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Abstract
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Background: Little is known about the effectiveness of befriending for people with intellectual
disability and whether or not befriending improves depressive symptoms and social outcomes.
Objective: This pilot trial aimed to assess the feasibility and acceptability of conducting a future
full-scale randomised controlled trial of one-to-one befriending for people with intellectual disability
who had depressive symptoms.
Design: This was a parallel-group, two-armed randomised controlled trial incorporating an exploratory
economic analysis and a mixed-methods process evaluation. Outcome assessments were conducted
at baseline and at 6 months post randomisation by a research assistant who was blind to allocation.
We aimed to approach 50 participants, with a view to recruiting 40.
Setting: Participants with intellectual disability were recruited from one NHS trust and from referrals to
two community befriending services. The intervention was delivered by community befriending services.
Participants: Adults with mild or moderate intellectual disability with a score on the Glasgow
Depression Scale for people with a Learning Disability of ≥ 5 were included. Those attending a day
service/college for ≥ 3 days a week were excluded. Volunteers were aged ≥ 18 years and had no
history of prior convictions.
Intervention: Participants in the intervention group were matched with a volunteer befriender and
were expected to meet once per week for 1 hour, over 6 months. Volunteers recorded activities in a
logbook. Volunteers received training and regular supervision. Both groups received usual care and
a resource booklet of local activities.
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ABSTRACT

Main outcome measures: The feasibility outcomes and progression criteria were recruitment of at
least 70% of participants approached; matching of at least 70% of participants in the intervention group
to a volunteer; a dropout rate of < 30% of participants and volunteers; adherence to the intervention
(10 meetings between pairs); acceptability of the intervention; and feasibility of collecting data on
costs and resource use for an economic evaluation. Changes in depressive symptoms (primary clinical
outcome: Glasgow Depression Scale) and self-esteem, quality of life, social participation, social support,
health-related quality of life and service use were recorded at 6 months. Outcomes in volunteers were
also assessed.
Results: We recruited only 16 participants with intellectual disability (40% of target) and 10 volunteers.
Six of the eight (75%) participants in the intervention group were matched with a befriender and there
was good adherence (mean number of meetings attended 11.8; range 1–21 meetings). Going to a cafe/
restaurant and having a conversation were the most frequent activities. All participants were retained at
follow-up, but two volunteers dropped out. Trial procedures and the intervention might be acceptable,
but modifications were suggested. Data on costs and resource use were obtained, but there were
discrepancies in the health-related quality-of-life data.
Limitations: Delays to the study prevented the use of alternative recruitment strategies and the
planned 12-month follow-up could not be completed.
Conclusions: Recruitment was not feasible, but other feasibility outcomes were more positive.
Future work: Evaluating befriending for people with intellectual disability could be explored through
alternative study designs, such as observational studies.
Trial registration: Current Controlled Trials ISRCTN63779614.
Funding: This project was funded by the National Institute for Health Research (NIHR) Public Health
Research programme and will be published in full in Public Health Research; Vol. 9, No. 10. See the
NIHR Journals Library website for further project information.
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Plain English summary

P

eople with intellectual disability (also known as learning disability) often have few friends and
limited access to social support, which can lead to loneliness. This can have a negative effect on
their self-esteem and lead to depression. Befriending could help individuals with intellectual disability
to access more community activities and emotional support, which could lead to improved well-being,
but there have been no trials evaluating befriending in this population.

Methods
We carried out a pilot trial of one-to-one befriending by volunteers in people with intellectual disability
who had symptoms of depression. Participants were randomised to the intervention group or control
group. Both groups received usual care and a booklet of local activities. We recruited participants from
one NHS trust and two befriending schemes that managed the befriending intervention (i.e. recruitment,
training, matching and supervision of volunteers). Pairs were asked to meet for at least 1 hour per
week, over 6 months. We were aiming to recruit at least 35 participants, to match 70% of those in
the intervention group to a volunteer, for less than 30% of participants and volunteers to drop out of
the study, for befriending to be considered acceptable (based on feedback from interviews) and for the
intervention be delivered as intended (at least 10 meetings between pairs).

Results
We recruited only 16 participants and 10 volunteers because of delays in setting up the study and
challenges with our recruitment approach. Six of the eight participants in the intervention group were
matched to a volunteer. Only two volunteers dropped out of the study. Matched pairs met 12 times
and the most frequent activities involved going to cafes and restaurants, and on walks. Experiences of
befriending were largely positive.

Conclusion
It will not be possible to carry out a large randomised trial using the same recruitment approach.
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Scientific summary
Background
People with intellectual disability are more likely to experience chronic depression. They are more likely
to be exposed to multiple social disadvantages, including smaller social networks, and have a higher
prevalence of loneliness than the general population. These factors may increase their risk of depression.
Befriending is a relationship between two or more individuals that is initiated, supported and monitored
by an external agency, and is characterised by a one-to-one friendship-like relationship. Befriending aims
to increase social and emotional support, and enhance social networks and community participation.
There is some evidence from other populations that befriending may reduce depressive symptoms, but
no randomised controlled trials have been conducted in people with intellectual disability.

Objectives
The aim of the pilot study was to determine the feasibility and acceptability of a full-scale randomised
controlled trial of one-to-one befriending by volunteers for people with intellectual disability, in addition
to usual care, compared with an active control group.
The objectives were to:
l
l
l
l
l

l
l
l

examine the recruitment and retention of individuals with intellectual disability and volunteers in
the trial, and the number of successfully matched pairs
record any adverse effects of befriending
measure the adherence to the intervention by volunteers and the befriending schemes
examine the acceptability of the intervention and study procedures
examine changes in health and social outcomes by carrying out exploratory analyses of the impact
of befriending on depressive symptoms (primary clinical outcome), measured by the Glasgow
Depression Scale for people with a Learning Disability, and other outcomes (e.g. self-esteem,
loneliness, quality of life and social participation) at 6 and 12 months post randomisation
carry out exploratory analyses of the impact of befriending on volunteers’ well-being, self-esteem,
loneliness and attitudes towards people with intellectual disability at 6 and 12 months
estimate the sample size required and determine the final trial design for a full-scale randomised
controlled trial
assess the feasibility of collecting data that would inform a future analysis of cost-effectiveness.

Methods
This was a parallel-group, two-armed randomised controlled trial with 1 : 1 individual participant randomisation
to either the intervention group (befriending, resource booklet and usual care) or the control group (resource
booklet and usual care). We aimed to approach 50 people with intellectual disability, with a view to recruiting
40 eligible participants. Participants with intellectual disability were recruited from intellectual disability
services in North East London NHS Foundation Trust and from referrals to two community befriending
services (based in Suffolk and Hackney). Volunteers were recruited by the befriending services through
advertisements in local newspapers, on websites and social media, and via colleges. Outcome assessments
were planned for baseline, and 6 and 12 months post randomisation. However, as a result of delays in the
set-up of the study, only the 6-month follow-up was completed. The research assistant who completed
the follow-up assessment was blind to group allocation.
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SCIENTIFIC SUMMARY

A process evaluation was conducted to explore the acceptability of and adherence to the intervention.
Interviews were conducted with participants with intellectual disability, volunteers, volunteer co-ordinators
and carers to obtain feedback on their experiences of the intervention and study processes, whether or not
there were any perceived benefits, and suggestions for improvements. Volunteer logbooks, and training
and supervision logs completed by the volunteer co-ordinators were analysed.
The main progression criteria that were used to assess the success of the trial were:
l
l
l
l

At least 70% (35) of participants are recruited from the 50 potentially eligible individuals who
are approached.
At least 70% of participants in the intervention group are successfully matched to a volunteer
(befriender) and meet for a minimum of 10 meetings.
The dropout rate of participants in both groups, post randomisation, is < 30% at 6 months’ follow-up.
The intervention and trial procedures are considered acceptable by volunteers and individuals with
intellectual disability.

Ethics approval was received from the London – City and East – Research Ethics Committee
(reference 18/LO/2188).

