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Abstract 

 

Introduction: Increasing numbers of service users with a severe mental health (SMI) 

diagnosis are discharged from secondary care services back to their General Practitioner 

(GP). Recent estimates suggest that this affects between 30-50% of people with a SMI 

diagnosis, most of whom are prescribed long term antipsychotic medication. Given the 

wide range of associated adverse effects, and lack of efficacy of antipsychotic medication 

in some people, this medication needs to be reviewed, and potentially adjusted, regularly. 

It is unclear to which extent antipsychotic medication reviews are completed in primary 

care and what potential barriers and facilitators may be, and what GPs and service usersô 

views and experiences of primary care reviews are. It is also unclear if service users in 

primary care have particular needs in comparison to those service users still under 

specialist secondary care services, which may have treatment implications. 

Method: A realist informed synthesis was conducted: An initial programme theory was 

developed as part of a realist review (Chapter 2). This was further refined through an 

analysis of Service User interviews (Chapter 3) and a GP survey (Chapter 4). Chapter 3 

analyses quantitative and qualitative data from semi-structured interviews of N=269 

service users from a range of secondary and primary care services. This allowed a 

between groups comparison on a range of demographic and clinical variables. It also 

explores service user views on long term antipsychotic medication, reducing and stopping 

antipsychotics. The data were analysed using univariate statistical tests and thematic 
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analysis. The GP survey was developed based on the initial programme theory and 

included GPs (N=103) views on long term antipsychotics, primary care only medication 

reviews, and explores barriers and facilitators of medication reviews, with the GP ï 

Service User relationship at its core. 

Results: The realist review identified 5 CMOCs, indicating why meaningful antipsychotic 

medication reviews may not occur for people with a SMI diagnosis in primary care. The 

literature suggests a lack of hope and trust between GPs and service users. This 

manifests in low expectations of recovery for service users with a diagnosis of SMI, for 

which the GP survey also provided some evidence. The review also suggested that 

Service Users are perceived as lacking capacity to understand and participate in 

medication reviews, linked with a lack of mutual information sharing regarding mental 

wellbeing and rationale for medication. Research also suggests that GPs may feel at risk 

in consultations, for which the GP survey also provided some evidence. The most 

pervasive evidence was collated on the topic of uncertainty. Uncertainty regarding 

antipsychotic dose and illness trajectory meant that reviews may not occur. Little 

published data was identified, however the service user interviews highlighted that 

primary care service users are more reluctant to reduce their medication, despite 

increased age, than secondary care service users. Primary Care service users were most 

concerned with fears of relapse. Key considerations included effects on employment if 

medication is changed, older age as a barrier to reduction, and it being part of their role 

to take medication lifelong. Similarly, GPs listed uncertainty regarding relapses, a lack of 

knowledge and confidence, paired with lack of secondary care support as their reason for 

not reviewing or reducing medication. GPs highlighted the lack of ñexit plansò upon 

discharge, detailing the proposed strategy for antipsychotic medication dose adjustment 

in the long term. 
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Conclusions: Meaningful antipsychotic medication reviews may not occur in primary care. 

This PhD identifies key considerations to help explain why this might be the case and 

summarises these in a list of recommendations, which carry important implications for 

policy and practice. Further research is required to identify evidence-based means of 

addressing these issues. 
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academics. Detailed recommendations can be found in Chapter 6. In summary, primary 

care only service users are currently at risk of having their physical and mental health 

needs neglected. Improvements are required at the GP practice, CCG and policy level to 

ensure that primary care only service receive adequate support. The PhD forms a basis 

for recommendations to improve practice.  

1. Impact on people with SMI  

¶ The PhD clarifies key considerations service users have when considering long term 

antipsychotic medication, reduction and discontinuation. 

¶ Key differences in clinical and demographic variables between primary and secondary 

care service users were identified, suggesting approaches to management should be 

tailored to each individual, taking each of their concerns into account.  

¶ The Realist Review explored the relationship service users may have with their GPs; 

it also shone a light on stable, long-term service who may be on antipsychotics without 

thorough review and at risk of falling between cracks. It goes on to suggest 

improvements to overcome barriers associated with thorough medication reviews.  

¶ It highlights the role of trust and hope in consultations, and outlines why genuine 

Shared Decision Making may not be possible in consultations at the moment. It 

suggests ways to empower service users, to ensure their concerns are addressed, 

and that they play an equal role in the decision-making process. 

2. Clinician and health service impact  

¶ The PhD explored the level of medication reviews currently conducted for long 

term stable Service users on long term antipsychotics. It also explored the level of 

guidance currently available to GPs.  

¶ It theorised the interactions between GPs and Service User in the current NHS 

context. 
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¶ It explored GP views on long term antipsychotics, reducing and stopping 

antipsychotics. GPs have many concerns regarding long term antipsychotic 

treatment, feel uncomfortable to reduce and/or stop the medication, however.  

¶ PhD highlights suggestions of improving communication between GP and service 

user with the view to increase GP and service user satisfaction and improve 

treatment. It also highlights the importance of increased communication with 

secondary care services. This may result in better use of resources. 

 

3. Policy impact 

¶ The Community Mental Health Framework for Adult and Older Adults (NHSE, 2019) 

highlights the need for improved service provision and communication between 

primary and secondary care services, especially data linkage between services. 

This PhD suggests implementable changes which may improve this.  

¶ Chapter 5 outlines an array of policy implications.  

4. Academic impact  

¶ This PhD is the first in depth study exploring the care and treatment of people with 

an SMI diagnosis, on long term antipsychotics, who no longer have access to 

secondary care.  

¶ The programme theory offers a useful starting point to understanding the status 

quo and highlights the need for further research in this area. A full list of research 

recommendations can be found in Chapter 5. 

¶ It sets a research agenda for future research to ensure that primary care mental 

health is evidence based, is suitable to those who use the services and prioritises 

shared decision making, in the current context.  
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Table 1: Glossary 

Attribution Theory a theory which supposes that people attempt to understand the 
behaviour of others by attributing feelings, beliefs, and 
intentions to them. 

Context (C ) Elements outside the parameters of the formal programme 
architecture, that have causal impact, e.g. norms and values, 
economic conditions, participant characteristics  

Context 
Mechanism 
Outcome 
Configuration 
(CMOC) 

A theme, combining the contexts, which trigger a mechanism, 
which results in an outcome. 

Mechanism (M) M is the underpinning generative force that leads to outcomes, 
triggers by Context 

Medication review  For the purposes of the PhD, medication review refers to 
antipsychotic medication reviews. As defined by NICE, a 
structured medication review should include: 
1) Shared Decision Making ï taking the service usersô 
views, concerns, and questions about medication into account, 
as well as their families and carersô views.  
2) Assessment of risk factors which may interfere with 
current medications 
3) Required drug monitoring 
 
Leucht et al. (2018) further suggests that the aim of 
antipsychotic medication reviews should also be:  
1) to assess if medication is prescribed according to 
prescribing guidelines (such as the British National Formulary 
(BNF) guidelines in the UK)  
2) ensure that medication is reduced to a maintenance dose 
following crisis 
3) after a period of stability, to review if a lower dose of 
medication is possible. 

Outcome (O) O is the result of a programme or study, can be intended or 
unintended, expected or unexpected 

Primary care only 
service users 

People who are discharged from secondary care services, and 
are no longer seen by a psychiatrist, making their GP their main 
health care contact.  

Programme Theory 
(PT) 

A hypothesised framework, made up of CMOCs, developed 
throughout the review (initial programme theory to refined 



   
 

Page 18 | 441 

 

programme theory) 

Realist And MEta-
narrative Evidence 
Syntheses: 
Evolving Standards 
(RAMESES) 

Funded by the National Institute of Health Research (NIHR) 
Health Services and Delivery Research Programme. The 
projects goals are to produce quality and publication standards 
and training materials for realist research approaches.  

Shared Decision 
Making 

ñA collaborative process that involves a person and their 
healthcare professional working together to reach a joint 
decision about care. [..]It involves choosing tests and treatments 
based both on evidence and on the person's individual 
preferences, beliefs and values. It means making sure the 
person understands the risks, benefits and possible 
consequences of different options through discussion and 
information sharing. This joint process empowers people to 
make decisions about the care that is right for them at that time 
(with the options of choosing to have no treatment or not 
changing what they are currently doing always included)ò (p.16, 
NICE, 2021) 

Substantive Theory A higher-level conceptual theory that is not directly about the 
programme, but introduces a concept that increases the 
explanatory power of the programme theory 

TABLE 1 GLOSSARY 

 

 

 

TABLE 2 ABBREVIATIONS 

Accident and Emergency A&E 

Antipsychotic AP 

British Journal of General Practice BJGP 

Body Mass Index BMI 

British National Formulary BNF 

Critical Appraisal Skills Programme CASP 

Clinical Commissioning Group CCG 

Cardiovascular Disease CVD 

Confidence interval CI 

Community Mental Health Team CMHT 

Context-Mechanism-Outcome Connection CMOC 

Chlorpromazine Equivalent CPZE 

Clinical Research Network CRN 

Drug Attitudes Inventory DAI 
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Electronic Health Records EHR 

General Medical Services GMS 

General Practitioner GP 

Improving Access to Psychological Therapies IAPT 

Lived Experiences Advisory Panel LEAP 

Mixed Methods Appraisal Tool MMAT 

National Health Service England NHSE 

National Institute for Clinical Excellence NICE 

National Institute of Health Research NIHR 

Odds Ratio OR 

Primary Care PC 

Primary care Mental Health PCMH 

Quality Outcome Framework QOF 

Research into Antipsychotic Discontinuation and Reduction RADAR 

 

Realist And MEta-narrative Evidence Syntheses: Evolving Standards RAMESES 

Randomised Controlled Trial RCT 

Shared Decision Making SDM 

Severe or Serious Mental Illness SMI 

Service User SU 

United Kingdom UK 

World Health Organisation WHO 
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Chapter 1 - Introduction 

 

This chapter sets out the context for my thesis, providing an overview of long-term 

antipsychotic treatment for people with a diagnosis of schizophrenia or psychosis and the 

importance of regular medication reviews. It goes on to outline the barriers to facilitating 

these in primary care, with the GP ï service user relationship at the core of the issue. 

Finally, I discuss key research gaps and the rationale for the PhD. Aims and objectives 

to address these are outlined for each study conducted as part of the PhD.  

 

1.1 Psychosis/Schizophrenia SMI 

Serious Mental Illness (SMI) includes schizophrenia, bipolar disorder and other 

psychoses. It affects approximately 300,000 people in the UK (Royal College of 

Psychiatrists, 2014). Schizophrenia and related disorders are  associated with many 

debilitating symptoms, including hallucinations, like hearing voices, unusual beliefs, and 

disorganized thinking, as well as lack of motivation, anhedonia, avolition and social 

withdrawal.  Whilst these symptoms are not always distressing, most people with these 

diagnoses will require treatment. Current NICE (National Institute for Clinical Excellence) 

Guidelines recommend medication (óantipsychoticsô or óneurolepticsô) and psychological 

therapies as treatment (NICE, 2014).  
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1.2 Treatment with Antipsychotic medication  

 

Antipsychotic medication is the most common treatment: In a sample of 5091 service 

users with a SMI diagnosis, 94.8% were prescribed at least one antipsychotic (Patel et 

al., 2014). There are two functions to antipsychotic medication treatment: firstly, to treat 

distressing symptoms during an acute episode. Once symptoms have improved, 

antipsychotic medication is mainly used to prevent a relapse - the ñmaintenance phaseò 

(Harris, 2002).   

NICE guidance recommends antipsychotic treatment for one to two years initially (NICE, 

2014). Should symptoms persist or re-appear, if relapses occur or the person be 

considered at risk to harm to themselves, then they may be advised to remain on 

maintenance treatment long term, in some cases indefinitely (Burns & Kendrick, 1997; 

Geyt et al., 2017; Happell et al., 2004; Johnson & Rasmussen, 1997; Lester et al., 2005; 

Pereira & Pinto, 1997). Given the length of antipsychotic treatment, it is crucial that the 

benefits of the medication are weighed up with potential risks on an ongoing basis.  
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FIGURE 1 KEY CONSIDERATIONS FOR LONG TERM ANTIPSYCHOTIC MEDICATION TREATMENT 

 

1.3 Considerations regarding antipsychotic treatment  

There are key considerations to antipsychotic medication treatment, which must be 

weighed up. These include the benefits of antipsychotics, such as reduction of 

psychological distress and relapse prevention, as well as the risks, including severe 

adverse effects, physical health implications of antipsychotics and a reported lack of 

efficacy observed by service users (see Figure 1). The next section will discuss the 

available evidence for these key considerations and subsequent implications for clinicians 

and service users.  

 

 

1.3.1 Relapse prevention  

 

Pro Cons
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A rationale for long term antipsychotic medication is reduction or prevention of relapses. 

Recent meta-analyses suggested that maintenance medication in schizophrenia can 

prevent relapse (Leucht et al., 2021; Leucht & Davis, 2017). Questions have been raised 

about the available evidence for the use of long-term antipsychotic medication however 

(Moncrieff, 2015; Morrison, Hutton, Shiers, & Turkington, 2012; Murray et al., 2016). In 

particular, there are very few studies with a follow up period of more than six months, yet 

people remain on antipsychotics for years (Leucht et al, 2018; Crellin et al., 2022). 

Moreover, differences between antipsychotics and placebo in existing relapse prevention 

trials may be inflated by withdrawal effects (Brandt et al., 2022). There are now several 

ongoing studies assessing the impact of reducing antipsychotic medication, such as the 

HAMLETT trial (Begemann et al., 2020) and RADAR trial (Moncrieff et al., 2019). Findings 

from one such discontinuation trial showed significant improvement in social functioning 

in the discontinuation group (versus maintenance treatment) after 2.5 years of 

discontinuing medication and comparable levels of relapses and psychotic symptoms in 

both groups after seven years. This indicated that discontinuing medication did not lead 

to an increase in psychotic symptoms or relapse over the long-term, even though there 

was an increased rate of relapse in the shorter-term follow-up at 18 months (Wunderink 

et al, 2013). This questions whether antipsychotic treatment continues to be beneficial in 

the long term for everyone. 

