 (11/28) 0.34 (0.15 – 0.75)  40.0 (8/20) 0.40 (0.16 – 1.03)  0.0 (0/0)   

Access to primary care (registration)   0.58   0.01   0.02 
No 66.7 (88/132) 1.00 †  48.6 (67/138) 1.00 †  81.8 (135/165) 1.00 †  
Yes 64.0 (213/333) 0.89 (0.58 – 1.36)  63.0 (126/200) 1.80 (1.16 – 2.80)  89.6 (310/346) 1.91 (1.13 – 3.23)  

Children or antenatal care in CCOR    <0.05   0.32   0.12 
No children 62.3 (144/231) 1.00 †  60.5 (101/167) 1.00 †  87.2 (429/492) 1.00 †  
Has children, no antenatal care in 
CCOR 57.6 (80/139) 0.82 (0.53 – 1.26)  53.5 (84/157) 0.75 (0.48 – 1.17)  73.7 (14/19) 0.41 (0.14 – 1.18)  

Has children, received antenatal care 
in CCOR 79.6 (82/103) 2.36 (1.36 – 4.08)  33.3 (1/3) 0.33 (0.03 – 3.68)  0.0 (0/0)   

Total number of lifetime sexual    <0.05   <0.05   - 
0-1 44.0 (40/91) 1.00 †  35.4 (23/65) 1.00 †  - -  
2-5 60.0 (105/175) 1.91 (1.15 – 3.19)  46.9 (30/64) 1.61 (0.79 – 3.27)  - -  
6-10 65.7 (44/67) 2.44 (1.27 – 4.68)  63.8 (37/58) 3.22 (1.54 – 6.73)  - -  
More than 10 83.7 (103/123) 6.57 (3.49 – 12.37)  65.4 (83/127) 3.44 (1.84 – 6.44)  - -  

Total number of sexual partners in the 
past year     <0.05   <0.05   - 

None 50.0 (37/74) 1.00 †   40.7 (24/59) 1.00 †   - -  
1 65.1 (196/301) 1.87 (1.12 – 3.12)   51.0 (74/145) 1.52 (0.82 – 2.81)  - -  
≥ 2 74.0 (74/100) 2.85 (1.50 – 5.39)   67.7 (88/130) 3.06 (1.62 – 5.77)  - -  

Total number lifetime sexual partners   -   -   <0.05 
0-10 - -  - -  62.9 (56/89) 1.00 †  
11-20 - -  - -  78.3 (36/46) 2.12 (0.93 – 4.83)  
21-50 - -  - -  92.9 (79/85) 7.76 (3.05 – 19.76)  
51-100 - -  - -  91.3 (73/80) 6.15 (2.53 – 14.92)  
101-500 - -  - -  96.6 (112/116) 16.50 (5.57 – 48.89)  
501 or more - -  - -  93.4 (71/76) 8.37 (3.07 – 22.83)  
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   Women    Heterosexual Men   Gay/Bisexual Men  

 %(n/N) OR (95% CI) p value (n/N) OR (95% CI) p value %(n/N) OR (95% CI) p value 
Total sexual partners in the past year   -   -   <0.05 

None - -  - -  68.4 (13/19) 1.00 †  
1 - -  - -  81.4 (35/43) 2.02 (0.59 – 6.94)  
2 - -  - -  74.2 (23/31) 1.33 (0.38 – 4.67)  
3-5 - -  - -  82.1 (87/106) 2.11 (0.71 – 6.27)  
6-10 - -  - -  84.2 (80/95) 2.46 (0.81 – 7.50)  
11-20 - -  - -  95.9 (93/97) 10.73 (2.67 – 43.16)  
21-50 - -  - -  96.0 (72/75) 11.08 (2.46 – 49.97)  
More than 50 - -  - -  89.1 (41/46) 3.78 (0.99 – 14.47)  

Condom use at last sex (   0.51   0.32   0.63 
No 67.0 (217/324) 1.00 †  54.8 (103/188) 1.00 †  85.9 (152/177) 1.00 †  
Yes 63.6 (77/121) 0.86 (0.56 – 1.34)  60.5 (75/124) 1.26 (0.80 – 2.00)  87.4 (285/326) 1.14 (0.67 – 1.95)  

Unprotected last sex with non-regular 
partner  

  0.39   0.51   0.03 

No 67.5 (206/305) 1.00 †  56.0 (84/150) 1.00 †  91.2 (83/91) 1.00 †  
Yes 57.9 (11/19) 0.66 (0.26 – 1.69)  50.0 (19/38) 0.79 (0.39 – 1.60)  80.2 (69/86) 0.39 (0.16 – 0.96)  