Inclusion and exclusion criteria
The inclusion criteria for participants with intellectual disability were as follows:
l
l
l
l
l
l

aged ≥ 18 years
mild or moderate intellectual disability (i.e. an intelligence quotient of 35–69) assessed using the
Wechsler Abbreviated Scale of Intelligence™ (Second Edition)
not attending college/education or a day service for ≥ 3 days per week
a score of ≥ 5 on the Glasgow Depression Scale for people with a Learning Disability
ability to speak English
ability to provide informed consent.

Volunteers were:
l
l

aged ≥ 18 years
available once per week for at least 1 hour, over a period of 6 months.

Individuals with intellectual disability were excluded:
l

if they had limited communication and comprehension skills that would prevent completion of
the questionnaires.

Volunteers were excluded if they:
l
l

had a criminal record (any documented offence, owing to the vulnerability of this population)
recorded on their Disclosure and Barring Service check
were unable to provide two references or had unsuitable references.

Randomisation
Randomisation was carried out by an unblinded member of the research team using a web-based
randomisation system (sealed envelope™; Sealed Envelope Ltd, London, UK), which used randomly
varying block sizes stratified by befriending service. This system randomly allocated participants to
either the intervention group or the control group in a 1 : 1 ratio.
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Intervention
The befriending intervention was managed by the befriending services that recruited, trained and supervised
the volunteers. Participants in the intervention group were matched to a volunteer based on interest
and availability. The pairs were provided with a resource booklet of local activities and were expected to
meet once per week for a minimum of 1 hour, over the course of 6 months. A minimum of 10 meetings
was considered adequate and at least half of the activities were expected to be in the community.
Volunteers received monthly supervision by the volunteer co-ordinator and participants with intellectual
disability were also contacted as part of the monitoring process. Volunteers recorded their activities in
a structured logbook.

Outcomes
The following outcomes were assessed:
l
l
l
l
l

l

recruitment and retention rates, and the number of participants with intellectual disability who had
been matched with a volunteer
adherence to the intervention, based on the number of meetings completed by volunteers and by
training and supervision logs
the acceptability of the intervention, based on feedback from interviews carried out as part of the
process evaluation
symptoms of depression in participants with intellectual disability, measured using the Glasgow
Depression Scale for people with a Learning Disability (primary clinical outcome)
other social outcomes, namely self-esteem (measured using the adapted Rosenberg self-esteem
scale), quality of life (measured using the Maslow Assessment of Needs Scale – Learning Disability
and the adapted World Health Organization Quality of Life measure), loneliness and social satisfaction
(measured using the Modified Worker Loneliness Questionnaire), social support (measured using the
Social Support Self Report for intellectually disabled adults) and social participation (measured using
the Guernsey Community Participation and Leisure Assessment)
outcomes in volunteers, namely self-esteem (measured using the Rosenberg self-esteem scale),
psychological well-being (measured using the Warwick–Edinburgh Mental Wellbeing Scale),
loneliness (measured using the University of California, Los Angeles, Loneliness Scale) and
attitudes towards people with intellectual disability (measured using the Attitudes Towards
Intellectual Disability Questionnaire).

To assess the feasibility of conducting a future economic evaluation, data on intervention costs,
health services resource use (measured using the adapted Client Services Receipt Inventory) and
health-related quality of life (measured using the EuroQol-5 Dimensions – Youth) were also collected.

Data management and analysis
Quantitative data were collected using the study case report forms and entered into a secure web-based
database. Data on recruitment and retention are presented in a Consolidated Standards of Reporting
Trials flow diagram showing the flow of participants through the study. As a result of the limited data
that we were able to collect, data analysis was restricted to descriptive statistics. However, regression
analysis to explore the effects of befriending on depressive symptoms was performed, as this was the
main clinical outcome of interest.
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SCIENTIFIC SUMMARY

Results
Recruitment and retention
Over a 6-month period, 24 referrals were received, of which 21 were assessed and 16 participants
with intellectual disability were eligible and agreed to be randomised. Twelve volunteers expressed an
interest and 10 completed the necessary checks and training. Owing to delays in setting up the study
and the slow rate of referrals, an extension to the recruitment period was not granted and, therefore,
we were not able to implement significant changes to the recruitment strategy. Of the eight participants
who were randomised to the intervention group, six were matched to a befriender (75%) with whom they
met on at least one occasion. There was no dropout of participants with intellectual disability, but two
volunteers dropped out (20% dropout). One participant had to be rematched after their volunteer left.

Adverse events and unintended consequences
There were no adverse events reported in participants with intellectual disability. However, the 12-month
assessment could not be completed and, therefore, it was not possible to monitor adverse effects beyond
6 months. There was a positive outcome for one participant who was encouraged by their volunteer to
report that they were being mistreated by a paid carer at their accommodation. One volunteer experienced
conflict with paid carers at the befriendee’s supported living placement, which led to the volunteer
becoming distressed and dropping out of the study.

Adherence
The mean number of meetings completed by matched pairs was 11.8, which was above the minimum
threshold of 10 meetings (although only four pairs completed more than 10 sessions). The average duration
was 118 minutes (above the minimum stipulated duration of 60 minutes). The majority of activities were
outside the home (63.3%) and included visits to cafes and restaurants and going for walks. Five volunteers
participated in supervision, and the mean number of sessions completed was 4.2.

Acceptability
The low recruitment rate suggests that the intervention may not be acceptable to some individuals
with depressive symptoms. However, the dropout rate of both participants with intellectual disability
and volunteers was low, which suggests that the intervention may have been acceptable to those who
participated in the study. Data from the limited number of interviews that were conducted suggest that
volunteers were satisfied with the trial processes, although some participants with intellectual disability
reported not understanding relevant information about the study, including randomisation. Participants,
volunteers and carers reported positive experiences of the intervention, and there were benefits for
all three groups. However, the intervention was perceived to be too rigid and prescriptive in terms of
frequency of visits (once per week was too frequent) and the nature of contacts (other types of contacts
should be encouraged, e.g. via social media). Suggestions were made to improve the recruitment process
for volunteers (e.g. through the hosting of events) and to make the training more practical.

Exploratory analysis of the primary outcome
After adjustment for depressive symptoms at baseline, the Glasgow Depression Scale for people with a
Learning Disability score was lower in the intervention group than in the control group (adjusted mean
difference –4.0, 95% confidence interval –11.2 to 3.2). It is not possible to draw any conclusions because
of the very small sample size and differences between the two groups at baseline.

Exploratory heath economic evaluation
It was possible to collect data on health resource use from carers in the majority of cases. However,
there were discrepancies observed between participants’ ratings on the EuroQol-5 Dimensions – Youth
and the EuroQol visual analogue scale, indicating that it may be more appropriate to use both of these
measures alongside a proxy measure of health-related quality of life in a future study.
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Conclusions
We recruited only 40% of the numbers required and, therefore, we did not meet our progression
criterion in relation to recruitment. This suggests that recruitment would not be feasible in a larger
trial using the same methods. We overestimated the number of people who would be recruited through
the befriending services, and when these issues became apparent there was insufficient time to
implement changes. During the study, one of the befriending services experienced funding cuts, which
had implications for staffing and is likely to have had an impact on the recruitment of both volunteers
and participants with intellectual disability.
The other feasibility outcomes relating to matching, retention of participants and adherence to the
intervention were met, and the positive reports from volunteers and participants suggest that the
intervention may be acceptable to those who took part, although some modifications were suggested.
Based on our limited data, we found that, at 6 months, the score for depressive symptoms on the
Glasgow Depression Scale for people with a Learning Disability was 4 points lower in the intervention
group than in the control group, which is a meaningful difference, but there were baseline differences
in comorbidities between the two groups and, therefore, this finding should be interpreted with caution.
It is therefore important that the impact of befriending in people with intellectual disability continues
to be evaluated, although a randomised trial is unlikely to be feasible. Other study designs, such as
observational studies, should be considered.

Trial registration
This trial is registered as ISRCTN63779614.