1.3.2 Efficacy of antipsychotic medication  

People with a SMI diagnosis may experience psychotic symptoms and/or severe 

psychological distress. The aim of antipsychotic medication is to ease these 

symptoms. Quantitative studies showed a reduction in overall psychotic 

symptom scores (Haddad& Correll, 2018, Leucht et al, 2009). Qualitative 

evidence showed that medication can reduce psychotic symptoms and other 
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psychological difficulties such as insomnia, and that it can aid peoplesô subjective 

wellbeing and provide a sense of normality. (Thompson et al., 2020). A service 

user described óI can see a change in my thinking, I used to have someéoh, you 

know, some funny thoughtsé this medication helps me in a way that I can 

thinkéand see that itôs not right (thinking)éit has offered me hope again for a 

normal lifeô (p. 148, Usher et al., 2001).  

However, research has been criticised for overstating the benefits of 

antipsychotic medications (Goetzsche, Young & Crace, 2015). Studies, 

especially those funded by the pharmaceutical industry have also been criticised 

of selective reporting and bias (Turner et al., 2022; Leucht et al 2008; Lexchin et 

al., 2003). Research found that between 5% and 25% of those with a diagnosis 

of schizophrenia respond little or not at all to antipsychotic medication (Brenner 

et al., 1990; Conley & Buchanan, 1997). More recent evidence suggests that 

potentially up to 60% of service users do not respond (or only partially) to 

antipsychotic medication, even if medication is taken reliably (Lindenmayer & 

Khan, 2010). 

A recent survey of 650 people taking antipsychotics showed that only 14.3% 

experienced only positive effects from the medication and 58.7% experienced 

adverse events from taking the medication (Read & Sacia, 2020). The survey 

may suffer from sampling bias; service users who experience adverse effects 

may be more likely to take part in a survey regarding experiences of 

antipsychotics, than those who are content with their medication. However other 

studies support some of the findings: In a meta-analysis, 40% of people did not 

experience specific benefits from taking medication (Leucht et al., 2009) and the 
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medication has been shown to lead to significant adverse effects, reduced social 

functioning and quality of life (Wunderink et al, 2013; Wykes et al 2017). This is 

supported by qualitative studies, illustrating that service users may experience 

cognitive slowing, emotional blunting, and reduced motivation, as well as a loss 

of their sense of autonomy as a consequence of taking antipsychotic medication 

(Thompson et al., 2020). 

1.3.3 Physical health considerations 

Physical health issues are a particular concern in this population (Reilly et al., 

2021). A diagnosis of Serious Mental Illness is associated with a reduced life 

expectancy of up to 25 years (Laursen, 2011; Osborn et al 2007). Whilst previous 

evidence attributed this partially to suicide and accidents (Brown, 1997), more 

recent evidence found that suicide was relatively rare (Hayes et al., 2017). More 

serious concerns relate to cardiovascular and respiratory disorders (Brown, 

1997; Hayes et al., 2017). Hayes et al. (2017) found that both all-cause mortality 

and cardiovascular disease death rates are decreasing less quickly than the 

general population, leading the authors to conclude that the mortality gap 

between individuals with SMI and the general population continues to widen.  

Referencing Hayes et al.ôs (2017) findings, Siddiqui et al. (2017) referred to the 

increased mortality gap as a óscandalô (p.131) and calls for immediate action to 

address this. An NHS England report concluded in 2016 that two out of three 

deaths would be preventable for people with an SMI diagnosis, if physical health 

screening and treatment for illnesses like cardiovascular disease or diabetes 

were to be improved. The Kings Fund suggests that multiple factors, including 
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adverse effects of antipsychotic medication, can be attributed to worsened 

physical health in this population (Naylor et al., 2020).  

In the UK, regular physical health assessments are therefore required for this 

population. The Quality Outcomes Framework (QOF) mandates a yearly review 

for people with a diagnosis of schizophrenia or psychosis. The QOF is ña system 

designed to remunerate general practices for providing good quality care to their 

patients, and to help fund work to further improve the quality of health care 

delivered.  It is a fundamental part of the General Medical Services (GMS) 

Contract, introduced in 2004ò (Department of Health,2022). The review includes 

a review of weight, BMI, Cardiovascular Disease (CDV) monitoring, and blood 

glucose and lipids. Whereas the reviews are mandated for everyone with an SMI 

diagnosis, research suggests that reviews either do not occur or are not 

thoroughly conducted: 

In 1997, Burns & Kendrick found a high rate of undetected health problems, some 

of which may be due to use of long-term antipsychotics. They noted that ñGPs 

are usually aware of these risk factors, but do not appear to intervene very often, 

judged by patientsô accounts and medical recordsò (p.515). The authors did not 

discuss reasons for this lack of action. They proposed that service users may 

also not discuss their physical health issues due to lack of self-confidence, 

negative symptoms of schizophrenia or may be generally reluctant to discuss 

their physical health issues with their GP (Burns & Kendrick, 1997).   

Whereas some of these earlier findings may relate to pre-QOF mandated 

physical health checks (it was introduced in 2013), a 2016 report concluded that 

less than a third of people with schizophrenia received appropriate 
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cardiovascular risk assessments in the last 12 months (NHS England, 2016). 

Further evidence highlights a lack of physical health monitoring for people with a 

diagnosis of schizophrenia: 

In an audit of 5091 electronic health care records of people with a SMI diagnosis, 

only 21.6% had all nine audit measures, including BMI, blood pressure, blood 

glucose and lipids, recorded. The range of service users, who had all nine 

measures collected was between 5% and 65% across GP practices (Crawford 

et al., 2014). These audit measures are key to monitoring peopleôs physical 

health to prevent a range of physical health issues, including CVD. Mitchell et al 

(2012) found concerningly low levels of metabolic monitoring in a meta-analysis 

of 48 studies. This mirrors more recent findings, as a study by Black and Held 

(2017) showed: in their sample of 1036 participants, 61.1% had a reported CVD 

history, however only 56% (N = 575) participants were screened for all three CVD 

screening measures (defined as blood pressure, glucose and cholesterol). 

Khawagi et al (2021) reported a prevalence of 91.6% (91.4 to 91.9 CI) for their 

audit criteria of ñantipsychotic prescribed for at least 12 months without 

monitoring glucose, weight or lipid profile in the previous yearò and a 54.9% 

prevalence (54.4 to 55.4 CI) for lack of recorded weight in this population. They 

also found high rates of variation between GP practices in monitoring physical 

health and prescribing (Khawagi et al, 2021).  

1.3.4 Adverse effects  

Antipsychotic mediation itself has been associated with adverse effects, 

including cardiovascular and metabolic effects, neurological effects, 

psychological effects, and other effects. Common side effects include agitation, 
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constipation, dizziness, drowsiness, sexual dysfunction, fatigue, 

hyperglycaemia, insomnia, movement disorders, weight gain, vomiting and 

seizures and metabolic effects (British National Formulary (BNF)). Weight gain 

can increase the risk of risk of diabetes, stroke, and heart disease (MIND, 2020). 

According to the BNF, uncommon side effects include confusion, embolism, and 

thrombosis, as well as neuroleptic malignant syndrome (which is possibly fatal). 

Rare or very rare side effects include sudden death. Research has also indicated 

that antipsychotic use is associated with decreased brain volume (Moncrieff & 

Leo, 2010). 

Service users have described the impact of this on their quality of life: ñ[The 

medication] makes me put on weight actually, reduces my motivation, changes 

other peopleôs attitudes towards me for the worse, makes me feel depressed, 

sometimes Iôm restless sometimes, has a negative effect on my day-to-day livingò 

(Morant et al., 2018). 

In summary, many may not experience a reduction in distressing symptoms 

when taking antipsychotic medication and may also be impacted negatively in 

other areas of their mental wellbeing, thus questioning if medication continues to 

be appropriate over time. It is possible that some may benefit from reducing their 

antipsychotics, or even discontinuing them altogether, potentially alongside non-

pharmacological interventions like psychological therapy. Recent evidence calls 

for increasing the offer of such alternatives (Cooper et al., 2021). The next 

section discusses the treatment pathway for people with a SMI diagnosis. 

1.4 Treatment pathway and medication reviews  
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FIGURE 2 CARE PATHWAY (NICE,2016) 

 

Figure 2 illustrates the Care pathway for adults diagnosed with psychosis or 

schizophrenia in the UK. Acute episodes can occur suddenly and may be associated with 

sectioning under the Mental Health Act and admission to an inpatient ward. This can also 

include forced administration of antipsychotic medication when the person is deemed to 

lack capacity about their care.  

 

Following discharge from an inpatient ward, a specialist, secondary care, community 

mental health team will usually take over the care. This involves regular medications 

reviews with a psychiatrist and potentially meetings with a care coordinator. Following a 

period of stability, and in the absence of any other difficulties such as housing or 

significant risk, people may be discharged from their specialist mental health team to the 

care of their GP (NICE, 2014; NICE 2016). Unlike countries such as Italy or the US, GPs 
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act as a gatekeeper service in the UK: GPs can refer back to specialist mental health 

services, should a relapse occur; service users cannot refer themselves.  

 

Whilst the person is considered stable, and if they are only seen in primary care, it is thus 

the GPsô responsibility to conduct the annually mandated Quality Outcomes Framework 

Review, during which antipsychotic medication, mental state and adverse effects should 

be reviewed. The focus of this PhD is the care and treatment of people with a SMI 

diagnosis, who have been discharged from specialist secondary care services, who 

present as stable and who are on long term antipsychotic medication. For the purpose of 

the PhD, ñprimary care only service usersò refers to people who have been discharged 

from secondary care services.  

 

1.5 Treatment for Primary Care Only service users.  

It is not possible to determine exactly how many people with SMI are solely under 

the care of their GP without involvement of secondary mental health services: 

Research has shown that between 25-40% of service users diagnosed with 

schizophrenia lose contact with or are discharged from secondary care mental 

health services, leaving the GP as the person they are most likely to see (Burns 

& Kendrick, 1997). This is in line with a study by Reilly et al (2012), which suggest 

that approx. 31% of service users with a diagnosis of SMI do not have access to 

specialist secondary care services. A recent Kings fund publication estimates 

that this may have increased further: the primary care only population may make 

up to 50% of people with a SMI diagnosis, as discussions with commissioners 

suggest (Kings Fund, 2020). These figures were published before the Covid-19 

pandemic. During the pandemic, the percentage is likely to have increased again 
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due to NHS Trusts asking their psychiatrists to discharge an additional 20% of 

their caseload due to increased pressures on services (Personal 

Communication, 2020). This indicates that a large proportion of service users 

may currently only see their GP for medication reviews.   

Accurate figures for people solely under primary care cannot be given, due to a 

lack of linkage of Electronic Health Records (EHR) systems between primary and 

secondary care. In the UK, mental health trusts use different EHR systems from 

primary care services, thus records between services cannot be reconciled. 

Previous studies have calculated percentages by either following up a 

representative number of people in a community mental health team, 

investigating the percentage of people who were discharged and by looking 

through GP referrals, or by manually investigating GP records: 

People with a diagnosis of schizophrenia and/or psychosis are captured on the 

ñSMI registerò (which also triggers the yearly QOF review). By looking through 

each personôs health record on the SMI register, researchers can identify who 

has been discharged by searching for discharge letters or letters from 

psychiatrists to confirm that they are still under secondary care.  The percentages 

listed above are thus still an estimate, as research has also shown that discharge 

letters may not always be received or filed appropriately (Hampson et al, 1996; 

Reilly et al., 2012). Some service users may also still be under secondary care, 

but only attend yearly or two-yearly reviews, giving the impression that they may 

have been discharged. Although likely not a large factor, some people may also 

choose to see a private GP or psychiatrist, further hindering reliable 

communication between secondary and primary care. Given the complexity of 
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assessing whether a person is still under secondary care or not, and the lack of 

precision in doing so, it is likely that GPs will also struggle to identify those who 

are no longer being reviewed by secondary care in their own caseload. This has 

important treatment implications (Khawagi et al., 2021), including being able to 

tailor reviews to those who no longer receive regular, in-depth medication 

reviews by their psychiatrist.  

1.6 Primary Care Medication Reviews and Quality Outcomes Framework 

From the data available, it is apparent that GPs play an integral part in the 

prescribing of antipsychotics and prescribing levels are increasing (Ilyas & 

Moncrieff, 2012; Kaye, Bradbury, & Jick, 2003; Marston, Nazareth, Petersen, 

Walters, & Osborn, 2014). With increasing numbers of service users being 

seen in primary care only (Siddiqui et al, 2017), GPs thus have increased 

responsibilities in monitoring and reviewing this medication. Given the high 

adverse effect burden of antipsychotics, potential lack of efficacy and poor 

physical health in this population, adequate monitoring and prescribing is 

crucial.  

There are no agreed criteria for what an antipsychotic medication review in 

primary care should consist of, aside from the required physical health review 

criteria outlined in the QOF (see above). The Pharmaceutical Care Network 

Europe published a consensus paper in 2018, defining medication reviews in 

general as ña structured evaluation of a patient's medicines with the aim of 

optimising medicines use and improving health outcomes. This entails 

detecting drug-related problems and recommending interventions" (p. 1199, 

Griese-Mammen et al, 2018).  
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NICE (2016) differentiates between a ñmedication reviewò and ñstructured 

medication reviewò. Structured medication reviews are recommended for 

adults taking multiple medications and people with chronic or long-term 

conditions. According to NICE (2016), the medication review should include: 

1) Shared Decision Making ï taking the service usersô views, concerns, 

and questions about medication into account, as well as their families 

and carersô views. NICE (2021) defines Shared Decision Making as:  

 
ñA collaborative process that involves a person and their healthcare 

professional working together to reach a joint decision about care. [..]It 

involves choosing tests and treatments based both on evidence and on 

the person's individual preferences, beliefs and values. It means making 

sure the person understands the risks, benefits and possible 

consequences of different options through discussion and information 

sharing. This joint process empowers people to make decisions about the 

care that is right for them at that time (with the options of choosing to have 

no treatment or not changing what they are currently doing always 

included)ò (p.16) 

2) Assessment of risk factors which may interfere with current medications 

3) Required drug monitoring 

Leucht et al. (2018) further suggests that the aim of antipsychotic medication 

reviews should also be:  

4) to assess if medication is prescribed according to prescribing guidelines 

(such as the British National Formulary (BNF) guidelines in the UK)  

5) ensure that medication is reduced to a maintenance dose following crisis 
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6) after a period of stability, to review if a lower dose of medication is 

possible.  

 

It is unclear to what degree medication reviews are currently conducted in primary 

care, and to what degree the above listed standards are met. As outlined above, 

the Quality Outcomes Framework mandates a yearly review, during which 

medication is also reviewed. We have already illustrated that QOF mandated 

physical health standards are not always met by the reviews. It is therefore 

possible, that the mental health and antipsychotic medication part of the review 

is also not adequate or may not occur at all. A study found that 11.3% of service 

users were not seen in the last year (Reilly et al., 2012), thus suggesting that a 

review may not have taken place. Even for those reviews that are happening, 

they may do so on a superficial level. Kendrick et al (1994) reported that mental 

state examinations were only recorded in 32% of cases, and 29.1% reported 

superficial changes, like ñdoing fineò. 