Knows where to access free condoms    <0.05   <0.05   0.03 
No 57.3 (125/218) 1.00 †  47.3 (80/169) 1.00 †  83.6 (199/238) 1.00 †  
Yes 72.9 (172/236) 2.00 (1.35 – 2.96)  69.0 (107/155) 2.48 (1.57 – 3.91)  90.1 (245/272) 1.78 (1.05 – 3.01)  

Previously been given money, food or 
drugs for sex  

  <0.05   0.04   0.54 

No 63.8 (273/428) 1.00 †  55.3 (166/300) 1.00 †  87.2 (376/431) 1.00 †  
Yes 87.9 (29/33) 4.12 (1.42 – 11.93)  77.3 (17/22) 2.74 (0.99 – 7.63)  84.6 (66/78) 0.80 (0.41 – 1.58)  

Previously paid money for sex    0.26   0.41   0.54 
No 65.6 (303/462) 1.00 †  54.5 (110/202) 1.00 †  87.5 (364/416) 1.00 †  
Yes 33.3 (1/3) 0.26 (0.02 – 2.92)  59.3 (67/113) 1.22 (0.76 – 1.94)  85.1 (80/94) 0.82 (0.43 – 1.54)  

Experienced forced sex    <0.05   0.03   0.53 
No 62.4 (249/399) 1.00 †  56.3 (174/309) 1.00 †  87.2 (396/454) 1.00 †  
Yes 86.3 (44/51) 3.79 (1.66 – 8.62)  84.6 (11/13) 4.27 (0.93 – 19.58)  84.0 (42/50) 0.77 (0.34 – 1.72)  

Drug use in last 5 years (excl. cannabis)    0.12   0.12   <0.05 
No 63.8 (261/409) 1.00 †  55.7 (162/291) 1.00 †  82.1 (234/285) 1.00 †  
Yes 73.8 (45/61) 1.59 (0.87 – 2.92)  67.3 (33/49) 1.64 (0.87 – 3.12)  92.1 (211/229) 2.55 (1.45 – 4.51)  

Used methamphetamine/GHB/GBL       0.17   0.52 
No 64.7 (301/465) 1.00 † . 56.9 (190/334) 1.00 †  86.2 (388/450) 1.00 †  
Yes 100.0 (5/5) 1.00  83.3 (5/6) 3.79 (0.44 – 32.79)  89.1 (57/64) 1.30 (0.57 – 2.98)  

Scored ≥1 on stigma scale    <0.05   0.01   0.01 
No 70.4 (228/324) 1.00 †   64.0 (121/189) 1.00 †   88.6 (380/429) 1.00 †   
Yes 54.9 (56/102) 0.51 (0.32 – 0.81)  47.8 (54/113) 0.51 (0.32 – 0.83)  76.5 (62/81) 0.42 (0.23 – 0.76)  

a) Only significant factors (α<0.05) included in multivariable analysis. DNA=Does not attend.  
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Table T-3: Factors associated with testing for HIV in the past 5 years in univariate, women and heterosexual men (aMASE community survey) 

  Women   Heterosexual Men  
  %(n/N) Crude odds ratio (95% CI) p value  %(n/N) Crude odds ratio (95% CI) p value 

Current region of residence    0.04   <0.05 
Northern Europe 32.7 (35/107) 1.00 † 

 
35.9 (14/39) 1.00 †  

Southern Europe 46.4 (115/248) 1.78 (1.11 – 2.86) 
 

42.4 (97/229) 1.31 (0.65 – 2.66)  
Rest of Europe 46.3 (57/123) 1.78 (1.04 – 3.04) 

 
57.1 (44/77) 2.38 (1.08 – 5.27)  

Age categories    0.00   <0.05 
18-24 41.3 (19/46) 1.00 † 

 
61.0 (25/41) 1.00 †  

25-34 48.5 (100/206) 1.34 (0.70 – 2.56) 
 

45.7 (58/127) 0.54 (0.26 – 1.10)  
35-44 47.2 (60/127) 1.27 (0.64 – 2.52) 

 
52.3 (45/86) 0.70 (0.33 – 1.50)  

45-54 22.7 (15/66) 0.42 (0.18 – 0.95) 
 

33.9 (19/56) 0.33 (0.14 – 0.76)  
55+ 39.4 (13/33) 0.92 (0.37 – 2.30) 

 
22.9 (8/35) 0.19 (0.07 – 0.52)  

World Region of Birth (Rest of World)    0.00   <0.05 
Africa 62.7 (69/110) 1.00 † 

 
57.6 (83/144) 1.00 †  

Latin America/Caribbean 37.3 (38/102) 0.35 (0.20 – 0.62) 
 