Funding
This project was funded by the National Institute for Health Research (NIHR) Public Health Research
programme and will be published in full in Public Health Research; Vol. 9, No. 10. See the NIHR Journals
Library website for further project information.
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Chapter 1 Introduction
Background
Intellectual disability and health and social inequalities
Intellectual disability (ID) is a life-long condition characterised by an intelligence quotient (IQ) < 70 and
impaired adaptive functioning arising before the age of 18 years.1 The UK prevalence of ID is 1–2%.2
People with ID have complex health needs, but experience substantial inequalities in health, including
poorer access to health services, higher rates of physical heath disorders3,4 and higher mortality rates,
and, on average, they die 20–25 years earlier than people in the general population.3–5 They have higher
rates of mental illness, with a point prevalence of 41%.6,7 The prevalence of depression is the same as
that in the general population, but people with an ID are more likely to experience chronic depression.8,9
People with ID have greater exposure to adverse life events and social disadvantage,10 experience social
exclusion because of stigma,11 have markedly smaller social networks12,13 and have a higher prevalence of
loneliness than other people.14 These factors may increase their vulnerability to depression.14–18
People with ID may experience behavioural side effects from antidepressant treatment (e.g. aggression
and agitation)19 and encounter inequalities in accessing psychological therapies.20 There is a need to
consider alternative, accessible interventions in the management of depression. One such intervention
that has shown some promise is befriending.21

Characteristics of befriending
Befriending is a one-to-one friendship-like relationship that is initiated, supported and monitored by an
agency, usually a voluntary organisation in the community.22 There are differences in the practice and
implementation of befriending, which lies on a spectrum from being very similar to a friendship, whereby
the relationship is reciprocal and equal, and is delivered by lay volunteers, to being a professional
and therapeutic relationship with an emphasis on goal attainment, which resembles mentoring.23 Most
types of befriending relationships lie mid-way on this spectrum and may involve listening and providing
emotional support, but may be prescriptive in terms of the length and duration of meetings. Those
involved usually have a discussion about the boundaries of sharing personal information,23 from not
sharing any personal details to introducing the befriendee to the befriender’s family or friends. Most
schemes also offer training, supervision and ongoing support to volunteers.

Motivation and experience of befriending volunteers
Volunteers are important factors in the successful delivery of befriending and, therefore, it is important
to understand the motivations of volunteers. Little is known about the motivations of volunteers who
work with people with ID, although they are likely to be similar to those of volunteers who befriend people
with other disabilities. Motivations can be categorised into ‘giving’, whereby volunteers have a desire
to help others and contribute to society, and ‘getting’, where there is an expectation that they will gain
valuable work experience or new skills.24–26 Several studies that have explored the experiences of volunteers
befriending individuals with mental illness have reported that volunteers feel empowered and rewarded by
their efforts to support the befriendee’s recovery, and that befriending provides volunteers with a different
perspective on how they view people with mental health problems, including improving attitudes towards
such individuals.25,27,28 Some volunteers with a history of mental illness also report gaining confidence and an
increased sense of acceptance.27 Negative experiences have also been described, for example, when there
has been confusion about the role of volunteers and they have been regarded as counsellors or carers, or
even as a ‘cab driver’, instead of as a friend.25,29 Volunteers also report challenges in being non-judgemental
towards their befriendee and difficulties with communication.28,29 Other concerns included dissatisfaction
in the recruitment process and limited reimbursement of expenses incurred during activities.30

Copyright © 2021 Ali et al. This work was produced by Ali et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

1

INTRODUCTION

Experiences of people with intellectual disability
Only one published study has explored the experiences of befriending for people with ID.30 Lack of
service user empowerment and involvement was highlighted as a barrier. Befriendees commented that
they had little choice over the selection of their befriender and little influence over how often pairs
met and what activities they engaged in. Many described difficulties coping with the relationship coming
to an end, including feelings of disappointment, anger and despair, and that they were provided with
little information from the befriending service about the link ending. This highlighted the importance
of managing endings and being clear about the time-limited nature of the intervention at the outset.

Mechanism of action of befriending
The causal mechanisms of befriending have not been fully elucidated, although social support is thought to
be relevant. Social support has structural characteristics, such as the number and connectedness of social
ties, and functional characteristics, such as providing instrumental or emotional support, information and
advice. Social support may improve well-being by acting as a buffer to stress. There is evidence to suggest
that it may mediate genetic and environmental vulnerabilities to depression through its effects on
neurobiological factors and other psychosocial factors (e.g. coping strategies).31 Perceived social support
rather than received social support appears to be related to psychological well-being and, therefore,
providing support where it is not needed can be unhelpful.32 The main underlying assumption in befriending
interventions is that providing an individual who is lonely and lacking in social networks with additional,
enacted support through a befriender will lead to an increase in the individual’s level of perceived support,
resulting in improved psychological well-being. Befriending may enhance social support by providing direct
emotional and instrumental support, but the befriender can also help to link the befriendee to social
activities, which may be sustainable outside and beyond the end of the befriending relationship;
therefore, befriending may have longer-term benefits. Befriending may also improve health outcomes
thorough its effects on social networks.33

Effectiveness of befriending
Befriending (as an active control delivered by professionals) has been found to have similar effects to
cognitive–behavioural therapy34 and acceptance and commitment therapy in schizophrenia.35 There is
evidence from a comprehensive systematic review21 that befriending in the general population may
have a significant but modest effect on reducing symptoms of depression when compared with no
treatment or treatment as usual in both the short term [standardised mean difference –0.27 depressive
symptoms, 95% confidence interval (CI) –0.48 to –0.06 depressive symptoms] and the long term
(standardised mean difference –0.18 depressive symptoms, 95% CI –0.32 to –0.05 depressive symptoms).
The review included studies of paid and unpaid volunteers and befriending delivered in various ways,
including face-to-face and telephone contact. A more recent review and meta-analysis36 of befriending by
unpaid volunteers examined the effects of befriending on participants with physical and mental health
disorders across a range of social and psychological outcome measures. Befriending was associated with
better patient-reported outcomes across all primary outcomes, but the effect size was small (standardised
mean difference 0.18, 95% CI –0.002 to 0.36). There was limited evidence for the effectiveness of
befriending on individual outcomes, such as depression, loneliness or quality of life, when the studies were
combined.36 A randomised controlled trial (RCT) of befriending of people with psychosis by lay volunteers
provides further evidence for the potential beneficial effects of befriending.37 Participants in the intervention
group had significantly more social contacts at the end of the 12-month intervention (adjusted difference
0.52 social contacts, 95% CI 0.04 to 0.99 social contacts) and at 6 months’ follow-up (adjusted difference
0.73 social contacts, 95% CI 0.05 to 1.40 social contacts; p = 0.04), suggesting that befriending may help to
reduce social isolation in this group.

Benefits for volunteers and wider society
A systematic review and meta-analysis38 found that volunteering in general had beneficial effects on
depression, psychological well-being and life satisfaction, and was associated with a lower risk of
mortality in volunteers, although the causal mechanisms for these associations are unclear. The benefits
to wider society include economic impacts, such as reduced burden on government spending and
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improved employability of volunteers; strengthening of social connections between different sectors
and organisations within the community; and safer, stronger and more cohesive communities
(e.g. inverse relationship between levels of volunteering and crime).39

Rationale for proposed research
Although the benefits of befriending have been explored in a range of disorders, its effectiveness in
people with ID has not been evaluated in a randomised trial. A single-arm feasibility study of one-to-one
befriending by volunteers that was conducted by a voluntary organisation40 recruited 24 volunteers,
of whom 15 were matched with an individual with ID. Overall, 60% of befriendees reported a positive
change: 53% reported a decrease in isolation and 40% reported an increase in confidence. The study was
limited by the lack of validated outcome measures, the lack of a control group and the lack of follow-up
data. The study has not been published in a scientific journal.
One Australian study examined the feasibility of using active mentoring to improve the participation of
older adults with ID in mainstream community groups.41 The intervention comprised 29 individuals receiving
the intervention and a matched comparison group. The participants in the intervention group reported better
social satisfaction than those in the comparison group (effect size 0.78; p = 0.02). Symptoms of depression on
the carer-reported version of the Glasgow Depression Scale for people with a Learning Disability (GDS-LD)
were also reduced, but not significantly. The study found that the intervention was feasible and acceptable.
However, this was a non-randomised study, the sample comprised older adults living in Australia and the
intervention is not directly comparable to one-to-one befriending.
Given the dearth of studies examining befriending in people with ID and an insufficient number of data
on feasibility, there is a clear rationale for conducting a pilot study prior to a full RCT.