One of the reasons why service users may not be reviewed as part of their yearly 

physical health check, is due to the aforementioned lack of data linkage between 

primary and secondary care services. It is therefore possible that some service 

users have had their physical health assessed twice (once in primary and once 

in secondary care) and others not at all. The QOF mandated review is also not 

thoroughly operationalised, and GPs can choose to what degree they document 

the medication review. This allows a level of flexibility, but also means that there 

is likely a large variation in how thorough the reviews are between GP practices, 

as the QOF does not differentiate between primary care only and secondary care 
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service users. Mental health and physical health reviews are also not integrated 

well for those no longer receiving in depth mental health reviews by their 

psychiatrist, primary care health reviews likely focus on physical health reviews 

only.  

 

1.7 Evidence based prescribing in primary care  

Research has assessed the quality of antipsychotic prescribing in primary care. 

Mortimer et al (2005) conducted an audit of primary care prescribing and found 

that 54% of cases failed at least one audit criteria, including prescription without 

diagnosis and polypharmacy. Despite guidance to avoid polypharmacy due to a 

lack of efficacy and increased side effect burden (NICE, 2014; Royal College of 

Psychiatrists, 2014), high dose prescribing continues (Leucht et al., 2018). 

Following an in-depth review, 80% of health records screened as part of the 

audit, showed that medication changes were required (Mortimer et al., 2005). 

Similarly, the City & Hackney GP Confederation published an antipsychotic 

prescribing audit in 2019, stating that for service users without a diagnosis of 

schizophrenia and psychosis, the majority had not received the mandatory 

physical health checks, and it concluded that ña significant number of patients 

may benefit from having their medication reduced or coming off medicationò (p.2, 

Thomas, 2020).The implication is that without reviews, service users may remain 

on this medication unnecessarily, and others on unnecessarily high doses.  
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Current WHO guidance recommends that óthe dose should be lowest possible 

for relief of symptoms and effective daily functioningô (p. 55; Jenkins, 2004). This 

is in line with current NICE guidance (2014).  

Medication should be prescribed in line with BNF guidelines; this includes a 

reduction or change of antipsychotic when significant side effects occur, and to 

avoid polypharmacy. Antipsychotic medication should also be reduced in older 

adults (Adler & Griffith, 1991; Uchida & Mamo, 2009). A UK cohort study of nearly 

fifty thousand people, Marston et al (2014) however found that people over the 

age of 80 years were more likely to be prescribed an antipsychotic than those 

below the age of 80.  

In summary, antipsychotic medication should be regularly reviewed by GPs, for 

those service users no longer under secondary care services. For such reviews 

to be meaningful and to optimise patientsô health, there should be the possibility 

for medication to be changed, including reduction of doses. Research suggests 

that a significant percentage of antipsychotic prescribing is not in line with current 

guidelines, with difficulties in de-prescribing antipsychotics as a potential reason 

for this.  

 

1.8 Deprescribing  

The process of reducing or stopping antipsychotic medication can be defined as 

ñthe planned and supervised process of dose reduction or stopping unnecessary 

or potentially harmful medicationsò (p.1, Coe et al, 2021). 
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Deprescribing antipsychotic medication is a process required to address 

polypharmacy or prescriptions above BNF limits for example, however it is no 

straight forward task. There is no evidence available as to which service users 

can safely reduce or stop antipsychotics (Leucht et al., 2018), and no guidance 

to advise clinicians on how to safely reduce and/or stop antipsychotic medication 

in people with a SMI diagnosis. Horowitz, Murray & Taylor (2020) suggest 

gradual decreases in dose and slowing down tapering as the doses get smaller. 

This is not incorporated in clinical guidance yet. Research trials, which 

investigated medication reductions, have largely not specified how this has been 

completed (Cohen & Recalt, 2019). It is also unclear if GPs review and reduce 

antipsychotics when indicated. It is therefore possible that some stable service 

users, in primary care, may remain on antipsychotics indefinitely, as their 

medication is not reviewed or reduced over time.  

The next section discusses barriers and facilitators of medication reviews in 

primary care.  

 

1.9 GP ï Service User relationship in primary care  

1.9.1 Potential barriers to primary care medication reviews ï GP perspective 

Medication reviews are potentially well placed in primary care (Lester, Glasby, & 

Tylee, 2004). The authors argue that mental health care should be a core activity, 

as GPs provide a non-stigmatizing environment, in comparison to the attendance 

of outpatient clinics, mainly located by inpatient ward sites, which can deter 

service users from accessing services. On the other hand, there are obvious 

barriers to primary care reviews. GP surgeries may not be able to offer continuity 
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of care, in that regular follow up appointments are not always possible, which is 

a requirement when medication is to be reduced gradually. Research suggests 

that many GPs may feel that they lack confidence or knowledge to reduce 

antipsychotic medication (Jones, Major & Fear, 2015).  A lack of specialist mental 

health training may pose additional difficulties: Research by MIND (2017) found 

that less than 50% of GP trainees undertook a mental health training placement 

between 2013 and 2015, indicating that many GPs may not have adequate 

training in this area.  Lester et al (2004) referring to the lack of training in GP 

practices, concluded that óit is therefore hardly surprising that ñmany GPs are 

reluctant to open óPandoraôs Boxô, worried about the skills, time, and resources 

required to support them and the patient if mental health problems are disclosedò 

(p.286). Some GPs do not consider mental health reviews as part of their remit 

and may therefore only review physical health (Jones et al., 2015). Other factors 

which may contribute to this alongside a lack of confidence is a lack of specialist 

guidance and/or lack of attendance and engagement from service users 

themselves (Carr, 1997; Jones, Major, & Fear, 2015; H. Lester et al., 2004; 

Lester, Tritter, & England, 2003; Mortimer et al., 2005). It is not clear how GPs 

feel about long-term antipsychotic medication, reducing or stopping 

antipsychotics as part of the deprescribing process.  

 

1.9.2 Barriers to primary care medication reviews ï Service user perspective  

 

Little is also known about service usersô views on medication reviews in 

primary care only and what changes they experience after losing access to 

secondary care services. Research conducted in secondary care services 
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offers an insight; it is however unclear how service users, who are only under 

primary care feel about service provision, following discharge from secondary 

care services. Over the years, service users may have experienced coercion 

with forced administration of medication and may fear sectioning (LeGeyt et al, 

2017; Morant et al, 2018; Maidment, Brown & Calnan, 2011). As nearly all 

service users with a diagnosis of SMI are prescribed antipsychotic medication 

(94.8%, Patel et al., 2014) and up to 50% of service users are under primary 

care only, it is important to understand their views.  Qualitative research 

suggests that service users feel a lack of choice with regards to their treatment: 

 
ñSeveral of the interviewees felt that they had no control over, or ability to 

influence, their drug treatment. There are many examples in the interviews of 

situations where the choices of drugs and doses were made by the psychiatrist 

without prior discussion with the person about former experiences of the drugs 

or of his or her own preferencesô (p. 824, Bülow et al., 2016) 

 

This will likely affect their willingness to attend and openly discuss their mental 

and physical health with clinicians (Grünwald & Thompson, 2021). Research 

exploring service user views on antipsychotic prescribing found that clinicians 

and service user priorities may be at odds, with doctors favouring symptom 

reduction when considering treatment options, whereas service users favour 

overall quality of life when making treatment decisions (Happell, Manias & 

Rope, 2004; Morant et al, 2018).  

Research conducted in mental health services also consistently reports that 

service users do not feel included in antipsychotic medication reviews, feel that 

their queries are dismissed and that they are not provided with sufficient 
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information (Rogers et al., 1998, Usher, 2001, Morant et al., 2018; Happell et 

al., 2004). Service users report that little time is spent on assessing the 

appropriateness of antipsychotics, and feelthat a lack of efficacy is blamed on 

the service user (as it is assumed that they are not taking their medication) 

rather than an acknowledgement that antipsychotics may not be efficacious for 

everyone:   

ñOne of the first things that they (nurses and doctors) assume is that a person 

isnôt taking their medication. and itôs been my experience that often with that, 

youôre actually sick before you stop taking medication é The loop has gone to 

the point where you might be disorganized in your thought processes. You get 

sick first and then you either forget, or you think that itôs poison, or whatever 

reason that you might have for not taking your medication.ò (p. 246, Happell et 

al, 2004) 

Research exploring service usersô experience of antipsychotic medication also 

suggests that service users adjust or even discontinue their medication 

altogether without consulting their clinician (leGeyt et al, 2017). This is 

potentially unsafe, and abrupt medication changes may result in relapses.  

 

In combination, the outlined research describes a possibly strained 

relationship between clinicians and service users. It is unclear whether this 

applies to GPs as well as psychiatrists. It also illustrates that the principles of 

shared decision making (as outlined in 1.6) are not always met, suggesting 

that medication reviews may not meet agreed standards.  

There is a lack of research specifically on the topic of GP and service user 

medication reviews, and whether similar mechanisms underlie the interaction 



   
 

Page 41 | 441 

 

in psychiatrist ï service user interactions. Whereas most psychiatrists are 

involved in the use of the Mental Health Act to be able to admit people to 

hospital against their wishes, and sometimes to enforce the use of medication, 

GPs are not frequently involved in such procedures. This suggests that there 

may be less of a significant perceived power imbalance between service users 

and GPs, for example.  

 

Given the uncertainty regarding antipsychotics, and the relatively unique issue 

of coercion in mental health care, increased trust and a good therapeutic 

relationship may play a crucial role to overcome this (Maidment et al., 2001; 

Morant et al., 2018). This may be difficult to achieve due poor continuity of care 

(Reilly et al., 2012; Reilly et al, 2021). 

Research is desperately needed to establish primary care service usersô 

thoughts on their interactions with GPs, their views antipsychotic medication, 

and potential reductions and discontinuation of medication.  

Ethnicity and culturally appropriate care will also affect engagement with 

primary care services and medication reviews. The first step to understanding 

the influence of ethnicity on health care is by adequately recording ethnicity to 

allow research to gain a better understanding. A study by Hardoon at al (2013) 

explored the number of people with a SMI diagnosis in the UK via the THIN 

database of primary care records. They were unable to explore diagnosis by 

ethnicity due to a lack of data. Although Mathur, Hull, Boomla & Hobson 

(2012), using EMIS records, were able to investigate risk factors for CDV by 

ethnicity, they again highlighted the need for better recording of ethnicity to 

tackle inequalities.  
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It is well established that people from ethnic minority backgrounds receive less 

mental health care than their white counterparts (as discussed in Kohn-Wood 

& Hooper, 2014). Reasons for this may be differing perceptions of mental 

health difficulties, stigma, language barriers and structural barriers (McCabe & 

Priebe, 2004; Kohn-Wood & Hooper, 2014). Maura et al (2017) also highlight 

the importance of trust; a personôs cultural background can effect their level of 

trust in services and health care practitioners, which can lead to decreased 

access. Primary care has been suggested as a good place to address some 

of these barriers, as many people access health services in general and they 

are arguably less stigmatising than secondary services (Lester et al., 2004).  

It is important to consider mental and physical health by ethnicity. A study by 

Mathur et al (2012) for example, found that south Asians had better blood 

pressure control, were more likely on statins and more likely to achieve 

cholesterol goals than those people with a SMI diagnosis who were black or 

Caribbean. On the other hand, south Asians were more than twice as likely to 

be classified as obese, to which antipsychotics can contribute. As described 

above, physical health is one of the key considerations when prescribing 

antipsychotic medication. This highlights the need for tailored interventions to 

ensure improved physical health for all.  

A study by Garcia et al (2019), in which specifically Chinese and Latino 

communities were interviewed in primary care about their mental health needs, 

they found that people with limited English proficiency, regardless of ethnicity, 

had higher unmet mental health needs than those with English proficiency, 

illustrating that language proficiency, in addition to ethnicity, must be 

considered by health services.  
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Kohn-Wood and Hooper (2014) argue for culturally informed services, 

interventions tailored to different communities and increased efforts to engage 

people from minority ethnic groups to ensure parity of access for all.  

Person centred care, tailored to a person's needs based on their ethnicity and 

cultural needs is crucial to ensure diagnosis and treatment is appropriate. It is 

important to establish if there are difference between ethnicities in accessing 

primary care and secondary care services, and how this may be affect 

antipsychotic medication reviews.  

 

1.10 Primary care only medication reviews: search for best practice 

The onus is currently on individual GP practices to be proactive and to develop 

best practice guidelines (Byng, 2005), which may not always be possible given 

the lack of research in this area.  

To the authors knowledge, there have been no trials which aimed to establish 

whether primary care medication reviews are acceptable to GPs and service 

users. No studies were identified which involved co-production in the current 

service design, and only one study assessed if service users were satisfied with 

GP services (Lester et al., 2005). Service users reported mixed levels of 

satisfaction, with some reporting that they felt ñwritten offò. However, the study 

did not differentiate between service users who were just under primary care and 

those who were not, it merely recruited through GP practices and questioned 

service users on their interactions with their GP.  

The available research largely focuses on four adjacent areas (figure 3): 1) wider 

SMI literature (diagnosis of SMI illnesses, efficacy of different antipsychotics), 2) 
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literature regarding secondary care services (best practice in community mental 

health teams or inpatient services) , 3) wider primary care service provision 

(physical health reviews, number of prescriptions issued by primary care)  and 

4) the intersection between both: shared care literature (communication between 

primary care and secondary care with regards to physical health reviews, 

discharge letters, dividing responsibilities).  

 

FIGURE 3 LITERATURE GAPS 

The missing literature is highlighted in (Figure 3). Much literature is available on 

shared care, on diagnosis and treatment of SMI (Severe Mental Illness), on 

treatment in secondary care and wider primary care services. However little 

literature explores the care and treatment for those service users, who have been 

discharged from secondary care, and are only seen by their GP.To the authors 

Missing: 
primary 
care only 
literature 

Wider 
primary 

care 
literature 

Secondary 
Care 

literature

SMI 
literature

Shared 
Care 

literature
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knowledge, no studies have been conducted to investigate medication reviews 

for those who are no longer under secondary care, either from a clinician or 

service user point of view. It is unclear how those service users feel about their 

medication reviews, whether they feel their needs are addressed appropriately, 

how they feel about long-term antipsychotic treatment and about reducing or 

stopping their medication. Research is desperately needed to address this. 