41.5 (17/41) 0.52 (0.26 – 1.05)  
Rest of World 32.8 (20/61) 0.29 (0.15 – 0.56) 

 
41.5 (27/65) 0.52 (0.29 – 0.95)  

Europe 39.0 (80/205) 0.38 (0.24 – 0.61) 
 

29.5 (28/95) 0.31 (0.18 – 0.53)  
Years resident in country (cat)    0.63   0.17 

1 year or less 47.2 (25/53) 1.00 † 
 

37.5 (15/40) 1.00 †  
2-5 years 40.3 (52/129) 0.76 (0.40 – 1.44) 

 
52.0 (52/100) 1.81 (0.85 – 3.83)  

6-9 years 47.6 (50/105) 1.02 (0.53 – 1.97) 
 

50.0 (30/60) 1.67 (0.74 – 3.77)  
10 years or more 41.9 (80/191) 0.81 (0.44 – 1.49) 

 
40.0 (58/145) 1.11 (0.54 – 2.29)  

Immigration status    0.09   0.20 
Permanent residency 43.0 (135/314) 1.00 † 

 
41.3 (71/172) 1.00 †  

Temporary residency 51.8 (43/83) 1.43 (0.88 – 2.32) 
 

52.0 (52/100) 1.54 (0.94 – 2.53)  
Refugee/Asylum Seeker/Unknown 35.0 (28/80) 0.71 (0.43 – 1.19) 

 
43.1 (31/72) 1.08 (0.62 – 1.88)  

Education    0.04   0.81 
Lower secondary or less 51.2 (66/129) 1.00 † 

 
45.8 (55/120) 1.00 †  

Upper secondary or more 40.4 (141/349) 0.65 (0.43 – 0.97) 
 

44.4 (100/225) 0.95 (0.61 – 1.48)  
Sexuality    0.05   0.82 

Gay or Lesbian/Homosexual 55.6 (10/18) 1.00 † 
 

0.0 (0/0)   
Straight/heterosexual 41.0 (170/415) 0.56 (0.21 – 1.44) 

 
44.1 (135/306) 1.00 †  

Bisexual 66.7 (12/18) 1.60 (0.41 – 6.18) 
 

0.0 (0/0)   
Other 100.0 (3/3) 1.00 

 
50.0 (2/4) 1.27 (0.18 – 9.11)  
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  Women   Heterosexual Men  
  %(n/N) Crude odds ratio (95% CI) p value  %(n/N) Crude odds ratio (95% CI) p value 

Religion    0.94   0.05 
Christian (all denominations) 46.0 (74/161) 1.00 † 

 
54.7 (58/106) 1.00 †  

Other 45.5 (15/33) 0.98 (0.46 – 2.08) 
 

38.0 (27/71) 0.51 (0.28 – 0.94)  
Does not attend religious services 47.6 (98/206) 1.07 (0.71 – 1.61) 

 
40.8 (42/103) 0.57 (0.33 – 0.99)  

Monthly income compared to national minimum wage    0.31   0.86 
More or a lot more 39.1 (61/156) 1.00 †  47.1 (48/102) 1.00 †  
About the same 53.6 (30/56) 1.80 (0.97 – 3.33)  41.2 (14/34) 0.79 (0.36 – 1.73)  
Less than minimum wage 42.7 (44/103) 1.16 (0.70 – 1.93)  46.8 (36/77) 0.99 (0.55 – 1.79)  
Not Known/Not Earned 44.5 (61/137) 1.25 (0.78 – 1.99)  42.6 (52/122) 0.84 (0.49 – 1.42)  

Knows that HIV is caused by a virus called AIDS    0.02   0.86 
No 27.3 (12/44) 1.00 †  43.9 (18/41) 1.00 †  
Yes 45.1 (195/432) 2.19 (1.10 – 4.37)  45.3 (136/300) 1.06 (0.55 – 2.04)  

Self-reported health status    0.13   0.12 
Good/Very Good 45.3 (143/316) 1.00 †  49.2 (116/236) 1.00 †  
Fair 41.0 (41/100) 0.84 (0.53 – 1.33)  35.8 (24/67) 0.58 (0.33 – 1.01)  
Bad/Very Bad 51.6 (16/31) 1.29 (0.62 – 2.70)  29.4 (5/17) 0.43 (0.15 – 1.26)  
Don't know 25.0 (7/28) 0.40 (0.17 – 0.98)  40.0 (8/20) 0.69 (0.27 – 1.75)  