Aims and objectives
The main aim of the study was to determine the feasibility and acceptability of a full-scale RCT to
estimate the effectiveness of one-to-one befriending by volunteers for people with ID, compared with
an active control group.
The objectives were to:
l
l
l
l
l

l
l
l

examine the recruitment and retention of individuals with ID and volunteers in the trial, and
number of successfully matched pairs within the 6-month study recruitment period
record any negative consequences/adverse effects of befriending
measure the extent to which the intervention is delivered as intended by the volunteers and
befriending schemes
examine the acceptability of the intervention and study procedures by exploring the views of
individuals, volunteers, carers and befriending services
examine changes in health and social outcomes by carrying out exploratory analyses of the impact
of befriending on depressive symptoms measured by the GDS-LD42 at 12 months and other
outcomes (e.g. self-esteem, loneliness, quality of life and social participation) at 6 and 12 months
post randomisation
carry out exploratory analyses of the impact of befriending on volunteers’ well-being, self-esteem,
loneliness and attitudes towards people with ID at 6 and 12 months
estimate the sample size required and determine the final trial design for a full-scale RCT
assess the feasibility of collecting data that would inform a future analysis of cost-effectiveness.
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Chapter 2 Methodology

T

he trial protocol was developed with input from the research team, collaborating partner organisations
and the Priment Clinical Trials Unit (University College London, London, UK). A summary of the
protocol has been published.43

Design
The study design was a two-arm, parallel-group, researcher-blind pilot RCT with 1 : 1 allocation. Participants
were randomly allocated to either the intervention group, where they received one-to-one befriending by a
volunteer, or an active control group. Both groups had access to usual care and a booklet of local resources.
A process evaluation, based on mixed methods, was conducted to examine the delivery and adherence to
the intervention, and to explore stakeholder views on the acceptability of the intervention.

Eligibility criteria
To be enrolled to the study, participants with ID had to:
l
l
l
l
l
l

be aged ≥ 18 years
have mild or moderate ID (i.e. an IQ of 35–69) assessed using the Wechsler Abbreviated Scale of
Intelligence™ (Second Edition) (WASI-II™)44
not be attending college/education or a day service for ≥ 3 days per week
have obtained a score of ≥ 5 on the GDS-LD,42 indicating the presence of depressive symptoms,
but did not need to have a clinical diagnosis of depression
be able to speak English
be able to provide informed consent.

To take part in the study, volunteers had to be:
l
l

aged ≥ 18 years
available once per week for at least 1 hour, over a period of 6 months.

Volunteers did not need to have any prior experience of supporting people with ID.

Exclusion criteria
Individuals with ID were excluded if they:
l

had limited communication and comprehension that would prevent completion of the questionnaires.

Volunteers were excluded if they:
l
l

had a criminal record (any documented offence, owing to the vulnerability of the befriendee
population) recorded on their Disclosure and Barring Service (DBS) check
were unable to provide two references or had unsuitable references.

Sample size
We did not have any estimates of the number of people with ID who were likely to be eligible and
consent to taking part in the trial. If we approached 50 participants who were eligible to take part,
this would allow us to estimate an expected recruitment rate of 80% (40 people), with a 95% CI of
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68.9% to 91.1%. A sample size of 40 recruited people with ID would allow us to estimate a 30% dropout
rate in the trial, with a 95% CI of 25.7% to 54.3%. The recruitment period was 6 months. There were
two participating befriending services and, therefore, we needed to recruit 3.3 participants with ID per
month at each site.

Recruitment
The recruitment period for the trial was from mid-April 2019 to mid-September 2019 (5 months).
Recruitment issues are discussed in Chapter 3.
Two befriending services agreed to take part in the study. One was based in east London (Outward,
based in Hackney) and the other was based in Suffolk (The Befriending Scheme). They were responsible
for recruiting and training volunteers, matching volunteers to participants with ID, the provision of
supervision to volunteers and monitoring of the befriending relationship. Both services had previous
experience of supporting befriending relationships with people with ID.

Participants with intellectual disability
Participants with ID were recruited from existing and new referrals to the participating befriending
services or were recruited from the caseload of clinicians working in four community ID services
within the North East London NHS Foundation Trust (NELFT). Volunteer co-ordinators and clinicians
screened referrals and caseloads for participants who were potentially eligible for the study and
approached individuals to discuss the study. If the individual was interested in the study, they were
given an information sheet and permission was sought for their details to be passed on to the research
team. A referral form was then completed by the clinician or staff at the befriending service and
e-mailed to the research team. The trial research assistant reviewed the information, contacted the
potential participant to discuss the study and carried out the eligibility assessment, which comprised
an assessment of IQ using the WASI-II (the two subset version was used).44 The WASI-II was selected
because it is a brief and reliable measure of cognitive ability and can be used to estimate the full-scale
IQ across all population groups, including people with ID, which is useful in the context of research.
The two-subset version consists of vocabulary and matrix reasoning and takes approximately 15 minutes
to complete. The eligibility assessment also comprised an assessment of the presence of symptoms of
depression using the GDS-LD.42 If the individual was eligible, they were required to sign the consent
form before completing the baseline assessment. If the research assistant was uncertain about whether
or not a participant had met the eligibility criteria, the case was discussed with the chief investigator
before the baseline assessment was carried out.

Volunteers
Volunteers were recruited by the befriending services through newspaper advertisements, befriending
and job websites, social media, and recruitment events at colleges and universities. Information about the
study was also available on the study website hosted by University College London, Division of Psychiatry
(https://www.ucl.ac.uk/psychiatry/research/epidemiology-and-applied-clinical-research-department/bid-project),
and study posters were circulated to psychology undergraduate students. Interested volunteers
completed an application form and were invited to an informal interview to assess their suitability and
motivation for becoming a volunteer. A DBS check was completed to ensure that they had no prior
criminal record, and references were obtained. After completing training (see Training and supervision of
volunteers), successful candidates were invited to take part in the study. They received an information
sheet and were asked to sign a consent form before completing the baseline assessment.

Randomisation
Following the baseline assessment, details of the participant with ID were entered into a web-based
randomisation system hosted by sealed envelope™ (Sealed Envelope Ltd, London, UK) by a non-blinded
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member of the research team. The randomisation procedure used randomly varying block sizes,
stratified by befriending service. The randomisation protocol was created by the trial statistician and
the set-up of the service was overseen by the Priment Clinical Trials Unit.
Participants were randomly allocated by the system to either the intervention group or the control
group. The unblinded researcher informed the befriending service and participants with ID of the
group to which they had been allocated. Owing to the nature of the intervention, it was not possible to
blind participants to their assigned allocation group. However, outcome assessments were carried out
by a research assistant who was blind to the participants’ allocation group.

Intervention group
Participants who were allocated to the intervention group were contacted by the volunteer co-ordinator,
who arranged to meet them to discuss their hobbies, interests and activities that they would like support to
participate in. Based on this information, participants were matched to a volunteer who could accommodate
the person’s interests and availability.

The befriending intervention
Frequency and types of activities
The befriending intervention was adapted from the existing models used by the two participating
befriending services and from other studies of befriending.37,40 The purpose of the befriending relationship
was to provide friendship and emotional support, to facilitate community access, and to help the individual
gain skills and confidence that would allow them to access activities in the community on their own
(i.e. to promote sustained social activities beyond the befriending relationship). Figure 1 is a logic model
of the intervention and describes the proposed mechanisms of action.
The volunteer (befriender) and person with ID were expected to meet once per week for at least 1 hour,
over a period of 6 months. However, it was anticipated that there may be breaks due to holidays or illness.
The pair received a booklet with information about local activities and amenities, which was to be used as
an aid to plan activities. The emphasis was on assisting the individual to make choices about the activities
that they wished to pursue. The volunteer was not expected to carry out personal care, administer
medication or accompany the individual to medical appointments. Contacts by telephone/social media
were permitted in addition to face-to-face contact, and the pair were expected to spend at least 50% of
the total number of meetings in the community. Meetings could take place during evenings/weekends,
depending on the pair’s availability. Volunteers were asked to keep a record of their activities in a
structured log, detailing whether or not they attended, reasons for cancellation, what they did at each
visit, the duration of the activity and types of contact other than face to face. Volunteers’ travel
expenses were reimbursed, but other expenses had to be agreed with the befriending service. Participants
with ID were expected to pay for their travel and the other costs they incurred during outings.