Kingôs fund (2020) suggests that current service design does not meet the full 

range of needs of clinicians and service users in the UK: GPs are left ñto pick up 

the pieces by supporting people with needs they may not have been trained to 

manage. [..]There has not been a clear national plan for improving mental health 

support in primary care for many years. NHS Englandôs new Community Mental 

Health Framework is a notable step forward but there remains a need for greater 

clarity about what primary mental health care should look like in future.ò (p.2) 

 

1.11 Rationale for PhD  

In summary, there are concerns regarding the evidence base for long-term use 

of antipsychotic medication, and research suggests that not everyone benefits 

from long-term use of these drugs. There are also significant adverse effects and 

physical health concerns in this population and concerns regarding the quality of 

antipsychotic prescribing in primary care. It appears likely that many service 

users remain on medication indefinitely, without a thorough review and without 

an appropriate assessment of whether the current medication dose is still 

appropriate. The GP ï Service user relationship may play a crucial role in this. 

Thus, research is required to assess this. It is also not known, to which extent 
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GPs feel able to care for this population appropriately, and/or which resources 

need to be put in place to support the adequate delivery of care. It is also 

unknown whether ñstableò primary care only service users have distinct needs to 

those still in secondary care, which may have treatment implications.  

It is important to ensure that care is evidence-based for those service users who 

are discharged to primary care services. This could make a significant difference 

in the health and quality of life of service users in this area.  

2. Methodology of the PhD 

Given the lack of literature in this area, and thus a lack of understanding about 

what factors influence antipsychotic medication reviews primary care, a theory 

driven approach is required. An appropriate methodology is a realist informed 

synthesis.   

 

2.1 What is a realist synthesis?  

 

Realist methodology is a theory driven approach, used to assess complex evidence 

relating to the implementation of policy, programmes, services and interventions 

(Pawson, 2006). The aim of realist synthesis is to ñéto articulate underlying programme 

theories and then to interrogate the existing evidence to find out whether and where these 

theories are pertinent and productive.ò (p. 56; Pawson, 2006). 

Realist ontology sits between positivism and constructivism (Sayer, 2000). It is concerned 

with understanding context in relation to underlying mechanisms of action (Pawson, 2006) 

and aims to address the key research question: what works, for whom, under what 
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circumstances and how? (As opposed to simply, ñdoes it work?ò; Pawson, 2006). The 

approach has been used in this research area (Byng, 2005, Ford et al., 2019). Realist 

synthesis (or realist review) usually includes a synthesis of secondary data in the first 

instance. The synthesis results in an initial programme theory, or theorised idea of how 

an intervention occurs (a medication review in this case). The programme theory attempts 

to outline factors which affect medication reviews (Context) and the underlying 

mechanism of action (Mechanism). It aims to understand the outcome of interest, as well 

as possible alternative outcomes (Outcome).  

 

FIGURE 4 C-M-O CONFIGURATION (  FIGURE 3.1 IN PAWSON &  TILLEY, 2006 ) 

 

CMO Configurations (CMOCs, Figure 4) are used to illustrate the theory. Each aspect in 

the programme theory is initially based on and tested against the literature identified in 

the realist review (Wong et al., 2013).  

In addition to the realist review, primary data may be collected to confirm or deny the 

initial programme theory, as well as to collect further evidence where there are evidence 

gaps. Primary data collection can include interviews, with topic guides based on the 
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theorised programme theory (Manzano, 2016). Less common data collection methods 

are realist surveys (Schoonenboom, 2017).  

Analysis is based on key principles highlighted by Pawson & Tilley (1997); they include 

Context- Mechanisms- Outcome Configuration, ontological depth, inference sufficiency 

and approximation and accumulation. Data coding is retroductive and abductive. 

Retroduction is defined as ñthe activity of theorizing and testing for hidden causal 

mechanisms responsible for manifesting the empirical, observable worldò (p.121. Jagosh, 

2020), whereas abduction can be defined as ñthe inventive thinking required to imagine 

the existence of such mechanismsò (p.122, Jagosh, 2020). The additionally collected 

primary data will be used to juxtapose, reconcile and consolidate the initial programme 

theory, leading to a final programme theory.  

Realist review versus systematic review 
 

Conventional systematic reviews favour the logic of accumulation of evidence and find 

strength in the inclusion of large numbers of studies. Realist reviews instead aim to 

configure evidence to uncover hidden contexts and mechanisms, which influence 

outcomes. The focus is on synthesising evidence to explain why outcomes occur, not just 

whether they do or not (Pawson, 2006). The differences between conducting a systematic 

review and a realist synthesis are: 

1. ñThe focus of the synthesis is derived from a negotiation between stakeholders 

and reviewers and therefore the extent of stakeholder involvement throughout the 

process is high. 

2. The search and appraisal of evidence is purposive and theoretically driven with the 

aim of refining theory. 

3. Multiple types of information and evidence can be included. 
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4. The process is iterative. 

5. The findings from the synthesis focus on explaining to the reader why (or not) the 

intervention works and in what ways, to enable informed choices about further use 

and/or researchò (p. 2, Rycroft-Malone et al., 2012).  

Realist reviews are therefore inclusive of evidence from all forms of study design, as even 

óanecdotalô evidence can give insights into hidden or implicit mechanisms (ñnuggetsò; 

Pawson, 2006).  Realist reviews have been used extensively in primary care research 

(Ford et al.,2016) and prescribing (Papoutsi et al., 2018) and was therefore deemed an 

appropriate methodology to answer the research question posed here.  

3. Objectives   
 

The PhD aims to address seven key objectives. 

3.1 Initial programme theory  

A realist review, using only secondary data, will be conducted with the aim of 

theorising barriers to meaningful and shared conversations about antipsychotic 

medication in primary care and theorises how these barriers can be overcome. 

This includes outlining an initial programme theory (Chapter 2).  

3.2 Refining the programme theory 

To refine the initial programme theory, two separate studies will be conducted. 

The first study consists of service user interviews (Chapter 3), collecting key 

demographic and clinical variables, as well as exploring service user views on 

antipsychotic medication reviews, reduction, and discontinuation, with the aim to: 

3. 2.1 To determine potentially unique demographic and clinical 

differences between primary care only and secondary care service users  
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3. 2.2 To determine primary care Service user views of long-term 

antipsychotic treatment, and how this might differ to secondary care 

service users.  

3.2.3 To identify key considerations when discussing antipsychotic 

medication with service users, taking their concerns into account.   

A second study will be conducted (Chapter 4). This will include designing 

a GP survey, based on the realist review, to: 

3. 2.4  

To determine if GPs are able to identify service users who are solely 

under primary care and whether there are any specific practice specific 

guidelines for this population?  

3.2.5 

To determine GPsô views on long term antipsychotic medication for 

service users with an SMI diagnosis. 

3.2.6  

To determine if primary care only antipsychotic medication reviews are 

occurring, and if so, how comfortable GPs are in reviewing, reducing and 

stopping (where appropriate) antipsychotic medication.  

3.2.7  

To collect data, specifically for those areas that lack literature in the 

Realist Review, to further refine the programme theory.  
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3. 3. Final programme theory (Chapter 5 and 6) 

The findings of the Realist Review and additional collected data (GP and service 

user views) will be synthesised to propose a final programme theory with the 

aim of developing a core set of recommendations for primary care antipsychotic 

medication reviews, which also outlines key areas for future research.  

 

4. The Realist Synthesis Process  
 

Whereas each data collection chapter (2,3,4) has their own individual 

methodology section (which is described in depth in each chapter), the 

overarching methodology is that of a realist informed synthesis, based on 

Pawson & Tilley (1997, outlined in 2.1) and follows the standards outlined in the 

RAMESES guidelines (Wong et al, 2013). To illustrate this process more clearly, 

please see Figure 5 (taken from Salter and Kothari, 2014). 
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FIGURE 5 PHASES OF THE REALIST SYNTHESIS (ADAPTED FROM SALTER AND 

KOTHARI,2014) 

 

The next chapter  describes Phase 1, formulation of the initial programme theory 

using only secondary data (Chapter 2), which is followed by two data collection 

and data analysis chapters (Phase 2 and 3, outlined in Chapters 3 and 4). 

Chapter 5 will outline the refinement process (Phase 4), including the data 

synthesis and refinement of the programme theory. The refinement process was 

iterative throughout and is described in a linear way in this PhD to aid 

understanding of the research process.  Chapter 6 discusses the results of the 
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PhD and will also outline to which degree each quality standard for realist 

synthesis (RAMESES, 2014) has been met by this realist informed synthesis, 

for the purposes of transparency. 

 

 

 

 

 

 

 

 

 

 

Chapter 2 ς Realist Review  
 

This Realist review was published in BMC Psychiatry in February 2021 (please see 

Appendix for full publication) and was presented at the Realist2020 conference.  

 

 

This chapter describes the realist review conducted on primary care antipsychotic 

medication reviews. The aim is to theorise barriers to meaningful and shared 

conversations about antipsychotic medication in primary care and theorises how these 
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barriers can be overcome. This includes developing an initial programme theory. It 

outlines briefly the background of what it known on the topic already relevant to this 

review, describes the methodology and the results of the review: five CMOCS and an 

initial programme theory. It goes on to explain the substantive theory and highlights 

recommendations for future research.  

 

1. Introduction/Background 

 

As outlined in Chapter 1, an increasing number of Service Users diagnosed with serious 

mental illness, are being discharged from specialist services to primary care only (as 

discussed in (Byng, 2005; Siddiqi, Doran, Prady, & Taylor, 2017). Although exact 

numbers have not been reported, it is estimated that approximately 31% of people 

diagnosed with SMI are under primary care only in the UK (Burns & Kendrick, 1997; 

Kendrick et al., 1994; Reilly et al., 2012). In crisis, service users can be referred back to 

secondary care, but in all other cases, General Practitioners (GPs) are service users point 

of access to mental health care. To what extent GPs are able to provide adequate 

treatment for the stable, on long term medication part of the SMI population is unclear.  

Antipsychotic medication deserves specific attention in this population, as it is the main 

treatment, and also has serious adverse effects, as discussed in Chapter 1. Research 

also found that service users under primary care only were prescribed significantly more 

medication than service users who were also seen in secondary care Reilly et al (2012). 

Given that up to 40% of service users do not show improvements from medication (NICE, 

2014) and the presence of severe side effects resulting in long term health problems, 

medication should be reviewed regularly to ensure that it is prescribed appropriately. It is 
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crucial to find a balance between the ñlowest dose that affords protection while minimizing 

side-effectsò (Burns & Kendrick, 1997). This needs to be reviewed on an ongoing basis, 

as the need for medication also changes across the lifetime, with guidance advising that 

older adults should be on lower doses (Adler & Griffith, 1991; Uchida & Mamo, 2009). 

This may be particularly pertinent to primary care only patients, who are on average older, 

and have been diagnosed with SMI for longer than service users still under secondary 

care (Kendrick et al., 1994; Reilly et al., 2012). Guidance also suggests for service users 

to ñstop taking it graduallyò when medication is no longer required (NICE, 2014), however 

it is unclear how this is to be executed, let alone in primary care. Little and vague guidance 

is available on medication reviews in primary care (Mortimer et al., 2004). It is clear that 

antipsychotic medication needs to be reviewed regularly; however it is unclear whether 

medication is reviewed for those service users no longer under secondary care services, 

and what potential barriers and facilitators to this area. 

Due to the lack of research in this area, we conducted a realist review. Realist reviews 

allows researchers to explore the underlying factors which might influence medication 

reviews in primary care and to develop a testable, explanatory framework, which could 

guide further research in this area (Pawson, 2006).  

 

2.  Aim  
 

The aim of this chapter is to explore ñwhat works, for whom, in what respects, to what 

extent and in which contextò, for medication reviews conducted in primary care for service 

users diagnosed with SMI.  

The specific review questions were:  
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1) What contexts and mechanisms facilitate or prevent antipsychotic medication 

reviews in primary care in patients diagnosed with psychosis ?      

2) What contexts and mechanisms facilitate or prevent service users with SMI 

diagnoses from initiating effective and appropriate medication reviews?  

3) Are there alternative outcomes from starting a medication review for GPs/service 

users/ other stakeholders? 

 

 

3. Flow diagram of the project 
 

The review protocol was registered with PROSPERO (CRD42018107573). A realist 

review includes several, iterative literature searches. This chapter describes Phase 1 as 

outlined in the Introduction (4. Realist Synthesis). For this review, discussions with 

stakeholders and a scoping search informed the initial programme theory, which was 

refined following the main, systematic literature search. To refine the programme theory 

further, a citation search and additional, non-exhaustive search was completed. Refining 

the programme theory was an iterative process (Figure 1 Flow diagram)   
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FIGURE 6 CHAPTER 2  REALIST REVIEW FLOW DIAGRAM 

 

4.  Initial Programme Theory Development 
 

Following stakeholder discussions and a scoping review, local NHS guidance was also 

searched to shed light on potential mechanisms. Informal discussions were held with key 

stakeholders to increase understanding of current practice in medication reviews and 

identify any potentially relevant literature. This included discussions with GPs, members 

of the Lived Experience Advisory panel (LEAP) 1  , psychiatrists and local Clinical 

Commissioning Group (CCGs). The aim was to identify how medication reviews are 

currently operationalised and which potential barriers and facilitators exist. Following 

 
1 LEAP is made up of people with expertise in antipsychotic medication through personal use or as a carer for someone 

with psychosis. It meets regularly to discuss the progress of the RADAR study and to contribute to its development, for 

example, advising on the antipsychotic reduction strategy. RADAR is a 6-year NIHR funded programme, comparing the 

effects of antipsychotic reduction treatment with maintenance treatment, led by Dr Joanna Moncrieff. The LEAP were 

consulted on 4 separate occasions during the design stage, following the scoping searches and following initial CMOC 

coding.  
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these discussions, the topic area for this review was narrowed down, to focus on GP and 

primary care only patientsô medication reviews, leaving out, for example, consideration of 

the factors affecting service users making or attending appointments, and communication 

with, or prescribing done prior by secondary care, as these do not directly influence the 

content of a medication review and are therefore considered beyond the remit of this 

review. Documents that included data relating to GP views of secondary care were still 

included, as early discussions indicated that these views may play a role in the conduct 

of medication reviews for primary care only service users. 

These led to the development of very early stage ñprogramme theoriesò (see Glossary), 

or theorised explanations of how medication reviews may operate (see Figure 4). These 

initial programme theories were discussed ongoingly with the research team (LG, CD, 

JM, NC, RB) and stakeholders. 