Access to primary care   0.05   0.15 
No 50.0 (66/132) 1.00 †  40.6 (56/138) 1.00 †  
Yes 39.9 (133/333) 0.66 (0.44 – 1.00)  48.5 (97/200) 1.38 (0.89 – 2.14)  

Children or antenatal care in CCOR    0.01   0.05 
No children 42.9 (99/231) 1.00 †  51.5 (86/167) 1.00 †  
Has children, no antenatal care in CCOR 35.3 (49/139) 0.73 (0.47 – 1.12)  38.2 (60/157) 0.58 (0.37 – 0.91)  
Has children, received antenatal care in CCOR 54.4 (56/103) 1.59 (1.00 – 2.53)  33.3 (1/3) 0.47 (0.04 – 5.29)  

Total number of lifetime sexual partners    <0.05   <0.05 
0-1 28.6 (26/91) 1.00 †  27.7 (18/65) 1.00 †  
2-10 40.1 (97/242) 1.67 (0.99 – 2.82)  46.7 (57/122) 2.29 (1.20 – 4.38)  
11+ 59.3 (73/123) 3.65 (2.04 – 6.52)  49.6 (63/127) 2.57 (1.35 – 4.90)  

Total number of lifetime sexual partners    <0.05   <0.05 
0-1 28.6 (26/91) 1.00 †  27.7 (18/65) 1.00 †  
3-5 38.3 (67/175) 1.55 (0.90 – 2.68)  39.1 (25/64) 1.67 (0.80 – 3.51)  
6-10 44.8 (30/67) 2.03 (1.05 – 3.93)  55.2 (32/58) 3.21 (1.52 – 6.81)  
More than 10 59.3 (73/123) 3.65 (2.04 – 6.52)  49.6 (63/127) 2.57 (1.35 – 4.90)  
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  Women   Heterosexual Men  
  %(n/N) Crude odds ratio (95% CI) p value  %(n/N) Crude odds ratio (95% CI) p value 

Number of sexual partners in the past year    <0.05   <0.05 
None 31.1 (23/74) 1.00 †  33.9 (20/59) 1.00 †  
1 39.2 (118/301) 1.43 (0.83 – 2.46)  34.5 (50/145) 1.03 (0.54 – 1.94)  
≥ 2 64.0 (64/100) 3.94 (2.08 – 7.47)  60.0 (78/130) 2.92 (1.54 – 5.56)  

Number of sexual partners in the past year    <0.05   <0.05 
None 31.1 (23/74) 1.00 †  33.9 (20/59) 1.00 †  
1 39.2 (118/301) 1.43 (0.83 – 2.46)  34.5 (50/145) 1.03 (0.54 – 1.94)  
2-10 65.2 (58/89) 4.15 (2.15 – 8.01)  57.8 (63/109) 2.67 (1.38 – 5.17)  
≥11 54.5 (6/11) 2.66 (0.74 – 9.62)  71.4 (15/21) 4.87 (1.64 – 14.49)  

Condom use at last sex    0.04   <0.05 
No 41.4 (134/324) 1.00 †  39.4 (74/188) 1.00 †  
Yes 52.1 (63/121) 1.54 (1.01 – 2.34)  53.2 (66/124) 1.75 (1.11 – 2.77)  

Unprotected last sex with non-regular partner    0.59   0.70 
No 41.0 (125/305) 1.00 †  38.7 (58/150) 1.00 †  
Yes 47.4 (9/19) 1.30 (0.51 – 3.28)  42.1 (16/38) 1.15 (0.56 – 2.38)  

Knows where to access free condoms    <0.05   <0.05 
No 35.8 (78/218) 1.00 †  37.3 (63/169) 1.00 †  
Yes 51.7 (122/236) 1.92 (1.32 – 2.80)  54.2 (84/155) 1.99 (1.28 – 3.10)  

Previously been given money, food or drugs for sex   <0.05   <0.05 
No 41.4 (177/428) 1.00 †  43.0 (129/300) 1.00 †  
Yes 72.7 (24/33) 3.78 (1.72 – 8.33)  72.7 (16/22) 3.53 (1.35 – 9.28)  

Previously paid money for sex    0.725   0.33 
No 43.3 (200/462) 1.00 †  42.1 (85/202) 1.00 †  
Yes 33.3 (1/3) 0.66 (0.06 – 7.27)  47.8 (54/113) 1.26 (0.79 – 2.00)  

Experienced forced sex    <0.05   <0.05 
No 39.6 (158/399) 1.00 †  44.0 (136/309) 1.00 †  
Yes 68.6 (35/51) 3.34 (1.79 – 6.23)  76.9 (10/13) 4.24 (1.14 – 15.71)  