Introduction and monitoring of the befriending relationship
A face-to-face meeting was arranged by the volunteer co-ordinator at the participant’s home to introduce
the volunteer to the participant. If both parties were satisfied with the matching process, the pair then
arranged to meet on their own. If the volunteer or individual with ID dropped out of the relationship once
it had become established, they were offered the option of rematching. Volunteers were permitted to be
matched to more than one participant with ID, although this did not occur in the trial.
Six weeks after matching, the volunteer co-ordinator contacted each person by telephone/face to
face and then maintained contact every 4 weeks to monitor the progress of the relationship. A further
meeting was held with the pair towards the end of the 6-month period to obtain general feedback
about the befriending intervention, to discuss ending the relationship and to support the individual
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Assumptions

Inputs/resources

Activities of befriender

Enablers

Behaviour change

Medium-term outcomes

• Many people with
ID are socially
isolated, have few
support networks
and are unable to
independently access
the community, which
increases vulnerability
to depression
• Befriending may
help the individual
to develop their
conf idence, and may
increase social
support and
participation in
activities, leading to
reduced loneliness
and fewer symptoms
of depression

• Befriending
schemes agreeing to
take part
• Availability of
staff (i.e. volunteer
co-ordinators) to
monitor the
relationship
• Availability of
volunteers
• Referrals of people
with ID to befriending
services. Long waiting
list will facilitate
recruitment into
the trial
• Reimbursement
of expenses for
volunteers
• Of f ice space/training
room constraints:
threats of funding
loss to befriending
organisations

• Provides emotional
and instrumental
support
• Supports the
individual to identify
activities and places of
interest using resource
booklet
• Supports the
individual to access
activities in the
community and helps
the individual to develop
their conf idence and
skills (e.g. in using public
transport)
• Widens social
networks by providing
opportunities to meet
others and develop new
social links/friendships
• Signposting to other
agencies where needed
(e.g. housing, benefits
agency)

• The development
of a trusting
relationship with the
befriender
• Motivated, reliable
and consistent
commitment from
volunteers
• Volunteers receiving
appropriate training
and supervision
• Support for
individuals with ID
following the end of
the relationship

• Increased
conf idence,
knowledge and skills
in navigating/
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FIGURE 1 Logic model of befriending in people with IDs.
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with ID in coming to terms with the ending. The pair could continue their relationship if they wished
after the 6-month period was over, but arrangements for monitoring the relationship were outside the
remit of the trial and varied according to the befriending service. Information was collected on any
relationships that had continued beyond 6 months.

Training and supervision of volunteers
Volunteers completed face-to-face training and electronic learning prior to being matched. The training
covered the following topics: benefits of befriending and issues related to confidentiality and lone
working; advice on how to plan meetings effectively; health and safety; safeguarding; intellectual
(learning) disability awareness, and professional boundaries, such as dealing with sensitive issues, ending
relationships and expectations of the role of the volunteer. Volunteers received PowerPoint (Microsoft
Corporation, Redmond, WA, USA) slides and a manual developed by the research team, with information
about the study and additional information relevant to working with people with ID, such as maximising
communication, understanding the reasons for challenging behaviour, common mental health problems and
what volunteers should do in an emergency.
Volunteers had access to individual supervision with the volunteer co-ordinator, which was delivered
face to face or over the telephone once per month. The supervision sessions addressed issues
related to the training needs of the volunteer and how to overcome issues that had arisen from the
befriending relationship.

Training and support for befriending services
The two befriending services completed good clinical practice training and received training on the trial
research processes and procedures as part of the site initiation visit. Volunteer co-ordinators received
support from the research team through regular e-mail and telephone contact, and were members of
the Trial Management Group.

Control group
To control for the effects of participants in the treatment group receiving more information about local
activities than those in the control group, participants in the control group were also given a copy of
the activities booklet, and met with a member of the research team who discussed the booklet with
them (and their carer, if present) and encouraged them to engage with activities.
Both the control group and the intervention group had access to ‘usual care’. This included access to
multidisciplinary input from community ID services, including appointments with their psychiatrist,
psychologist and other members of the team. Participants continued to take their usual medication,
which included antidepressants and antipsychotics. They had access to primary care and other
community and hospital-based health services, as well as day services (e.g. day centres and colleges).
Where it was possible, participants in the control group were asked if they wished to be matched with
a volunteer after they completed their follow-up assessment.

Outcomes
Feasibility outcomes
Recruitment and retention of participants
We assessed the number of participants with ID recruited from those who were eligible; the number of
volunteers who were recruited over a 6-month period; the number of participants who were successfully
matched with a volunteer; the number of participants and volunteers who dropped out of the intervention;
and the number of participants and volunteers who completed the follow-up assessment.

Copyright © 2021 Ali et al. This work was produced by Ali et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

9

METHODOLOGY

Adverse events
Adverse events were collected at each follow-up assessment using open-ended questions and were
also reported directly to the chief investigator by the befriending services, including concerns about
safeguarding. Adverse events were recorded in the medical records and case report forms (CRFs).

Adherence to the intervention
Adherence was assessed as part of the process evaluation (see Treatment adherence).

Acceptability of the intervention
This was informed by data on retention/dropout of volunteers and participants; the data from
the process evaluation (see Process evaluation) that examined the extent of engagement with the
intervention by participants and volunteers (based on number of sessions attended); and qualitative
data obtained from volunteers, participants with ID, carers of people with ID and staff from the
befriending service.

Outcome measures in participants with intellectual disability
Health and social outcome measures were assessed with the participant at baseline and at 6 months
post randomisation. All the measures that were selected for use in the study have been validated and
used in people with ID. A follow-up assessment at 12 months was planned as part of the original
protocol but could not be conducted because of delays in setting up the study and poor recruitment
(see Chapter 3). Face-to-face assessments were conducted by the research assistant, who was blind
to group allocation, and these were carried out at the participants’ homes; where this was not possible,
a telephone assessment was carried out. Participants were supported by the research assistant to
complete the measures, which included reading out the questions and responses, and explaining and
rephrasing items that were difficult to understand. The following health and social outcomes were assessed:
l

l

l

l

l

Depressive symptoms (main outcome of interest) were measured using the GDS-LD.42 This 20-item
scale has been developed and validated in people with ID and has been used in recent trials.45
Participants were asked to rate their symptoms over the last week using a three-point response
format scored 0 (‘no’), 1 (‘sometimes’) and 2 (‘a lot’). Scores on the scale range from 0 to 40, with
higher scores indicating more symptoms. The scale is reported to have good test–retest reliability
(r = 0.97) and internal consistency (with an alpha of 0.90).
Self-esteem was measured using the adapted Rosenberg self-esteem scale for people with intellectual
disabilities.46 This is a self-report scale with six items measured on a five-point response scale ranging
from ‘never true’ to ‘always true’. Scores range from 6 to 30, with higher scores indicting greater
self-esteem. The scale is reported to have an adequate internal consistency (with an alpha of 0.62).
Quality of life was measured using the 19-item Maslow Assessment of Needs Scale – Learning
Disability (MANS-LD),47 and nine items from the adapted World Health Organization Quality of Life
measure (WHOQOL-8).48 Both measures are rated using a five-point response format (1–5), where
higher scores indicate better quality of life.
Loneliness and social satisfaction were measured using the Modified Worker Loneliness
Questionnaire (MWLQ),49 which has 12 items and two subscales (aloneness and social
dissatisfaction). Items are rated on a three-point scale (0–2), with a maximum score of 24. Higher
scores indicate more loneliness. The test–retest reliability of the scale is reported to be between
0.76 and 0.89, and inter-rater reliability was 0.87 for aloneness and 0.85 for social dissatisfaction.
The internal consistency (Cronbach’s alpha) was 0.65 for aloneness and 0.80 for social dissatisfaction.
Social support was measured using the Social Support Self Report for intellectually disabled adults
(SSSR).50 Participants are asked to rate support from family, staff, friends and their partner based on
five items rated on a three-point scale (0–2) for each group. The maximum score is 40, with higher
scores indicating receipt of more support. The scale has good internal consistency (with an alpha
of 0.85).