 

5. Main, systematic search 
 

Initial scoping searches indicated a paucity of specific papers discussing antipsychotic 

medication management in primary care, so the search terms for the main search were 

kept very broad to improve its sensitivity and reduce the risk of missing data related to 

any potential contexts or mechanisms (ñBig Bang Approachò; (Booth et al., 2020). Some 

discussion papers explored antipsychotic prescribing without specifically using the term 

schizophrenia/psychosis or SMI (Marston et al., 2014; Mortimer et al., 2005) therefore 

this concept was left out of the main search. Search terms included variations describing 

antipsychotic medication (antipsychotics, major tranquilizers, neuroleptics), as well as 

variations describing primary care (general practitioners, primary care, GP). Following 

guidance from the LEAP group, terms describing pharmacists and nurse practitioners 



   
 

Page 59 | 441 

 

were also included in the search, as it had been suggested that these groups could play 

a potential role in the facilitation of medication reviews. The search terms and strategy 

can be found in Appendix 1. 

Using papers identified in the initial scoping strategy as benchmarks, search terms were 

piloted and amended accordingly to ensure that highly relevant papers were retrieved.  

Medline (via HDAS), EMBASE (via HDAS), The Cochrane Library, CINAHL (via HDAS), 

PsycINFO (via HDAS), PsycEXTRA, the Web of Science Core Collection, Scopus, IBSS, 

OpenGrey and PubMed (via HDAS) were searched in August 2018. The search terms 

and syntax were adapted as needed according to the database searched. The results 

were imported into Mendeley (version nr 1803). Papers from scoping searches were also 

included. Citation search and iterative search were run in April and August 2019 and the 

results were also added to Mendeley (Figure 3). 

 

The inclusion criteria were:      

ǒ Adults (age 18 and above) 

ǒ Diagnosis of Psychosis, schizophrenia, psychosis like symptoms (SMI) 

ǒ Medication reviews, care and treatment of service users diagnosed with SMI  

ǒ Published after 1954 (year the first antipsychotic was introduced) to present day 

ǒ Published in English language 

ǒ All study methodologies  

ǒ Prescription of antipsychotic medication in primary care 

Exclusion criteria 
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ǒ Service users currently under section (Mental Health Act, Forensic, Community 

Treatment Order) 

ǒ Service users currently in crisis or studies discussing Crisis services (Home 

Treatment Team etc) 

ǒ Animal studies 

ǒ Physical health reviews only, which do not include factors around treating service 

users or have medication reviews alongside 

ǒ Studies discussing prescription of non-antipsychotic medications 

ǒ Studies from developing countries 

ǒ Studies discussing the prevalence and treatment of side effects by adding other 

(non-antipsychotic) medications 

ǒ Studies discussing the prevalence or validity of a diagnosis of severe mental illness 

ǒ Off ï label prescribing 

Excluded later 

ǒ Bipolar studies ï too much coverage of affective mood states, and non ï AP 

medication. Following reading a significant subsample of papers, it was decided 

that these did not add anything additional to the programme theories.  

ǒ Clozapine papers ï as most service users who are prescribed clozapine, receive 

regular reviews at clozapine clinics and are prescribed clozapine there, these 

studies were not deemed to be ñGP onlyò and therefore excluded.  

      

LG first screened all results based on title. Following exclusion by title, the remaining 

papers were screened by abstract. A random 10% sample of references were screened 
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in duplicate by LG and CD, to ensure the appropriateness of the inclusion and exclusion 

criteria, as well as consistency in their application. Following initial discussions, the main 

obstacles identified were due to the paucity of papers discussing the medication reviews 

directly, and vague abstracts. The disagreements were easily resolved following 

discussion, and this discussion guided the remaining screening. All remaining papers 

were screened by LG. LG and CD screened a 10% subsample of full text papers; full 

agreement was achieved following discussion. LG screened the remaining papers.  

6. Additional searches 
 

7.1 Citation Search 
 

Backward citation searches were completed for all suitable papers identified upon full text 

screening. Citation searches were completed for those sections of the included 

documents from which relevant data was extracted and included in the review. This 

approach ensured that additional highly relevant data from cited documents that were not 

identified in the main search was considered for inclusion in the review.  

7.2 Iterative searches  
 

The synthesised data following the main and citation search pointed towards the 

importance of stereotypes and stigma. Therefore, an iterative search was conducted to 

further develop the programme theory. A Google Scholar search was completed to shed 

further light on the developing programme theory, using the search terms ñGPò, ñSMIò and 

ñstereotypesò or ñstigmaò.  

 

7. Extracting and organising data 
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All included papers from full text screening were added to NVivo (version 12.6.; qualitative 

data analysis software) and were initially coded into descriptive categories, which could 

shed light on potential Contexts, Mechanisms or Outcomes (C, M or O, see Glossary). 

The initial coding frame was very granular, to allow for nuanced details to be picked up 

by the analysis. CD coded a 10% subsample, in order to ensure consistency in coding. A 

consensus approach was used to deal with any potential discrepancies.  

 

8. Synthesising the evidence and drawing conclusions 
 

9.1 Quality appraisal - Assessing relevance, trustworthiness, and rigour 
 

Further assessment of the relevance and rigour of the data available in the included 

papers was conducted at this stage. The quality appraisal process was completed in two 

stages: 1) overall quality appraisal 2) individual CMOC quality appraisal.  

1) Overall quality appraisal: 

The relevance of all included papers was assessed using a traffic light system, adapted 

from Jagosh et al. (2011) and Francis-Graham et al. (2019). Papers which contributed 

data relating to only an individual C, M or O, were classified as ñredò, if it contributed to 

two of the criteria, as amber, and to all three (C,M,O) as ñgreenò. They were also assessed 

according to relevance (low, moderate, high). Papers that had low relevance and only 

contributed to one of the C, M or O (therefore ñred) were excluded, if this information was 

available in other, included papers. The quality of each included paper was then assessed 

using an appropriate critical appraisal tool. For empirical papers, the Mixed Methods 

Appraisal Tool (MMAT, version 2018) was used, for systematic reviews the Critical 

Appraisal Skills Programme for systematic reviews (CASP Systematic Review, 2018) was 
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used to assess rigour. For the MMAT, scoring consisted of two screening questions, 

which were rated ñyesò, ñnoò or ñcanôt tellò, followed by five questions dependent on the 

study design (qualitative, quantitative, mixed methods), again rated ñyesò, ñnoò or ñcanôt 

tellò. For the CASP, all 11 questions were scored on a ñyesò ñnoò ñcanôt tellò range. Non-

systematic literature reviews were not quality assessed. Instead, for those sections in the 

paper used to refine the programme theories, references were double checked for 

credibility. This allows for the inclusion of ñnuggetsò of information, which otherwise might 

not meet rigour assessment but contribute greatly to relevance (Pawson, 2006). 

A traditional quality assessment tool was included as part of the relevance, rigour and 

trustworthiness assessment for  transparency purposes. The underpinnings of  the realist 

approach were maintained, in that no papers were excluded based on quality appraisal 

assessment scores. Scores can however give the reader a clearer understanding of the 

sources which underlie each CMOC, as seen in Francis-Graham (2019) for example.   

LG and CD completed a random 10% subsample of the quality appraisals to pilot this 

method and agreed that this was suitable for this project. Again, a consensus approach 

was used. Following a discussion, the remaining 90% were completed by LG. Please see 

Appendix 2 for overall quality appraisal. 

 

2) Individual CMOC quality appraisal 

Following the development of specific Context, Mechanism and Outcome Configurations 

(CMOCs, see Glossary), each was quality assessed (Table 1). The overall quality of the 

data included in the development of each CMOC was considered in relation to several 

criteria. For each CMOC, included data was first assessed in relation to its contribution of 

information relating to C, M or O (as above). Scores were given accordingly: A - papers 
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providing evidence on C, M and O relevant to this CMOC, B - papers providing evidence 

on only two of the three (C, M, O) criteria or C - providing information only on one of C, M 

or O). Secondly, relevance was further assessed on a 3-point scale of A to C: A - papers 

of high relevance to the CMOC, B- papers of moderate relevance to the CMOC and C- 

low relevance. The closer the data was to discussing C, M or O in primary care, for people 

diagnosed with SMI and treated with antipsychotics, the higher the relevance. Reasons 

for each scoring was recorded for transparency (Appendix 3). Thirdly, the quality of the 

evidence was assessed, again on a A-C scale: A - evidence was derived directly through 

the studiesô findings B -evidence was taken from the discussion, based on the studyôs 

findings (this allows for the inclusion of the authors suggestions on the nature of their 

findings) and C - taken from the introduction or from a non-systematic literature review, 

opinion or editorial. LG completed this assessment for each individual CMOC, any queries 

were discussed with CD and resolved by discussion.  

 

 Contributes to C, M, 

O? 

Relevance of 

contribution? 

Quality of contribution 

Scorin

g  

A - provides evidence 

of all 3 (C, M, O) 

B - provides evidence 

on only 2  

C - provides evidence 

on only one criterion 

A - high 

B - moderate 

C - low 

A - contribution taken from 

finding of a scientific study 

B - contribution taken from the 

discussion section 

C - taken from the introduction, 

or for non-systematic literature 

reviews, editorials and opinion 
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papers 

 

FIGURE 7 INDIVIDUAL QUALITY APPRAISAL 

 

 

 

 

 

9.  Synthesis & substantive theory  
 

The process of refining the programme theory included appraising and juxtaposing data 

sources. This was done by extracting data into possible Contexts, Mechanisms and 

Outcomes. Codes were refined iteratively in NVIVo (Version 12.6), leading to the 

development of initial Context Mechanism Outcome Configurations. These were 

discussed with stakeholders and refined further. Alongside this quality appraisal were 

completed, which allowed researchers to assess the quality and compare and contrast 

the evidence available. The programme theory was tested and refined ongoingly through 

data triangulation. The programme theory and data codes were refined iteratively, as per 

the five steps (Pawson, 2006). Once the final programme theory was developed, another 

round of data extraction was completed to ensure that no data was missed. Retroductive 

reasoning was used to theorize the programme theory, based on available evidence. 

During the process of developing and refining CMOCs, it became apparent that a 

common theme relating to the effect of stereotyping was common to multiple areas of the 

analysis. An iterative literature search was therefore conducted to explore this theory in 

more depth, with the aim of identifying relevant theoretical perspectives that could further 

explain the data and strengthen the overall programme theory. 
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10. Results 

11.1 Agents considered to be playing a role: 
 

Based on the records identified in the scoping search and stakeholder discussions, 

including the LEAP panel, the following groups of people are thought to influence directly 

or indirectly, the antipsychotic decision-making process in primary care in the UK (Figure 

2). Whereas the interaction between GP and service users is crucial, these decisions are 

also influenced by the relationship GPs have other GPs in their practice, the practice 

nurses and with secondary care services, like community mental health psychiatrist and 

GP liaison services (where available). Medication reviews are also thought to be 

influenced by the wider NHS context and Quality Outcome Framework guidance. Service 

Users and GPs are further influenced by their family members, friends, and carers, as 

well as potentially by the media.  
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FIGURE 8 AGENTS THOUGHT TO BE INVOLVED IN THE MEDICATION DECISION MAKING PROCESS 

 

 

11.2 Search 

 

 

The main search was conducted in August 2018, in a total of 11 databases MEDLINE, 

EMBASE, The Cochrane Library, CINAHL, PsycINFO, PsycEXTRA, the Web of Science 

Core Collection, Scopus, IBSS, PubMed, OpenGrey. Papers identified in the earlier 

scoping searches were also added. Citation searches were run in May 2019. Iterative 

searches were conducted in September 2019 (Figure 1). Due to the broad search terms, 

a large number of references were excluded as they were not relevant to the research 
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question. Applying the inclusion and exclusion criteria listed above, 5109 papers were 

found potentially suitable following title screening (see figure 3).  

 

FIGURE 9 LITERATURE SEARCH 

11.3 Initial programme theories and feedback 

 

The initial focus of the review was on the content of antipsychotic medication reviews in 

primary care. The searches identified several studies conducted in primary care settings, 

but no studies focused on primary care only service users. Following on from this and GP 

stakeholder discussions, it became apparent that discussions around medication may not 

be happening in primary care at all. Therefore, the revised focus of this review was 

whether antipsychotic medication reviews occur (or not), rather than the quality and 

content of medication reviews. There is a paucity of studies discussing how often and in 

what depth medication reviews occur in primary care, especially for those service users 

who are under the care of their GP only (figure 4). 
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FIGURE 10  INITIAL PROGRAMME THEORIES 

 

Initial programme theories (figure 3) focus heavily on GPsô lack of knowledge and training 

(Baker et al., 2019; Boardman, McCann & Clark, 2008; Rasmussen, 2006; Toews et al., 

1996), however most service users know that GP has limited training and the important 

thing is to be heard and referred at the right time (Lester et al., 2005). Difficulties in 

adhering to standards were also noted in physical health (Burns & Kendrick, 1997; 

Feeney & Mooney, 2006; Jones et al., 2015; Lambert & Newcomer, 2009), suggesting 

that issues regarding medication reviews may possibly not be related to a lack of mental 

health knowledge and training alone. A lack of mental health guidance was also an initial 

factor, however even where there was guidance available, it was not well adhered to, as 

seen in rates of polypharmacy for example (Mortimer, 2004; Patel et al., 2014).  

Other factors, like the low frequency of SMI diagnoses and complex medication regimes 

in this population were also excluded, as these are unlikely to change. Similarly, 
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institutional barriers were considered to potentially play a role. Stakeholder discussions 

identified that GPs cannot easily identify which of their service users are primary care 

only, and which are also under secondary care. Although this is likely to influence the 

initiation of conversations about medication, it cannot be changed readily. Following the 

scoping searches, practice nurses were also excluded from the review, as they did not 

seem involved centrally (Reilly et al., 2012), although there should definitely be scope to 

be involved as recommended in the literature (Millar et al., 1999) and by the LEAP 

members.  

 

11. Main Findings 

In the end, a total of 55 papers were included, of which 30 were identified through the 

main search, 20 through the citation search, and 5 through the iterative search (Figure 3 

Search Strategy). It included 34 empirical studies (of which N=15 questionnaires and 

N=15 qualitative interviews), 1 systematic review, 16 non-systematic literature reviews 

and N=4 other (e.g., NICE guidance and news reports).  

The review consists of N=27 papers discussing the care and treatment of people 

diagnosed with SMI, including 10 articles on guidance for GPs and 7 GP surveys on the 

treatment and care of people diagnosed with SMI, N=21 papers discussing the 

experience of antipsychotic medication and treatment from the service user perspective, 

and N=7 on stigma and Shared Decision Making.  