Drug use in last 5 years (excluding cannabis)    <0.05   0.41 
No 41.1 (168/409) 1.00 †  44.7 (130/291) 1.00 †  
Yes 59.0 (36/61) 2.07 (1.20 – 3.57)  51.0 (25/49) 1.29 (0.70 – 2.36)  

Used methamphetamine/GHB/GBL      .   0.05 
No 42.8 (199/465) 1.00 †  44.9 (150/334) 1.00 †  
Yes 100.0 (5/5) 1.00  83.3 (5/6) 6.13 (0.71 – 53.07)  
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  Women   Heterosexual Men  
  %(n/N) Crude odds ratio (95% CI) p value  %(n/N) Crude odds ratio (95% CI) p value 

Stigma score   0.12   0.36 
0 46.6 (151/324) 1.00 †  48.1 (91/189) 1.00 †  
1 or more  38.2 (42/110) 0.71 (0.45 – 1.10)  42.9 (54/126) 0.81 (0.51 – 1.27)  

Knows that HIV is caused by a virus called AIDS    0.01   0.70 
No 26.1 (12/46) 1.00 †  42.2 (19/45) 1.00 †  
Yes 45.1 (195/432) 2.33 (1.18 – 4.62)  45.3 (136/300) 1.13 (0.60 – 2.14)  

Only significant factors (α<0.05) included in multivariable analysis. †Reference category. DNA=Does not attend.  
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Table T-4: Factors associated with HIV testing in the past year in univariate analysis, gay/bisexual men 
(aMASE community survey) 

 
Gay/Bisexual Men 

 Proportion who tested 
in past year %(n/N) 

Crude odds ratio  
(95% CI) 

p value 

Current region of residence  
  

0.08 
Northern Europe 65.6 (61/93) 1.00 † 

 

Southern Europe 54.5 (48/88) 0.63 (0.35 – 1.15) 
 

Rest of Europe 67.5 (226/335) 1.09 (0.67 – 1.77) 
 

Age categories  
  

0.19 
18-24 59.1 (52/88) 1.00 † 

 

25-34 70.5 (155/220) 1.65 (0.99 – 2.76) 
 

35-44 62.7 (84/134) 1.16 (0.67 – 2.02) 
 

45-54 62.3 (33/53) 1.14 (0.57 – 2.30) 
 

55+ 52.4 (11/21) 0.76 (0.29 – 1.98) 
 

Region of Birth  
  

0.54 
Africa 66.7 (18/27) 1.00 † 

 

Latin America/Caribbean 67.4 (97/144) 1.03 (0.43 – 2.47) 
 

Rest of World 69.6 (55/79) 1.15 (0.45 – 2.91) 
 

Europe 62.0 (165/266) 0.82 (0.35 – 1.89) 
 

Years resident in country  
  

0.75 
1 year or less 63.4 (59/93) 1.00 † 

 

2-5 years 65.9 (120/182) 1.12 (0.66 – 1.88) 
 

6-9 years 60.5 (52/86) 0.88 (0.48 – 1.61) 
 

10 years or more 67.1 (104/155) 1.18 (0.69 – 2.01) 
 

Immigration status  
  

0.46 
Permanent residency 64.1 (248/387) 1.00 † 

 

Temporary residency 69.5 (73/105) 1.28 (0.80 – 2.03) 
 

Refugee/Asylum Seeker/Unknown 58.3 (14/24) 0.78 (0.34 – 1.81) 
 

Education  
  

0.19 
Lower secondary or less 56.3 (27/ 48) 1.00 † 

 

Upper secondary or more 65.8 (308/468) 1.50 (0.82 – 2.73) 
 

Sexuality  
  

0.00 

Gay or Lesbian/Homosexual 67.5 (297/440) 1.00 † 
 

Straight/heterosexual 0.0 (0/0) - 
 

Bisexual 50.0 (38/76) 0.48 (0.29 – 0.79) 
 

Other 0.0 (0/0) - 
 

Religion 
  

0.61 

Christian (all denominations) 64.1 (82/128) 1.00 † 
 

Other 75.0 (15/20) 1.68 (0.57 – 4.93) 
 

Does not attend religious services 64.7 (225/348) 1.03 (0.67 – 1.57) 
 

Monthly income compared to national 
minimum wage  

  
0.63 

More or a lot more 66.7 (186/279) 1.00 † 
 

About the same 62.9 (44/70) 0.85 (0.49 – 1.46) 
 

Less than minimum wage 66.3 (65/98) 0.98 (0.60 – 1.60) 
 

Not Known/Not Earned 58.5 (38/65) 0.70 (0.40 – 1.22) 
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Gay/Bisexual Men 