10
NIHR Journals Library www.journalslibrary.nihr.ac.uk

DOI: 10.3310/phr09100

l

Public Health Research 2021 Vol. 9 No. 10

Social participation was measured using the Guernsey Community Participation and Leisure
Assessment (GCPLA).51 Participants are asked to rate the frequency of their participation in five
types of activities (i.e. services, vocational activities, leisure, social, and facilities and amenities) on a
five-point scale ranging from never (0) to daily or more frequently (5). Higher scores indicate more
social participation. It has good test–retest reliability (r = 0.87) and internal consistency (with an
alpha of 0.93).

Outcome measures in volunteers
The following outcomes were assessed in volunteers at baseline (prior to matching) and 6 months after
the baseline assessment:
l

l

l

l

Self-esteem was measured using the 10-item Rosenberg self-esteem scale.52 Items are scored on a
four-point Likert scale ranging from strongly disagree (1) to strongly agree (4). The maximum score
is 40. Higher scores indicate better self-esteem. Reported test–retest reliability ranges from 0.82 to
0.88 and internal consistency (Cronbach’s alpha) ranges from 0.77 to 0.88.
Psychological well-being and quality of life was measured using the widely used Warwick–Edinburgh
Mental Wellbeing Scale (WEMWBS).53 This is a 14-item scale that uses a five-point response format
(1 = none of the time; 5 = all of the time). The maximum score is 70 , with higher scores indicating
better well-being. It has a high internal consistency (with an alpha of 0.89) and a test–retest reliability
value of 0.83.
Loneliness was measured using the revised University of California, Los Angeles (UCLA) Loneliness
Scale.54 This is a 20-item scale that measures feelings of loneliness and isolation. Items are rated on
a four-point scale (1 = never; 4 = often). The maximum score is 80 and higher scores indicate more
loneliness. The measure has a high internal consistency (with an alpha of 0.96) and a test–retest
reliability value of 0.73.
Attitudes of volunteers was assessed using the 67-item Attitudes Towards Intellectual Disability
Questionnaire (ATTID).55 This measure has five subscales (knowledge of causes of ID, knowledge of
capacity and rights, discomfort, interaction, and sensibility or tenderness). Higher scores indicate
more negative attitudes. Test–retest reliability ranges from 0.44 to 0.88, with an overall internal
consistency of 0.92 and a subscale reliability ranging from 0.59 to 0.89.

Feasibility of carrying out a cost-effectiveness analysis
A preliminary health economic analysis was conducted to inform planning of future economic analyses,
sources of data required and how best to collect these data. The following were recorded:
l

Health-related quality of life was measured using the EuroQol-5 Dimensions – Youth (EQ-5D-Y).56,57
There are currently no EuroQol measures that have been developed specifically for adults with ID.
The EQ-5D-Y was selected because it uses simple language and has been used in other studies
of people with ID.45 The EQ-5D-Y comprises the descriptive system (five dimensions relating to
mobility; looking after myself; doing usual activities; having pain or discomfort; and feeling sad,
worried or unhappy) that is rated by selecting the most appropriate statement that reflects the
individual’s health state (‘no’, ‘some’ or ‘a lot’) for each dimension, and the EuroQol visual analogue
scale (EQ VAS), where self-rated health is recorded on a vertical visual analogue scale between
two end points labelled ‘the best health you can imagine’ and the ‘the worst health you can imagine’.
The EQ VAS represents the participant’s own subjective view about their health, which may not be
captured by the five dimensions, and is therefore considered to provide additional information in
its own right. We assessed whether or not it would be feasible to collect self-reported data from
individuals with ID on both the descriptive system and the EQ VAS. This was recorded at baseline
and 6 months post randomisation.
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l

l

l

The Client Services Receipt Inventory (CSRI)58 was used to assess the feasibility of collecting data
on participant-reported health-care service use. Based on a review of the literature and input from
the wider study team, we adapted the CSRI to people with ID. The adapted CSRI was completed
with participants’ carers, where possible, or health professionals who knew the person well. If they
did not have a carer, then information was collected from the participant. They were asked to recall
health and social care service use during the last 6 months. This included contacts with primary
care, community services, community ID services and hospitals, including outpatient and inpatient
care. This was recorded at baseline and at 6 months post randomisation.
Concomitant medication was recorded on a CRF developed for the study. This information was
obtained from carers and, where this was not possible, participants were asked to show medication
boxes or blister packs to the research assistant. Information was recorded at baseline and at 6 months
post randomisation for the previous 6 months.
For the befriending intervention, we recorded the resources used by befriending services. Volunteer
co-ordinators at the befriending services kept a record of all their contacts with volunteers and
participants and the duration of contacts (e.g. monitoring visits and supervision) and other expenses
incurred during the intervention.

Process evaluation
A process evaluation using mixed methods59 was conducted to examine:
l
l

Adherence (fidelity) to the intervention: whether or not the different components of the intervention
were consistently followed and the extent to which volunteers delivered the intervention as intended
Acceptability of the intervention and trial procedures. The aim was to understand the perceived
value, benefits and unintended consequences of the intervention; to understand the contextual
factors influencing how the intervention was delivered; and to develop an understanding of the
likely mechanisms of action of the intervention and what modifications that would need to be made to
the trial procedures and processes in a future randomised trial.

Treatment adherence
Data were collected on the uptake of volunteer training, supervision and the frequency of monitoring
checks carried out by volunteer co-ordinators from routine records at each site to assess fidelity to the
intervention by the befriending services. To understand how the befriending intervention was delivered,
the location and content of the meetings and the range of activities undertaken were described based
on an analysis of structured logbooks completed by volunteers. A framework was developed to
categorise different types of activity to enable different types of befriending support to be distinguished
and quantified.
We examined (1) how many sessions each volunteer attended and the average number of sessions
attended by the volunteers, (2) how many pairs attended at least 10 meetings during the 6-month
intervention period, (3) the average duration of sessions and (4) for how many participants the
minimum threshold of at least 50% of meetings being outside the participant’s home was achieved.

Acceptability of the intervention
We invited all the participants with ID in both groups of the study, the volunteers who had been matched
with a participant with ID, the volunteer co-ordinators at the two befriending services and carers of
participants who had received the befriending (after seeking permission from the participant) to take part
in semistructured interviews. A topic guide comprising questions and prompts was developed for each
of the four groups (see Appendix 1, Boxes 1–4, for a list of questions). Interviews were conducted face
to face, but during the COVID-19 pandemic modifications needed to be made to accommodate the
lockdown restrictions. Interviews were therefore held by telephone or videoconferencing.
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All the participants were asked about their views of the intervention (e.g. training, matching, supervision,
support), what they perceived to be helpful and what aspects could be improved or required modification, as
well as views about trial procedures (e.g. randomisation and completion of questionnaires). The interviews
were audio-taped and transcribed.

Study expenses
Following completion of the baseline assessment and, again, after the 6-month follow-up assessment,
all the participants and volunteers received a £15 gift voucher for their time and effort. Participants
taking part in the qualitative interviews also received a £15 gift voucher.

Data management
Quantitative data were collected using the study CRFs, which were stored at the study sites. Data were
entered into the secure and General Data Protection Regulation-compliant60 Red Pill (web-based) database
hosted by Sealed Envelope Ltd and managed by Priment Clinical Trials Unit. A subsample of 5% of the
CRFs was checked to ensure consistency in data entry. After completion of relevant data management
processes, the data were exported from the database and analysed by the trial statistician.