34 studies were empirical studies, which were assessed using the MMAT, 1 systematic 

review, which was assessed using the CASP for systematic reviews, and the remaining 

20 were not quality assessed, as they were non-systematic literature reviews, guidance 

documents or opinion pieces. (For detailed quality assessment, please see Appendix 2). 

The overall quality of the papers was acceptable; however, no studies directly exploring 
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the care or needs of GPs or primary care only service users were found, despite a 

comprehensive search.  

 

Through synthesis of the data, several Context, Mechanism and Outcome Configurations 

(CMOCs) were developed:  

Barrier 1: Low expectations regarding recovery from mental illness 

Barrier 2: Perceived lack of patientsô capabilities to participate in medication reviews 

Barrier 3: Lack of information sharing between GPs and patients 

Barrier 4: Perceived risk of service users 

Barrier 5: Uncertainty regarding medication and illness trajectory 

Facilitators to antipsychotic medications reviews.  

 

These CMOCs illustrate potential reasons for the lack of conversation or appropriate 

review of antipsychotic medication in SMI people diagnosed with schizophrenia or 

psychosis. They were theorised from a GP view and a service user view. They are not 

mutually exclusive, more than one or none may characterise any particular situation, 

and each may occur to a lesser or greater extent (ñdimmer switchò; Dalkin et al., 2015). 

They were developed from the following papers:  
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TABLE 3 INCLUDED PAPERS 

First author Title Coun

try 

Sett

ing* 

Aim Study Design and data 

collection 

Adams, 

2007 

Shared Decision-Making 

Preferences Of People With 

Severe Mental Illness 

USA G Perceived roles and preferences were explored for 

shared decision making among persons with 

severe mental illnesses. 

Questionnaire 

Aref-Adib, 

2016 

 

A Qualitative Study Of Online 

Mental Health Information 

Seeking Behaviour By Those 

With Psychosis 

UK G To explores the nature, extent and consequences 

of online mental health information seeking 

behaviour by people with psychosis and to 

investigate the acceptability of a mobile mental 

health application (app). 

Qualitative interviews 

BMJ News, 

1995 

 

Mental Health Law Obsolete, 

Says Inquiry. 

UK G news report News report 
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Boardman, 

2008 

 

Accessing Health Care 

Professionals About 

Antipsychotic Medication 

Related Concerns 

Austr

alia 

G To describe service usersô access to and 

satisfaction with health care professionals, 

including nurses, as related to usersô antipsychotic 

medication concerns. 

Questionnaire 

Britten, 

2010 

 

Resisting Psychotropic 

Medicines: A Synthesis Of 

Qualitative Studies Of 

Medicine - Taking 

UK G Describe lay perspectives on prescribed 

psychotropic medicines.  

Systematic review of 

qualitative studies 

Burns, 1997 

 

The Primary Care Of Patients 

With Schizophrenia: A Search 

For Good Practice 

UK PC To develop practice for establishing a register and 

organizing regular reviews; comprehensive 

assessments; information and advice for patients 

and carers; indications for involving specialist 

services; and crisis management. 

Consensus group 

developed good practice 

guidelines based on 

current literature 
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Carr, 2004 

 

Attitudes And Roles Of 

General Practitioners In The 

Treatment Of Schizophrenia 

Compared With Community 

Mental Health Staff And 

Patients 

Austr

alia 

PC  To examines the attitudes and roles of Australian 

GPs in the treatment of schizophrenia and their 

relationships with specialist services. 

Questionnaires 

(completed by GPs, 

mental health staff and 

service users) 

Carrick, 

2004 

 

The Quest For Well-Being: A 

Qualitative Study Of The 

Experience Of Taking 

Antipsychotic Medication 

UK G To outline the experience of taking antipsychotic 

medication 

Qualitative interviews + 

focus group 

Corrigan, 

2000 

Mental Health Stigma as 

Social Attribution: Implications 

for Research Methods and 

Attitude Change 

USA n/a To illustrate how attribution model advances 

research questions related to mental health stigma 

Non- systematic literature 

review 
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Corrigan, 

2013 

Erasing the Stigma; Where 

Science Meets Advocacy 

USA n/a Review of existing research regarding public 

stigma reduction, looking at approaches within 

mental health and other stigmatised communities. 

Non- systematic literature 

review 

Crawford, 

2014 

 

Assessment And Treatment 

Of Physical Health Problems 

Among People With 

Schizophrenia: National 

Cross-Sectional Study 

UK G To examine the quality of assessment and 

treatment of physical health problems in people 

with schizophrenia. 

Audit of routine data + 

questionnaire 

Delman, 

2015 

Facilitators And Barriers To 

The Active Participation Of 

Clients With SMI In 

Medication Decision Making: 

The Perceptions Of Young 

Adult Clients 

USA G To explore factors influencing active participation 

of young SU in psychotropic medication decision 

making  

Qualitative interviews 
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Dixon, 2008 Medical Studentsô Attitudes 

To Psychiatric Illness In 

Primary Care 

UK PC We describe a study of the attitudes and predicted 

behaviours of medical students towards patients 

with mental illness in primary care. To investigate 

the effects that level of undergraduate medical 

training and personal characteristics might have on 

responses. 

Vignettes (either 

schizophrenia, 

depression, diabetes or no 

illness) and questionnaire 

Donlon, 

1987 

"The Schizophrenias:  

Medical Diagnosis And 

Treatment By The Family 

Physician" 

USA PC Overview of care of schizophrenia in primary care Non ï systematic 

literature review 

Feeney, 

2006 

Atypical Antipsychotic 

Monitoring: A Survey Of 

Patient Knowledge And 

Experience 

Irelan

d 

G To examine the knowledge and experiences of 

side-effects and their monitoring in patients 

prescribed atypical antipsychotic medications. 

Questionnaire 
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Galon, 

2012 

Engagement In Primary Care 

Treatment By Persons With 

Severe And Persistent Mental 

Illness 

USA PC To describe the social process of engagement in 

primary care treatment from the perspective of 

persons with SPMI. 

Qualitative interviews 

Happell, 

2004 

Wanting To Be Heard: Mental 

Health Consumersô 

Experiences Of Information 

About Medication 

Austr

alia 

G To examine the experiences of consumers, 

specifically in relation to education and decision 

making with regards to medication. 

Focus group 

Hustig, 

1998 

Managing Schizophrenia In 

The Community 

Austr

alia 

PC Overview of care of schizophrenia in primary care MJA Practice Essentials 

(non systematic literature 

review) 

Johnson, 

1997 

Professional Attitudes In The 

UK Towards Neuroleptic 

Maintenance Therapy In 

Schizophrenia 

UK G To assess length of time considered suitable for 

treatment of schizophrenia 

Teleconference between 

consultant psychiatrists, 

GPs, pharmacists and 
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CPNs + Questionnaire + 

commentary 

Jones, 

1987 

Educating Family Physicians 

To Care For The Chronically 

Mentally Ill 

USA PC overview of care of schizophrenia in primary care Non ï systematic 

literature review 

Jones, 

2015 

Schizophrenia In A Primary 

Care Setting 

UK 

(but 

studi

es 

from 

all 

over) 

PC overview of care of schizophrenia in primary care Non ï systematic 

literature review 

Katschnig, 

2018 

Psychiatry's Contribution To 

The Public Stereotype Of 

Austr

ia 

G To discuss the origins of the idea of a chronic brain 

disease, of the split personality concept derived 

from the term ñschizophreniaò , and the craziness 

Non ï systematic 

literature review 
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Schizophrenia: Historical 

Considerations 

idea reflected in the ñfirst rank symptomsò, which 

are all hallucinations and delusions . 

Kendrick, 

1995 

Randomised Controlled Trial 

Of Teaching General 

Practitioners To Carry Out 

Structured Assessments Of 

Their Long Term Mentally Ill 

Patients 

UK PC To assess the impact of teaching general 

practitioners to carry out structured assessments of 

their long term mentally ill patients. 

RCT of structured 

assessments vs TAU 

Lambert, 

2009 

Are The Cardiometabolic 

Complications Of 

Schizophrenia Still 

Neglected? Barriers To Care 

USA 

mostl

y 

PC barriers of physical health testing in primary care Non systematic literature 

review 

Lawrie, 

1998 

General Practitionersô 

Attitudes To Psychiatric And 

Medical Illness 

UK PC To examine the attitudes of general practitioners to 

patients with di erent psychiatric and medical 

illnesses. 

Vignettes  
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LeGeyt, 

2016 

Personal Accounts Of 

Discontinuing Neuroleptic 

Medication For Psychosis 

UK G To explore personal accounts of making choices 

about taking medication prescribed for the 

treatment of psychosis (neuroleptics).  

Qualitative Interviews 

Lester, 

2003 

Satisfaction With Primary 

Care: The Perspectives Of 

People With Schizophrenia 

UK PC This study aimed to explore the elements of 

satisfaction with primary care for people with 

schizophrenia. 

Qualitative interviews 

Lester, 

2005 

Patientsô And Health 

Professionalsô Views On 

Primary Care For People With 

Serious Mental Illness: Focus 

Group Study 

UK PC To explore the experience of providing and 

receiving primary care from the perspectives of 

primary care health professionals and patients with 

SMI respectively 

Focus group 

Magliano, 

2017 

Effects Of The Diagnostic 

Label óSchizophreniaô, 

Actively Used Or Passively 

Accepted, On General 

Italy PC To investigate GPsô views of schizophrenia and 

whether they were influenced by a óschizophreniaô 

label, passively accepted or actively used. 

Vignette + Questionnaire 
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Practitionersô Views Of This 

Disorder 

Maidment, 

2011 

An Exploratory Study Of The 

Role Of Trust In Medication 

Management Within Mental 

Health Services 

UK SC To develop understandings of the nature and 

inþuence of trust in the safe management of 

medication within mental health services 

Focus groups 

McDonell, 

2011 

Barriers To Metabolic Care 

For Adults With Serious 

Mental Illness: Provider 

Perspectives 

USA PC This study assessed barriers to metabolic care for 

persons with serious mental illness (SMI) by 

surveying experienced healthcare providers. 

Questionnaire 

Mitchel & 

Selmes, 

2007 

Why Donôt Patients Take 

Their Medicine? Reasons And 

Solutions In Psychiatry 

UK G To discuss patientsô reasons for failure to concord 

with medical advice, and predictors of and 

solutions to the problem of nonadherence. 

Non ï systematic 

literature review 

Morant, 

2016 

Shared Decision Making For 

Psychiatric Medication 

UK G This conceptual review argues that several aspects 

of mental health care that di er from other health-

Conceptual review 
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Management: Beyond The 

Micro-Social 

care contexts may impact on processes and 

possibilities for SDM. 

Morrison, 

2015 

Living With Antipsychotic 

Medication Side-Effects: The 

Experience Of Australian 

Mental Health Consumers 

Austr

alia 

G The present study explores peopleôs experience of 

living with antipsychotic medication side-effects  

Qualitative interview 

Mortimer 

2004 

Atypical Antipsychotics As 

First-Line Treatments For 

Schizophrenia  

Advantages For Stakeholders 

In The UK Healthcare System 

UK G Review on antipsychotic prescribing Non ï systematic 

literature review 

Mortimer 

2005 

Primary Care Use Of 

Antipsychotic Drugs: An Audit 

And Intervention Study 

UK  PC To audit and intervene in the suboptimal 

prescribing of antipsychotic drugs to primary care 

patients. 

Audit + intervention study 
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NICE, 2014 PSYCHOSIS And 

Schizophrenia In Adults 

UK G Guidelines on treatment and management Evidence based guideline 

Oud, 2009 Care For Patients With 

Severe Mental Illness: The 

General Practitioner's Role 

Perspective 

UK PC Responsibility and nature of care for people with 

SMI was explored from a GP perspective 

Questionnaire 

Pereira, 

1997 

A Survey Of The Attitudes Of 

Chronic Psychiatric Patients 

Living In The Community 

Toward Their Medication 

UK G To assess the acceptability of depot among those 

patients receiving medication via this route and, 

finally, to assess the views of subjects receiving 

oral medication about depot.  

Questionnaire 

Pilgrim, 

1993 

Mental Health Service Usersô 

Views Of Medical 

Practitioners 

UK PC positive and negative views about general 

practitioners (GPs) and psychiatrists are 

examined. 

Questionnaire 

Rasmussen Improving Practice UK PC Overview of care of people with SMI for GPs Non ï systematic 

literature review 
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2006 

Roe,  

2009 

Why And How People Decide 

To Stop Taking Prescribed 

Psychiatric Medication: 

Exploring The Subjective 

Process Of Choice 

Israel G The purpose of the present study was to explore 

why and how people with a serious mental illness 

(SMI) choose to stop taking prescribed medication 

Qualitative interviews  

Rogers,  

2002 

Some National Service 

Frameworks Are More Equal 

Than Others: Implementing 

Clinical Governance For 

Mental Health In Primary Care 

Groups And Trusts 

UK PC To reports on Primary Care Groups (PCGs) and 

Primary Care Trusts (PCTs) engaged with the 

Mental Health National Service Framework (NSF) 

as part of their remit to implement clinical 

governance. 

Multiple case study 

Rogers, 

1998 

The Meaning And 

Management Of Neuroleptic 

Medication: A Study Of 

UK G To describe the meaning and management of 

neuroleptic medication by people who have 

received a diagnosis of schizophrenia.  

Qualitative interviews 
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Patients With A Diagnosis Of 

Schizophrenia 

Royal 

College of 

Psychiatrist

s 

Mental Illness: Stigmatisation 

And Discrimination Within The 

Medical  

Profession 

UK SC Report to combat and reduce stigmatisation of 

people with mental disorders. 

Non ï systematic 

literature review 

Salomon, 

2013 

ñAll Roads Lead To 

Medication?ò Qualitative 

Responses From An 

Australian First-Person 

Survey Of Antipsychotic 

Discontinuation 

Austr

alia 

G The purpose of the survey was to better 

understand the experiences of people who attempt 

antipsychotic discontinuation. 

Questionnaire 

Schachter 

1999 

Documenting Informed 

Consent For Antipsychotic 

Medication  

Cana

da 

PC To educate about informed consent Editorial 
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What Family Physicians 

Should Know 

Schizophre

nia 

Commissio

n, 2012 

The abandoned illness: a 

report from the Schizophrenia 

Commission 

UK G To examine the provision of 

care for people living with psychotic illness. 