 Proportion who tested 
in past year %(n/N) 

Crude odds ratio  
(95% CI) 

p value 

Knows that HIV is caused by a virus 
called AIDS  

  
<0.05 

No 23.1 (3/13) 1.00 † 
 

Yes 66.0 (332/503) 6.47 (1.76 – 23.83) 
 

Self-reported health status 
  

0.60 

Good/Very Good 65.8 (292/444) 1.00 † 
 

Fair 61.5 (40/65) 0.83 (0.49 – 1.42) 
 

Bad/Very Bad 50.0 (3/6) 0.52 (0.10 – 2.61) 
 

Don't know 0.0 (0/0) - 
 

Access to primary care  
  

0.03 

No 58.8 (97/165) 1.00 † 
 

Yes 68.5 (237/346) 1.52 (1.04 – 2.24) 
 

Total number of lifetime sexual partners  
  

<0.05 

0-10 39.1 (27/69) 1.00 † 
 

11-20 53.5 (23/43) 1.79 (0.83 – 3.86) 
 

21-50 66.7 (44/66) 3.11 (1.54 – 6.29) 
 

51-100 70.6 (60/85) 3.73 (1.91 – 7.31) 
 

More than 100 71.7 (165/230) 3.95 (2.25 – 6.93) 
 

Total number of sexual partners in the 
past year  

  
<0.05 

None 36.8 (7/19) 1.00 † 
 

1 53.5 (23/43) 1.97 (0.65 – 5.97) 
 

2 45.2 (14/31) 1.41 (0.44 – 4.55) 
 

3-5 55.7 (59/106) 2.15 (0.79 – 5.90) 
 

6-10 64.2 (61/95) 3.08 (1.11 – 8.55) 
 

11-20 74.2 (72/97) 4.94 (1.75 – 13.93) 
 

21-50 82.7 (62/75) 8.18 (2.70 – 24.74) 
 

More than 50 78.3 (36/46) 6.17 (1.92 – 19.81) 
 

Condom use at last sex  
  

0.01 

No 58.2 (103/177) 1.00 † 
 

Yes 69.6 (227/326) 1.65 (1.13 – 2.41) 
 

HIV status of last sexual partner   0.01 

Definitely or probably HIV negative  63.1 (217/344) 1.00 †  
Unknown/Unsure 66.2 (94/142) 1.15 (0.76 – 1.73)  
Definitively or probably positive  88.9 (24/27) 4.68 (1.38 – 15.86)  

Unprotected last sex with non-regular 
partner  

  
0.06 

No 64.8 (59/91) 1.00 † 
 

Yes 51.2 (44/86) 0.57 (0.31 – 1.04) 
 

Knows where to access free condoms  
  

0.79 

No 64.7 (154/238) 1.00 † 
 

Yes 65.8 (179/272) 1.05 (0.73 – 1.51) 
 

Previously been given money, food or 
drugs for sex  

  
0.74 

No 64.7 (279/431) 1.00 † 
 

Yes 66.7 (52/78) 1.09 (0.65 – 1.82) 
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Gay/Bisexual Men 

 Proportion who tested 
in past year %(n/N) 

Crude odds ratio  
(95% CI) 

p value 

Previously paid money for sex  
  

0.30 

No 66.3 (276/416) 1.00 † 
 

Yes 60.6 (57/94) 0.78 (0.49 – 1.24) 
 

Experienced forced sex  
  

0.15 

No 66.3 (301/454) 1.00 † 
 

Yes 56.0 (28/50) 0.65 (0.36 – 1.17) 
 

Drug use in last 5 years (excluding 
cannabis)  

  
0.09 

No 61.8 (176/285) 1.00 † 
 

Yes 69.0 (158/229) 1.38 (0.95 – 1.99) 
 

Used methamphetamine/GHB/GBL  
  

0.91 

No 64.9 (292/450) 1.00 † 
 

Yes 65.6 (42/64) 1.03 (0.60 – 1.79) 
 

Stigma scale score  
  

0.15 

0 66.4 (285/429) 1.00 † 
 

1 or more 58.0 (47/81) 0.70 (0.43 – 1.13) 
 

Knows that HIV is caused by a virus 
called AIDS  

  
<0.05 

No 23.1 (3/13) 1.00 † 
 

Yes 66.0 (332/503) 6.47 (1.76 – 23.83) 
 

Only significant factors (α<0.05) included in multivariable analysis. †Reference category.  
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Appendix U Community and clinic survey participants living with 
HIV 
Table U-1: Sociodemographic characteristics of respondents living with HIV, by recruitment method 