Statistical analysis
Demographic and clinical characteristics of participants with ID and their mental health, quality of life and
social outcomes were summarised by randomised group using mean [standard deviation (SD)] or count
(percentage) for continuous and categorical data, respectively, at baseline and at the 6-month follow-up.
Demographic characteristics of befriending volunteers and their mental health and attitudinal
outcomes were similarly summarised at baseline and at the 6-month follow-up.
The primary mental health outcome was depressive symptoms, measured using the GDS-LD. All participants
were analysed in the groups to which they had been randomised. The effect of the befriending intervention
was estimated using a linear regression model, with depressive symptoms at 6 months’ follow-up as the
outcome and study group as the main explanatory variable, adjusting for depressive symptoms at baseline.
Owing to the small number of participants recruited to the study, we decided that it was inappropriate
to explore the effect of the intervention on the secondary outcomes and further regression analyses
were not conducted

Analysis of cost-effectiveness
The main aim of the economic evaluation was to determine the costs of delivering the intervention,
and test the feasibility of collecting health-care resource use and health-related quality-of-life data to
calculate the incremental mean cost per quality-adjusted life-year (QALY) gained from the intervention,
compared with the control (i.e. the cost-effectiveness), in people with ID for a full RCT. The detailed
health economic analysis is described in Appendix 2.
We assessed the response rates from the CSRI, EQ-5D-Y and EQ VAS; and collected information on
whether the CSRI was completed by carers, professionals or participants with ID. We noted any
difficulties reported by participants in completing these measures.
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The costs of the intervention were provided by the volunteer co-ordinators at the befriending services.
They provided a breakdown of costs related to the intervention, such as costs of recruitment, DBS
checks, and staff time in relation to training and supervision of volunteers and monitoring visits.
Staffing costs were calculated using an hourly rate.
To calculate the costs of using health and social care services, we adopted the perspectives of the NHS
and Personal Social Services. The horizon of the study was 6 months; therefore, discounting was
not performed.
The mean (SD) health and social care resource use and costs of medication were calculated and
costed using nationally recognised, published unit costs61–63 to estimate the mean (95% CI) costs per
participant. Costs were in Great British pounds at 2019 values or adjusted for inflation if costs for
2019 were not available (see Appendix 2, Tables 10 and 11, for unit costs and prescription costs).
Responses from the EQ-5D-Y were converted into a single value (index number). The collection of
index values for possible EQ-5D states is referred to as the value set. Research is currently ongoing
to produce EQ-5D-Y value sets and, therefore, although not recommended, the regular EuroQol-5
Dimensions, three-level version (EQ-5D-3L), value sets were used to obtain utility values. Utility values
range from 0 to 1, with scores close to 1 indicating ‘full health’ (with a score of 0 indicating ‘death’).
The EQ VAS was used as a quantitative measure of health outcome that reflects the participant’s
own judgement about their health status. We examined whether or not scores on the EQ VAS were
consistent with the EQ-5D-Y utility values, as this would help us to determine if the EQ-5D-Y is a
suitable measure of health status in people with ID.
Incremental cost per change in the primary health outcome (depression scores on the GDS-LD) between
the intervention group and the control group was estimated. The incremental cost-effectiveness ratio
(ICER) was calculated by dividing the difference in total costs (incremental cost) by the difference in
the health outcome (incremental effect) to provide a ratio of ‘extra cost per extra unit of health effect’
for the more expensive intervention compared with the alternative. ICERs reported by economic
evaluations are compared with a predetermined threshold to decide whether or not choosing the new
intervention is an efficient use of resources.
Analyses followed the Consolidated Health Economic Evaluation Reporting Standards (CHEERS) Good
Reporting Practices.64

Qualitative data analysis
Transcripts from the interviews with participants with ID, staff at befriending services, volunteers
and carers were transcribed and analysed using thematic analysis65 supported by computer software
(NVivo 9; QSR International, Warrington, UK). Thematic analysis aims to identify themes or patterns in
the data set through a rigorous process of data familiarisation, coding of data, and the development
and refinement of themes. It was selected because of its flexibility in incorporating a range of different
approaches and its use in a wide range of contexts. Data were coded by two members of the research
team, using both deductive (i.e. coding guided by existing concepts and ideas) and deductive (i.e. coding
guided by the content of the data) approaches. The codes and initial themes were discussed with the
research team, followed by further revision of themes. The analytic strategy aimed to identify themes
related to the barriers and facilitators affecting the implementation of the intervention, potential
benefits to participants and volunteers, and possible mechanisms of action. Analysis also allowed for
the consideration of themes that arose more inductively from the data. The reliability of the coding
frame was not assessed.
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Progression criteria
The following criteria were used to evaluate whether or not the pilot trial had been successful:
l
l
l
l
l

At least 70% (35) of participants are recruited from the 50 potentially eligible individuals who
are approached.
At least 70% of participants with ID in the intervention group are successfully matched to a
volunteer (befriender) and they meet on a minimum of 10 occasions.
The dropout rate of participants with ID in both groups, post randomisation, is < 30% at 6 months’
follow-up.
The intervention and trial procedures are considered to be acceptable by volunteers and individuals
with ID.
If the target recruitment rate and number of matched pairs is between 50% and 69%, or the dropout
rate is between 31% and 50%, we would consider if these could be rectified by modifying the protocol.
If this was the case, a full study could still be considered. If the recruitment rates were < 50% and
the dropout rates were > 50%, then a full trial would not be considered feasible.

Management of the study
The study was sponsored by University College London. The study research assistant was supervised by
the chief investigator and they met weekly. The Trial Management Group, comprising the research team,
co-applicants, and staff from the two befriending schemes and Priment Clinical Trials Unit, met every
3 months. An independent Trial Steering Committee, comprising five members [an academic clinician,
clinician in ID, statistician, health economist and patient and public involvement (PPI) representative] was
appointed and approved by the funders. Meetings were held annually and minutes were made available
to the funders.

Patient and public involvement
Proposal development
In developing the proposal, three befriending services for people with ID were consulted. They agreed
that it was important to carry out a trial on befriending that captured a range of outcomes for individuals
with ID and volunteers. Two of these services subsequently agreed to take part in the study and contributed
to the design of the study. In addition, a consultation group meeting was held in July 2017 with volunteers,
befriendees and volunteer co-ordinators at the Suffolk service. We discussed the nature of the befriending
intervention, its impact on both befriendees and volunteers and the best choice of outcomes for the study.
Feedback was obtained from an advisory group of carers and service users linked One Westminster
(London, UK) befriending service who thought that the study was very important. They highlighted areas that
they felt should be addressed carefully, such as ensuring participants with ID were safeguarded, that they
had opportunities to voice concerns if they were dissatisfied, and that adequate training and supervision
were available for volunteers. These suggestions were incorporated into the proposal.

Patient and public involvement during the trial
We advertised for people with ID who had experience of befriending to become members of an advisory
group. Unfortunately, despite some initial interest, we were unable to recruit enough members during the
initial stages of the trial. Following the closure of recruitment and to understand the reasons for the
poor recruitment, we consulted with three people with ID and a volunteer co-ordinator who were members
of Gig Buddies, a befriending service provided by My Life My Choice (Oxford, UK), a voluntary organisation.
These individuals had experience of befriending as a peer befriender, which meant that they were
befrienders to other people with ID. They had a unique perspective on the befriending experience.
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They suggested some reasons for the poor recruitment, but were largely positive about the study.
These suggestions are discussed in Chapter 5.

Ethics issues
The study received ethics approval from the London – City and East Research Ethics Committee (reference
18/LO/2188) and from the Health Research Authority (HRA) on 8 January 2019. All substantial amendments
to the study were approved by the sponsor and were submitted for ethics approval. Participants with ID were
provided with an accessible information sheet and were required to provide written consent prior to taking
part in the study. Volunteers, volunteer co-ordinators and carers were also provided with an information sheet
and were required to give written consent. Data confidentiality was maintained by assigning participants study
identification numbers. One of the main concerns about the study was the potentially negative impact on
the participant with ID of relationships ending, particularly if they had limited access to other forms of support.
Unfortunately, it was not possible to explore these issues in detail as we were unable to complete the
12-month follow-up (reasons for which are explained in Chapter 3).
Several ethics issues arose during the study. First, the Suffolk befriending service raised concerns about
the randomisation of participants and expressed the view that it was unacceptable to assign participants
to the control group. To manage this issue, it was agreed that individuals referred to the service would
have the option of taking part in the study or remaining on the waiting list. This had significant consequences
for recruitment (discussed further in Chapter 3). Second, carers were occasionally found to obstruct
relationships and, on two occasions, appeared to be responsible for the breakdown of the befriending
relationships. This situation was distressing for the volunteers. In both cases, the participant with ID did
not express dissatisfaction with the relationship. This raises questions about the lack of autonomy that
some people with ID may have in making decisions. Finally, one safeguarding alert was raised by a
volunteer when their befriendee reported being bullied by a paid carer (discussed further in Chapter 3).