Non-systematic literature 

review + survey + visits to 

services 

Schulze, 

2017 

Stigma And Mental Health 

Professionals: A Review 

Of The Evidence On An 

Intricate Relationship 

Switz

erlan

d 

SC To explore ways in which mental health 

professionals are 

óentangledô in anti-stigma activities. It will outline 

the complex relationships between stigma and the 

psychiatric profession, 

presenting evidence on how its members can 

stigmatizers, stigma recipients and powerful 

agents of de-stigmatization. 

Non ï systematic 

literature review 
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Seale, 

2007 

Antipsychotic Medication, 

Sedation And Mental 

Clouding: An Observational 

Study Of Psychiatric 

Consultations 

UK SC To explore how discussions about side effects are 

managed in practice 

Observational study + 

Conversation Analysis 

Toews, 

1996 

Improving The Management 

Of Patients With 

Schizophrenia In Primary 

Care: Assessing Learning 

Needs As A First Step 

Cana

da 

PC To assess family physician learning needs related 

to the care of patients with schizophrenia. 

Questionnaire 

Tranulis, 

2011 

Becoming Adherent To 

Antipsychotics: A Qualitative 

Study Of Treatment 

Experienced Schizophrenia 

Patients 

Cana

da 

G To explore views on illness and medication use 

and emphasized key turning points, such as 

periods of nonadherence and illness relapses. 

Qualitative interviews 
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Usher,  

2001 

Taking Neuroleptic 

Medications As The 

Treatment For Schizophrenia: 

A Phenomenological Study 

Austr

alia 

G To explore the experience of taking neuroleptic 

medications from the individualôs perspective 

Qualitative interviews 

Viron, 

2012 

Schizophrenia For Primary 

Care Providers: How To  

Contribute To The Care Of A 

Vulnerable Patient Population 

USA PC This review provides primary care providers with a 

general understanding of the psychiatric and 

medical issues speciýc to patients with 

schizophrenia and a clinically practical framework 

for engaging and assessing this vulnerable patient 

population  

Non- systematic literature 

review 

Younas, 

2016 

Mental Health Pharmacistôs 

Views On Shared Decision-

Making For Antipsychotics In 

Serious Mental Illness 

UK G To explore the views and experiences of UK 

mental health pharmacists regarding the use of 

SDM in antipsychotic prescribing in people 

diagnosed with SMI. 

Qualitative Interviews 
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*PC =primary care, SC= secondary care,  G = about care or treatment in general, without 

specifically looking at service provision in secondary or primary care services, n/a = 

setting unrelated to mental health
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12.1 CMOC 1 Low expectations regarding recovery from mental illness 

The first CMOC relates to low expectations regarding the recovery of mental 

illness. This CMOC was developed from 31 papers, largely empirical studies 

(N=21), including N=6 quantitative, cross-sectional studies, N=8 qualitative 

studies, and N=10 non-systematic reviews.  The majority of these papers were 

set in primary care (N=16). Synthesising the literature available, it appears that 

low expectations about recovery for service users could be a potential barrier to 

commencing conversations around antipsychotic medication in primary care.  

The GP and SU view are illustrated below (Figure 11 and 12).  

 

FIGURE 11  CMOC1 LOW EXPECTATIONS GP VIEW 

Context:

Low expectations 
+ 

Diagnosis of SMI

+

Reliance on 
antipsychotics as 
only treatment 

Mechanism:

Feeling hopeless

Outcome:

Little or no 
ongoing 

antipsychotic 
medication 

reviews
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FIGURE 12  CMOC1 LOW EXPECTATIONS SU VIEW 

  

CMOC1: Low expectations regarding recovery from mental illness 

With a diagnosis of severe mental illness (C), chances of recovery are seen 

as low. Antipsychotic medication is seen as the only treatment option (C). 

This notion appears to be communicated to service users (Lester et al., 2005) 

and their carers and family members (Hustig & Norrie, 1998). Mental health 

professionals, alongside GPs, were found to have low expectations (C) of 

what service users can achieve (Donlon, 1978; Hustig & Norrie, 1998; Lester 

et al., 2005), leaving GPs, as well as service users feeling hopeless (M) 

(Lester et al., 2005; Morrison et al., 2015) and therefore little or no action is 

taken to change the status quo (O)(Lawrie et al., 1998; Lester et al., 2003; 

Toews et al., 1996). 

Schizophrenia is considered a lifelong condition(Johnson & Rasmussen, 

1997; Jones & Knopke, 1987; Lester et al., 2005; Lester et al., 2003). Several 

papers discuss the presence of ñprevailing negative attitudesò (p. 183, (Jones 

& Knopke, 1987), and ñtherapeutic nihilismò in relation to this diagnosis 

Context:

GP 
communicates 
hopelessness 

to SU

Mechanism:

Feeling 
hopeless

Outcome:

Unlikely to 
discuss or 

initiate 
discussion
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(Lambert & Newcomer, 2009; Viron et al., 2012). It has been described as a 

perceived ñvirtual death sentenceò (Katschnig, 2018), illustrating that ñ[the] 

cultural response to schizophrenia remains relentlessly negativeò (p.83, Jones 

et al., 2015). Most papers refer to a reluctance or pessimism in treating service 

users with this diagnosis (Lambert & Newcomer, 2009; Magliano et al., 2017; 

Maidment et al., 2011; Morant et al., 2016; Rasmussen, 2006; Rogers et al., 

2002; Royal College of Psychiatrists, 2001; Toews et al., 1996; Viron et al., 

2012). In a study comparing GPs responses to vignettes describing several 

chronic conditions, Lawrie et al. (1998) replicated their 1996 finding and 

illustrated that it is the illness GPs least  like to treat, and that GPs tend to hold 

negative views about these patients, which do not necessarily reflect an 

accurate picture of nature of the illness (Dixon et al., 2008), despite recent 

findings that about one third of service users recover (as discussed in 

Katschnig, 2018). Pessimism about treatment and the possibility of recovery 

can also affect the recovery process. Hustig & Norrie (1998) suggest that GPs 

should be aware that families ñwill need help in coming to terms with the loss 

of aspirations that they had for the patientò and explains that ñmost patients 

with significant disability are unable to obtain open employmentò (p.191). 

In a sample of N=300 GPs, Magliano et al. (2017) found that 79.9% of GPs 

felt that people diagnosed with schizophrenia would have difficulty having a 

romantic relationship, 75.4% felt that they would have difficulty getting married 

or cohabitating, and 73.4% felt that it was not possible to completely recover 

from schizophrenia. To cope with GPs feeling of hopelessness, Jones (1987) 

specifically advise to reduce the amount of work with the ñchronically mentally 

illò to avoid burnout, as their ñextensive need [..] can be self-defeating for the 
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physician and may contribute to the processes leading to refusal to provide 

needed services for these patientsò (p.182).  

While Lawrie et al. (1998) state that this perception may be due to patients 

with schizophrenia being ñintrinsically more difficult to look after ñ(p. 1466, 

Lawrie et al., 1998), it could also be due to the fact that GPs usually only see 

service users in crisis (Schulze, 2007). There is a prevailing view that 

medication is the only option for service users diagnosed with SMI and will be 

needed indefinitely (Burns & Kendrick, 1997; Geyt, Awenat, Tai, & Haddock, 

2017; Happell, Manias, & Rope, 2004; Johnson & Rasmussen, 1997; Lester 

et al., 2005; Pereira & Pinto, 1997; Schulze, 2007) . The notion of a ñchemical 

imbalanceò in need of remedying with antipsychotics remains (Magliano et al., 

2017; Tranulis et al., 2011) and is likely to contribute to feelings of 

hopelessness. Specifically, in primary care, a recent survey by Magliano et al 

(2017), showed that 50.4% of GPs thought that schizophrenia was due to a 

chemical imbalance. While medication is seen as main treatment option, GPs 

may feel that there is no more they can do, as described in a survey of service 

users views of medical practitioners: ñéjust gives sick notes every 12 months. 

He wanted to give me an indefinite note so he wouldnôt have to see me againò 

(p.170, (Pilgrim & Rogers, 1993).  

Additionally, GPs may not feel that medication reviews are useful in achieving 

change. A randomised controlled trial (RCT) comparing structured 

assessments with treatment as usual in primary care for people diagnosed 

with SMI showed that GPs felt that clinical reviews did not result in any 

changes despite prescription changes being shown in the studyôs findings 

(Kendrick et al., 1995). Even when medication changes are recommended, 

GPs encounter barriers to implementing any medication changes as illustrated 
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by Mortimer et al. (2005): out of 32 medication reviews, medication changes 

were recommended for 26 (81%), however only one third were actioned. This 

illustrates the lack of incentive to engage in these ñhopelessò tasks for time 

pressured GPs. Dixon et al (2008) also showed that even medical students 

felt like people diagnosed with psychosis would not follow GP treatment plans 

or that they do not value treatment (Galon & Heifner Graor, 2012), illustrating 

that this view exists even before commencing GP practice.  This could lead to 

treatment not being offered to service users (as discussed in Viron et al., 

2012).  

Based on their survey findings, Magliano et al (2017) suggest that GPsô 

pessimism about recovery could be transferred to SUs, which could in turn 

prevent service users from actively trying to get better. Lester et al. (2005) 

conducted focus groups and found: 

ñWhen I approached my GP, he never gave me any hope that things could 

change. He said, óWell, youôll be on these tablets for the rest of your life, and 

itôs like diabetes, just take them for the rest of your life.ô I remember the phrase. 

And I remember being told Iôd never be able to work again, Iôd never have an 

education, never have relationships, never have anything in my life. So, for a 

period of time I thought well, thereôs no hopeðitôs not worth living, is it really?ò 

(Patient 9: male, Birmingham) ñWrite him off!ò (Patient 10: female, 

Birmingham) ñThatôs what they done, theyôd written me off. But the thing is, 

people do recover, and theyôre never told there are people who do recover, so 

itôs not a life sentenceò (Patient 9: male, Birmingham) (p.4, Lester et al., 2005). 

This illustrates that pessimism towards recovery is communicated directly to 

service users. Paired with the notion of indefinite medication use, Service 

users may be left feeling hopeless and helpless (Lester et al., 2003; 
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Rasmussen, 2006) in their recovery, as well as in coping with side effects 

(Morrison et al., 2015).  

In summary, these prevalent and persistent negative views and low 

expectations may stop GPs from acting more proactively. This perception may 

be communicated to service users, which may in turn impede the recovery 

process, and potentially stop them from continuing to seek help from GPs. This 

in turn reinforce GPsô perception that recovery is not possible in schizophrenia. 

12.2 CMOC 2 Perceived lack of capability to participate in medication reviews 

 

This CMOC was developed using N=31 papers, including N=6 quantitative 

cross-sectional studies, N=13 qualitative studies and N=5 non-systematic 

literature reviews. N=7 papers were set specifically in primary care.  

The GP view is illustrated in Figure 13: 

 

 

FIGURE 13  CMOC2 PERCEIVED LACK OF CAPABILITIES GP VIEW 
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CMOC2 Lack of capabilities: 

GPs  may view people diagnosed with SMI  as lacking in capabilities or 

insight (C), despite years of stability (C) and therefore may not always take 

their views seriously (M) and act in a more paternalistic way (M) or 

authoritarian way (M)(Corrigan, 2000) leading to one-sided conversations 

about medication (O)(Delman et al., 2015) or none at all (O)(Happell et al., 

2004; Maidment et al., 2011; Morant et al., 2016; Roe et al., 2009; Royal 

College of Psychiatrists, 2001; Salomon & Hamilton, 2013). Additional 

contexts, which may impact this CMOC are: 

¶ Where antipsychotic side effects are apparent in service users (cognitive 

impairment, apathy) 

¶ Where GPs feel pressure to prescribe 

¶ Diagnostic overshadowing (see Glossary) 

A diagnosis of SMI has been associated with a perception of decreased 

capabilities (Rogers et al., 1998; Seale et al., 2007), which may be 

emphasised by a display of side effects of the medication: ñyouôre walking 

around like a zombie, and youôre like sort of you canôt join in with things, I 

wouldnôt be talking to you like what Iôm talking now. I know I might seem a bit 

high, but when youôre on [antipsychotics] you canôt even be bothered holding 

a conversation you know, youôre just sat there saying yes and noò (Rogers et 

al., 1998, p.1317). GPs have described perceived difficulties in effectively 

communicating with service users (Lester et al., 2005). For example, Lester et 

al. (2003) found that GPs might direct their questions and discussions at a 

carer or family member, rather than at the service user themselves, leaving 

service users feeling ñstupid and irrationalò (p.511). ñUnwise decisionsò by 

service users are often associated with a lack of capabilities in mental health 

conditions (Morant et al, 2016).   
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Furthermore, a diagnosis of schizophrenia has been associated with the 

notion of ñsplit personality, implying unpredictabilityò (p. 1094, Katschnig, 

2018) and symptoms such as hallucinations, delusions, and lack of ñinsightò, 

requiring help from the doctor. However, this view seemed to prevail even after 

discharge from hospital and potentially years of stability (Britten et al., 2010; 

Lester et al., 2005; Morant et al., 2016). As noted above, the main treatment 

for schizophrenia is antipsychotic medication (see CMOC1). Many research 

studies have focused on ways to improve rates of medication adherence in 

this population (Britten et al., 2010).  

Communication problems also may have their roots in the persistent focus on 

medication adherence. Doctors are pushed to prescribe to avoid the 

ñdevasting effects of a relapseò  (Johnson & Rasmussen, 1997) ï doctors not 

prescribing is labelled ñphysician noncomplianceò (Johnson & Rasmussen, 

1997). Service user initiated suggestions to change medication are questioned 

due to their ñlack of insightò. Much of the literature from primary care settings 

appears to emphasise that medication will not fail, and if it does, this will be 

due to service user non-adherence, as seen in Johnson & Rasmussen (1997): 

ñin the absence to the contrary, any acute schizophrenic relapse of a self-

proclaimed, compliant patient should be taken prima facie as evidence of 

noncomplianceò (p.396).  Medication nonadherence is further labelled as 

ñfailure to convince their patients of the overall benefits of such treatmentò, 

illustrating significant pressure on GPs (Johnson & Rasmussen, 1997). 

The decision to question medication should be considered reasonable, given 

that service users might not benefit from medication (NICE, 2014; Pereira & 

Pinto, 1997), they experience serious side effects (Britten et al., 2010; Morant 

et al., 2016; Morrison et al., 2015; Seale et al., 2007; Tranulis et al., 2011; 



   
 

Page 98 | 441 

 

Usher, 2001),given that doctorôs priorities might be different to those of service 

users (Carrick et al., 2004; Happell et al., 2004; Morant et al., 2016) and that 

medication is not always prescribed appropriately (Burns & Kendrick, 1997; 

Happell et al., 2004; Morant et al., 2016; Mortimer, 2004). The notion that 

service users cannot participate in discussions about medication, or cannot 

act in their own best interest, impedes open conversations about medication. 