 Recruitment method   

  Community Clinic 
F-

Score 
p 

value 
 n (%) n (%)   
Gender (n=2544)    28.63 <0.05 

Women  49 (22.0) 723 (31.2)   
Heterosexual Men  26 (11.7) 488 (21.0)     
Gay/Bisexual Men 148 (66.4) 1110 (47.8)   

Region of residence (n=2569)    43.39 <0.05 
Northern Europe  41 (18.3) 546 (23.3)   
Southern Europe  81 (36.2) 1209 (51.6)   
Rest of Europe 102 (45.5) 590 (25.2)   

Age group (n=2569)    25.90 <0.05 
18-24  6 (2.7) 155 (6.6)   
25-34  66 (29.5) 851 (36.3)   
35-44  71 (31.7) 817 (34.8)   
45-54  58 (25.9) 388 (16.5)   
55-64  20 (8.9) 111 (4.7)   
65+  3 (1.3)  23 (1.0)   

Years resident in country (n=2569)   173.91 <0.05 
Less than a year  17 (7.6)  22 (0.9)   
1-2 years  38 (17.0) 130 (5.5)   
2-3 years  26 (11.6) 130 (5.5)   
3-5 years  45 (20.1) 326 (13.9)   
5-10years  75 (33.5) 721 (30.7)   
10 years or more  23 (10.3) 1016 (43.3)   

Year of arrival (n=2569)    12.83 0.01 
Before 1997  27 (12.1) 304 (13.0)   
1997-2006  90 (40.2) 982 (41.9)   
2007-2011  61 (27.2) 770 (32.8)   
2012 onwards  46 (20.5) 289 (12.3)   

Region of Birth (n=2569)   168.47 <0.05 
Africa  49 (21.9) 817 (34.8)   
Latin America/Caribbean  79 (35.3) 723 (30.8)   
Rest of World  7 (3.1) 253 (10.8)   
142  13 (5.8)  0 (0.0)   
Europe  76 (33.9) 552 (23.5)   

Ethnicity (n=2339)    13.81 0.02 
Black African/Caribbean  45 (20.2) 650 (30.7)   
White European  68 (30.5) 516 (24.4)   
White Other  11 (4.9)  95 (4.5)   
Latin American/Hispanic  39 (17.5) 276 (13.0)   
Mixed Ethnicity  34 (15.2) 311 (14.7)   
Other  26 (11.7) 268 (12.7)   

Immigration status (n=2548)    1.15 0.56 
Permanent residency 150 (67.0) 1557 (67.0)   
Temporary residency  52 (23.2) 582 (25.0)   
Refugee/Asylum seeker/Unknown  22 (9.8) 185 (8.0)   

Education (n=2569)    3.07 0.08 
Lower secondary or less  65 (29.0) 817 (34.8)   
Upper secondary or more 159 (71.0) 1528 (65.2)   

Employment Status (n=2569)    4.16 0.04 
Not in paid work  82 (36.6) 1024 (43.7)   
 Working full/part time 142 (63.4) 1321 (56.3)   

Relationship Status (n=2547)    0.98 0.61 
Married/Cohabitating  82 (36.6) 914 (39.3)   
Single 113 (50.4) 1092 (47.0)   
Living apart relationship/marriage  29 (12.9) 317 (13.6)   
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 Recruitment method   

  Community Clinic 
F-

Score 
p 

value 
Religion (n=2431)    28.18 <0.05 

Christian (all denominations)  71 (35.5) 1093 (49.0)   
Other religion  8 (4.0) 210 (9.4)   
Does not attend services 121 (60.5) 928 (41.6)   

Monthly income compared to national minimum 
wage (n=2429)    28.09 <0.05 

More or a lot more 102 (46.6) 647 (29.3)   
About the same  27 (12.3) 355 (16.1)   
Less than minimum wage  42 (19.2) 590 (26.7)   
Not Known/Not Earned  48 (21.9) 618 (28.0)   

Moderate or severe hunger in the household in 
past 4 weeks (n=2464)  57 (26.6) 413 (18.4)  8.68 <0.05 
Has access to primary care physician/infectious 
diseases unit (n=2545) 192 (86.5) 1980 (85.2)  0.25 0.61 
Had a previous negative test (n=2485) 139 (66.5) 1446 (63.5)  0.73 0.39 
Place of diagnosis (n=2226)   241.31 <0.05 

Antenatal service  1 (0.7)  85 (4.1)   
Hospital service e.g. Accident & 
Emergency/Inpatient/Outpatient  38 (28.4) 658 (31.5)   
GP's surgery (Family doctor, medical house)  27 (20.1) 440 (21.0)   
Sexual health clinic or HIV testing clinic  39 (29.1) 619 (29.6)   
Private clinic  6 (4.5)  69 (3.3)   
Other, please specify...  23 (11.2) 221 (10.6)   

Country of diagnosis (n=2551)   168.01 <0.05 
Current country of residence 134 (59.8) 2091 (89.9)   
Country of birth  67 (29.9) 162 (7.0)   
Other country  23 (10.3)  74 (3.2)   

Partner HIV status (n=2547)    5.16 0.08 
Definitely negative  69 (30.9) 869 (37.4)   
Not sure/I don’t know  79 (35.4) 819 (35.2)   
Definitely positive (They have HIV)  75 (33.6) 636 (27.4)   

Diagnosed with STI before HIV diagnosis (n=2556)  75 (33.5) 566 (24.3)  9.23 <0.05 
Diagnosed with STI post-diagnosis (n=2556)  67 (29.9) 267 (11.4)  61.32 <0.05 
Previously diagnosed with an STI (n=2556) 138 (61.6) 958 (41.1)  35.16 <0.05 
Understanding of PEP (n=2531)   103.45 <0.05 

Not heard of PEP before  53 (23.9) 1336 (57.9)   
I have heard of PEP 127 (57.2) 806 (34.9)   
Knows about PEP and recommended use  42 (18.9) 167 (7.2)   

Missed appointments due to travel costs (n=2554)    3.10 0.38 
Yes  28 (12.9) 243 (10.4)   
No 181 (83.4) 1984 (84.9)   
I do not have to pay for travel to the clinic  8 (3.7)  90 (3.9)   
Skip this question  0 (0.0)  20 (0.9)   

Delayed/forwent medication due to prescription 
cost (n=2546)    68.34 <0.05 

Yes  44 (19.6) 152 (6.5)   
No 115 (51.3) 1146 (49.4)   
I don't have to pay for any of my medication  63 (28.1) 762 (32.8)   
I'm not on any medication  2 (0.9) 262 (11.3)   

Has taken drugs in the past 5 years excluding 
cannabis (n=2566) 105 (46.9) 743 (31.7)  21.21 <0.05 
Has previously used a needle to inject drugs 
(n=2551)  23 (10.3) 115 (4.9)  11.49 <0.05 
Median years since diagnosis (n=2569)  6 (1.0 – 4.0)  2 (1.0 – 4.0)  <0.05 

Data are N (%) unless otherwise stated 
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Appendix V Susan’s story 
Susan was diagnosed with HIV in Southern Africa when she was in her mid-40s. 

The diagnosis came as a shock, because even though she had quite a few sexual 

partners, she did not think any of them looked like they had HIV. Up until that 

point her life had been marred by troubles with friends and family and she had 

often moved from place to place within her country of birth. To her the HIV 

diagnosis signalled that her death was imminent, after all she had seen many people 

die of HIV and she did not know of any medication that could make a real 

difference. She decided that she would go abroad and see the world before 

returning to Africa to die. She saved up enough money through her work as a 

domestic servant for a return ticket to the UK. A family she had previously worked 

for in Africa were now living in Bedfordshire, just north of London, and they sent a 

letter of invitation which she used to obtain a six-month visitor’s visa.  

On arrival things were not what Susan had expected. Bedfordshire was not London 

and did not match her expectations which were based on what she had seen on 

television. Nevertheless, she continued her stay and joined her local Anglican 

church where she disclosed her HIV status to a prayer group. She also told the 

prayer group of her plans to return to Africa and kill herself once her visa expired. It 

was then she first learned of effective treatment for HIV. A fellow parishioner told 

her about a large charitable organisation that provided support for people living 

with HIV and through that organisation she gained access to a general practitioner 

and later HIV specialist care and treatment.  

As the months passed the family she was living with became increasingly worried 

that she would overstay her visa and that would cause trouble for them with the 

government. They began opening her letters from the hospital and quickly learned 

of her HIV status. Susan feared they would start treating her differently now they 

knew she was HIV positive so, after five months with the family, she left. She 

decided to ignore her visa requirements and stay in England where she could live 

out her life with access to treatment she could not afford to buy in her home 

country.  
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Since that time Susan has struggled with depression and anxiety, caused in part by 

her insecure immigration status. As an undocumented migrant, she often feels 

uncertain about her future and does not know how to make things change for the 

better. A few years ago, she decided to quit taking her HIV medication, in part 

because she was depressed, and she was struggling to cope with the medication 

regime. A doctor at the hospital and her friends in an HIV support group convinced 

her to return to her regime. She now accepts that medication is part of her life, but 

she continues to live day-to-day, hoping her life will be transformed somehow. 
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