In summary, as medication is considered the only treatment option in this 

population, GPs are pressured to prescribe to avoid relapse. Therefore, 

criticism of medication would be seen as ñirrationalò by doctors, which is in line 

with stigmatising views of people with a SMI diagnosis lacking capabilities to 

understand and decide on their treatment. This would lead to service usersô 

concerns regarding medication being dismissed and conversations are not 

occurring or being one-sided.  

CMOC2a ï service user perspective 

The Service User perspective is outlined in Figure 14: 

 

FIGURE 14  CMOC2 PERCEIVED LACK OF CAPABILITIES SU VIEW 
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In turn, service users with a history of coercion (C), (Boardman et al., 2008; 

Britten et al., 2010; Happell et al., 2004; H. Lester et al., 2003; Maidment et 

al., 2011; Morant et al., 2016; Roe et al., 2009; Rogers et al., 1998; Salomon 

& Hamilton, 2013) and current (perceived or actual) coercion in relation to 

their medication (C) and a history of being sectioned (C), which could evoke 

fears of sectioning (M), could feel decreased trust (M) (Maidment et al., 

2011; Morant et al., 2016), and therefore lead them to not starting a 

conversation about medication (O) and potentially covert medication 

changes (O), if service users are dissatisfied with their current medication 

(C).  

Previous experiences of not having their views taken seriously (C), can also 

lead to decreased trust (M) and leaves service users feeling like they have 

no right to participate in discussions (M) (as discussed in Delman et al., 

2015), again leading to no conversation started (O) (Mitchell & Selmes, 

2007) and potentially covert medication changes (O).   

In response to GPs actions, service users have concerns about being viewed 

as lacking capabilities, if they were to start a conversation around medication 

(Britten et al., 2010), raise a potential dissatisfaction with medication, or 

express their wish to reduce medication (Lester et al.,2003, Seale et al., 2007). 

Raising queries may be entirely rational, especially for service users who have 

been stable for a long time and are able to actively participate in medication 

reviews (Schachter et al., 1999). Service users have reported a fear of 

sectioning and coercion, should physicians be alerted to their wish to reduce 

medication. (Carrick et al., 2004; Geyt et al., 2017; Rogers et al., 1998; 

Salomon & Hamilton, 2013). A survey reported that service users would prefer 
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a more active role, especially with regards to psychotropic medication, but 

71% of participants saw themselves in a passive role in primary care (Adams 

et al., 2007), this was also found in a more recent survey of pharmacists 

(Younas et al., 2016).  

High rates of non-adherence, and service users tailoring their medication 

themselves to suit their needs illustrate how difficult it is to either start this 

conversation, or reach a shared decision (Britten et al., 2010; Geyt et al., 2017; 

Morant et al., 2016). In Happell et al.ôs (2004) focus group, one participant 

reported: ñI think itôs just a general disregard for they have for anything that 

people say, because theyôre mentally ill therefore you know, anything they say 

is questionable [..] and they say, well, I have a problem with chlorpromazine 

or something, they might override that, rather than listen to what the 

...consumer is saying ò (p.4). Whereas this way of communicating might not 

be occurring regularly, it may lead to the same service user not returning to 

their GP practice or engaging with their GP in a meaningful way following on 

from this, as discussed in Magliano et al. (2017): ñGPs scepticism towards 

reliability and insight of people with psychosis may discourage clients 

themselves from help-seeking, with further negative effects on their healthò 

(p.230). 

Diagnostic overshadowing has also been highlighted as a potential barrier for 

service users who seek to initiate a conversation about medication or its side 

effects (Happell et al., 2004; Pilgrim & Rogers, 1993) : ñIôve had difficulty in 

getting full regular medical check-ups as every symptom is considered a sign 

for stressò - ñI avoid my GP if at all possible as he has the tendency to see MH 

problems for everythingò (Pilgrim & Rogers, 1993, p.171) A lack of trust, or the 

perception that they are not able to engage in a meaningful conversation with 
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their GP could partly explain why service users often do not seek help until 

illnesses have progressed significantly, or attend A&E rather than to their GP 

(Galon et al., 2012).  

In summary, GPs may perceive that service users lack the capabilities to 

understand the effects and needs of medication and therefore dismiss their 

concerns. They may act in a more paternalistic way, which will deter service 

users from commencing a discussion. Not feeling heard, and fear of sectioning 

and coercion, may be further deterrents for service users to approach their GP 

to discuss their medication. This illustrates a potential barrier to 

communication between service users and their GPs. 

 

 

12.3 CMOC 3 Lack of information sharing between GPs and service users 

 

This CMOC was developed using data from N=20 papers, including N=8 

quantitative, cross-sectional studies, N=7 qualitative studies and N=3 non-

systematic reviews. N=5 studies specifically explored topics in primary care. 

The lack of information sharing discussed here is twofold: 1) lack of information 

about medication and need for physical health checks, and 2) lack of 

information about side effects.  
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CMOC3a) Lack of information about the medication and need for physical 

health checks 

 

 

FIGURE 15  CMOC3A LACK OF INFORMATION ɀ GP AND SERVICE USER VIEW 

 

If little information regarding medication is given to service users (C) they 

may be unaware of the risks (C) associated with antipsychotic medication 

(Jones et al, 2015 and Feeney, 2006) and need for annual reviews (M), 

potentially leading them to not commence discussions around medication 

(O) or attend yearly physical health checks (O) (Crawford et al, 2014).   

Although Carrick et al (2004) note trends towards better informed consent, a 

significant number of studies report a lack of information being given to service 

users regarding their illness and medication (Aref-Adib et al., 2016; Boardman 

et al., 2008; Feeney & Mooney, 2006; Geyt et al., 2017; Happell et al., 2004; 

Maidment et al., 2011; Mitchell & Selmes, 2007; Salomon & Hamilton, 2013). 

Whereas there is difficulty in assessing whether information was not given or 

instead, not remembered (Seale, 2007), for the purposes of this review, both 
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contexts may trigger the mechanism above. The only study to assess recall 

was Feeney (2006), who found that service userôs recall of physical health 

examinations was accurate with what was recorded in the notes.  

The problem is also illustrated in a study by Crawford et al (2014), who found 

that although service users felt that their physical health was well attended to, 

the majority of people ñwith hypertension or dyslipidaemia had no record of 

being given appropriate treatment for these problemsò.(p.475).Crawford 

(2014) recommend that more information is given to service users. Pilgrim & 

Rogers (1993) found that 41% of service users felt that they did not receive 

enough information regarding their medication: ñDoctor never says anything, 

has just given repeat prescriptions since 1954ò (p.171). Pereira et al. (1997) 

found that ñ[the] great majority [of service users] would have liked to receive 

further information about both their illness (79%) and their medication (72%)ò 

(p.466).  Lester et al (2003) found that most over 55-year-olds preferred to 

take a passive role in medication reviews. However, most others wanted to be 

involved: ñIf I am taking tablets, I want to know about them, the side effects, 

things like that. I like to know what is going on. I should be part of that decisionò 

(p.511). 

 

CMOC3b) Information regarding medication side effects 

Not attending physical health checks can be detrimental to health. A second 

issue, however, is the discontinuation of medication without consultation, due 

to a lack of information about side effects. 

Schachter et al (1999) reported only 84% of physicians explained the reasons 

for prescribing antipsychotics to service users and that they did not discuss all 

side effects. Similarly, service user interviews report a lack of information 
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about side effects (LeGeyt et al, 2017, Maidment et al., 2011). In the same 

survey by Schachter et al (1999) looking at the use of consent forms for 

antipsychotic medication prescribing, 83% felt that using a consent form for 

antipsychotics would increase service user anxiety and 37% felt that it would 

impair the GP ï service user relationship. This notion persists (Morant et al, 

2016). GPs have also reported that providing full information is too stressful 

for service users (despite evidence to the contrary, as discussed in Burns & 

Kendrick, 1997; Happell et al 2004). Potential reasons for the lack of 

discussion are worries about service users stopping medication (Maidment 

2011; Schachter et al 1999) if they knew the extent of side effects, as 

illustrated by Younas et al (2016): ñAt one timeéit waséif you tell patients 

about side effects, they wonôt take the medication. (In03)ò (p.1194). 

Providing information on side effects to service users reduces the ñshockò of 

experiencing them and gives service users the opportunity to seek help and 

advice and avoid stopping medication immediately. Salomon et al (2013) 

describe service users lactating and being so scared they stop medication 

immediately as they did not know that this was a potential side effect. Another 

service user reported increased weight gain of two stone in three months, and 

no action from her GP, which led her to reduce her medication herself 

(Salomon et al., 2013). While this is anecdotal evidence, it illustrates the 

potential effects of not providing a realistic expectation of antipsychotics. This 

could result in loss of trust and discontinuation of antipsychotic medication as 

service users may not want to attend the doctors again (Happell et al.,2004; 

figure 16 below). 
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Intended CMOC by health professionals 

  

 

FIGURE 16  CMOC3B LACK OF INFORMATION ɀ GP VIEW 

 

 

However, for Service users, this may result in: 
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Where GPs are aware of side effects (C), they may fear (M) that service users 

will discontinue their medication (O) and feel that this is not in the service 

userôs best interest (M), therefore little or no information regarding side effects 

is shared with service users (O).  

However, the data suggests that if insufficient information is given about 

side effects (C), SU might be scared or worried (M), lose trust (M) when they 

experience these and therefore discontinue medication abruptly 

themselves, without clinical support (O).  

Paired with CMOC2, service user concerns are also not taken seriously, 

leading to no action from GP, which leads to a breakdown in communication 

and service user managing medication themselves.  

 

CMOC3c Information accessed elsewhere 

 

Additionally, should service users learn more about side effects of 

antipsychotic medication elsewhere (C) (Aref-Adib et al., 2016; Delman et 

al., 2015), they may feel misled by their GP for not having been warned of 

the side effects (M), therefore no longer trusting the process (O) potentially 

leading them to discontinue the medication without further consultation 

(O) (Aref-Adib et al., 2016,Britten et al).  

In summary, not sharing information appears to have the opposite effects as 

intended, in that a communication breakdown may be observed, when SU 

experience or otherwise find out about the adverse effects of medication. This 
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may lead to a discontinuation of medication, without a consultation with the 

GP.  

 

12.4 CMOC 4 Perceived risk of Service Users 

 

 

 

FIGURE 18  CMOC4 PERCEIVED RISK ɀ GP VIEW 

 

This CMOC was developed using 15 papers, including N=6 quantitative, 

cross-sectional studies, N=2 qualitative studies, and N=5 non-systematic 

literature reviews. N=7 were set in primary care.  

Despite evidence to the contrary, GPs may perceive SU to be threatening, 

or a risk to others (C; Oud et al, 2009, Rasmussen, 2006, Magliano et al, 

2017) and are therefore fearful (M), leading GPs to avoidance and to take a 

passive role, and may even result in GPs refusing to see SU altogether 

(O), as illustrated by Corrigan (2000), McDonnell et al. (2011),Lester et al. 
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(2003) and Pilgrim & Rogers, (1993). It is possible that that medication 

changes may not be made without secondary care support (O) 

(Rasmussen, 2006). 

Views that people diagnosed with SMI are dangerous and violent have 

persisted over the years (Lawrie et al., 1998; Oud et al., 2009; Rasmussen, 

2006). They are seen as more ñirrationalò (Katschnig, 2018) and 

ñunpredictableò (Royal College of Psychiatrists, 2001). Symptoms of 

schizophrenia, like responding to voices or inappropriate affect have also been 

described as frightening to the public (Corrigan, 2000). A recent survey 

(Magliano et al, 2017) found that GPs endorsed either ñpartially trueò or 

ñcompletely trueò for the following statements: people with schizophrenia are 

unpredictable (88.5%), people are frightened by them (93.9%), they are a 

danger to themselves (88.3%), and a danger to others and that they would 

become dangerous if they stopped their medication (73.9%). The study 

consisted of a vignette and a set of questions about the GPs beliefs about 

treatment of the patient described. When GPs were told that the patient in the 

vignette was diagnosed with schizophrenia, or made this diagnosis 

themselves based on patient characteristics, they were more restrictive about 

hospital treatment and felt the person was more dangerous (Magliano et al, 

2017), illustrating the level of stigma associated with diagnosis. 

Some of these views on risk in people with schizophrenia may be justified; for 

example, this population (statistically speaking) has higher rates of alcohol and 

substance abuse [as discussed in Lawrie et al, 1998], which could account for 

violent or dangerous behaviour, but this may also be due to personality types 

(Royal College of Psychiatrists et al 2001, Lawrie et al., 1998). Although 

people diagnosed with SMI may, on average, be more violent than people 
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without this diagnosis, this group is much less violent than expected by the 

general public (as discussed in Corrigan, 2013). These views are likely to 

affect care and may prevent doctors from engaging in meaningful 

conversations with SU. SU recalled incidents were they ñfelt their GP was 

scared of them, ending a consultation quickly and suggesting they find a 

different GPò (Lester et al., 2003). Similarly, Pilgrim & Rogers (1993) found: 

ñat one time I went to see four different GPs who all turned me down because 

I had been to [local mental health hospital]ò (p.170). In a survey by McDonnell 

et al (2011), being ñscared of people with SMIò was the most endorsed item 

on the list of barriers to metabolic care in this population, illustrating that this 

view may also impede physical health care. Feeling that mental health care 

was not their responsibility and ñnot being paid enoughò were endorsed least 

in the survey. Regardless of why and how often service users may present as 

ñdangerousò, Rasmussen (2006) described that GPs are overall apprehensive 

and take a passive role, which would negatively impact service users under 

primary care only. LeGeyt et al (2017) discussed how concerns regarding risk 

can affect decision making with regards to prescribing and recovery orientated 

approaches. Johnson & Rasmussen (1997) quoted recommendations in the 

British Medical Journal (BMJ News 1995), following homicides committed by 

people diagnosed with schizophrenia, to allow for ñcompulsory prophylactic 

medication for patients living in the communityò, as this would be ñin the best 

interest of the great majorityò (p.145). 

Reasons for this stereotype of individuals with SMI diagnoses could originate 

from mistranslations of the word schizophrenia, which was initially supposed 

to describe split cognition, i.e., account for disorganised thinking, rather than 

the more well-known meaning of ñsplit personalityò (Rasmussen, 2006), which 


















































































































































































































































































































































































































































































































































































































































