16
NIHR Journals Library www.journalslibrary.nihr.ac.uk

DOI: 10.3310/phr09100

Public Health Research 2021 Vol. 9 No. 10

Chapter 3 Results

I
l
l
l
l
l

n this chapter, we report on the following feasibility outcomes:
recruitment of participants with ID and volunteers
the number of participants with ID who were successfully matched
the number of participants who completed the follow-up assessment at 6 months and withdrew
from the trial
exploratory analysis of the health and social outcomes
exploratory data on the analysis of cost-effectiveness.

Overview of issues encountered in recruitment
The study began in July 2018 and was funded for a 2-year period. In the original study Gantt chart, we
had aimed to obtain all the necessary approvals (i.e. approval of the protocol by Priment Clinical Trials
Unit, sponsorship and ethics approval, exchange of site contracts and approval of the study database)
and start recruitment within 4 months of the trial start date. This target proved to be unrealistic and,
as a result of delays in obtaining the necessary approvals, recruitment did not begin until April 2019,
6 months later than intended. Recruitment was slow, and the number of participants with ID who
were eligible or willing to take part was smaller than anticipated, as was the number of volunteers
expressing an interest in taking part in the study. One issue that we encountered with recruitment
through the Suffolk scheme was that it was not considered to be appropriate (or acceptable) by the
scheme to change the current standard of practice, because of concerns over randomisation and the
potential allocation of participants to the control group. This issue was raised after the protocol was
approved and sponsorship approval had been given. It was agreed that the scheme could offer
individuals the option of entering the study or remaining on the waiting list for a befriender. Owing to
the uncertainty of whether service users would be allocated a befriender or be in the control group,
those who were approached chose to remain on the waiting list until a volunteer was allocated
through the usual route, even if it meant waiting for a longer period. Staff at the service also expressed
their discomfort at the possibility of participants being left in the control group without a befriender
for a year. To manage this situation, we agreed to make changes to the protocol to permit participants
in the control group to be allocated a befriender after they completed their 6-month follow-up. It was
not possible to change the design of the study (e.g. to a waiting list control group) because of the time
frame and delays to the study, as this would have required significant changes to the protocol and
approval from the funders.
A number of changes to the protocol were made to improve recruitment (see Protocol changes and
amendments), such as recruiting student and staff volunteers directly through University College
London and the study website, and recruiting participants through advertising on posters, but these
strategies did not contribute to an overall improvement in recruitment. Further changes to the study
protocol were also considered, such as expanding the number of befriending services taking part in
the study and introducing patient identification sites, but these changes were not implemented as the
study funders did not approve extending the recruitment period, which would have also required a
costed extension to the trial duration and study end date. In September 2019, the funders communicated to
the chief investigator that recruitment should close and that preparations should be made to end the study in
June 2020, which was the expected end date. The chairperson of the Trial Steering Committee was consulted
for advice. With this time frame, it was not possible to complete the 12-month post-randomisation follow-up
outcome assessments, and the protocol was updated to reflect this change. Owing to the COVID-19
pandemic, there were some delays in conducting the qualitative interviews and, therefore, a no-cost
extension of 2 months was granted.
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Recruitment and retention of participants
The flow of participants with ID in the pilot trial is shown in the Consolidated Standards of Reporting
Trials (CONSORT) flow diagram (Figure 2). Twenty-four potential participants were referred to the
study team. Fifteen referrals were from NELFT clinicians, six were from Outward (Hackney) and three
were from The Befriending Scheme (Suffolk) (Table 1). The number of participants with ID and volunteers
who were recruited each month is shown in Table 2. On average, just under three participants (2.7) and
two (1.7) volunteers were recruited each month into the study. Of the 24 participants with ID referred
to the study, 21 were assessed and five were excluded (1) because they did not meet the inclusion
criteria (n = 3), (2) because they declined to take part (n = 1) or (3) because of challenging behaviour
that may have put the safety of volunteers at risk (n = 1). Sixteen participants agreed to take part in the
trial and were randomised to either the intervention group (befriending, resource booklet and usual care;
n = 8) or the control group (resource booklet and usual care; n = 8).

People with ID referred from befriending
services and NHS trust
(n = 24)

Assessed
(n = 21)

Recruited
(n = 16)
• Baseline assessments completed, n = 16
• Randomised, n = 16

Allocated to usual care
(and resource booklet)
(n = 8)

Not assessed
(n = 3)
• No depressive symptoms, n = 1
• No diagnosis of ID, n = 1
• Declined, n = 1
Excluded
(n = 5)
• GDS-LD score of < 5, n = 1
• Severe ID, n = 2
• Declined, n = 1
• Challenging behaviour, n = 1

Allocated to befriending and usual care
(and resource booklet)
(n = 8)
• Matched to volunteer, n = 6
• Received 6 months of befriending, n = 4
Received less than 6 months of befriending
(n = 2)
• Matching incompatible, n = 1
• Volunteer had difficulties working with carer, n = 1
Not matched to volunteer
(n = 2)
• Geographical distance, n = 1
• Deterioration in mental state, n = 1

6-month post-randomisation follow-up
(n = 8)
• Completed all assessments, n = 7

6-month post-randomisation follow-up
(n = 8)
• Completed all assessments, n = 8

Analysed
(n = 8)
FIGURE 2 The CONSORT flow diagram for participants with ID.
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TABLE 1 Referral sources
Referral source
NELFT

Hackney scheme
(Outward)

Suffolk scheme
(The Befriending Scheme)

Total number of referrals

15

6

3

Number eligible

14

3

1

Number randomised

13

2

1

Total number of referrals

N/A

9

3

Total number enrolled into study

N/A

8

2

Referral
Participants with ID

Volunteers

N/A, not applicable.

TABLE 2 Recruitment by month
Number of participants recruited
Month

People with ID

Volunteers

April

2

3

May

2

2

June

2

1

July

6

0

August

1

1

September

3

1

October

0

2a

a Volunteers had agreed to take part in the study prior to recruitment closure,
but baseline assessments were conducted after recruitment closure.

Of the eight participants who were randomised to the intervention group, six received the befriending
intervention. It was not possible to match two of the participants with a volunteer; the reasons for this
were geographical distance (no local volunteer could be identified) and, in one case, deterioration in
the mental state of the participant prior to matching.
Of the six participants who were matched, only four had a volunteer for the whole 6-month period.
One participant was matched with another volunteer after the first volunteer dropped out because
of work commitments. Of the two participants who did not have a volunteer for the 6-month period,
in one case the family carer was not satisfied with the match, as they felt that the interests of the
participant and the volunteer were not compatible, and in the other case the volunteer experienced
difficulties working with the participant because of interference from the participant’s paid carers,
who were based in the participant’s supported living accommodation.
All 16 trial participants completed the 6-month follow-up, but one participant in the control group only
partially completed the outcome measures owing to a deterioration in their mental state and refusal to
continue the assessment.
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The flow of volunteers recruited to the study is shown in Figure 3. Twelve volunteers expressed an
interest in taking part in the study (nine from the Hackney site and three from the Suffolk site).
Two dropped out before being enrolled in the study (one did not complete the training and one could
not be contacted for their baseline assessment). Ten volunteers completed the baseline assessment, but
one dropped out shortly afterwards (no reason given). Of the nine remaining volunteers, seven were
matched with a participant with ID; however, one volunteer who had been matched dropped out of the
study because of work commitments. Two volunteers in Suffolk were not matched, as no participants
with ID were allocated to the intervention group (the only participant to be randomised was allocated
to the control group). All eight remaining volunteers completed the 6-month follow-up assessments.

Volunteers expressing interest and assessed for eligibility
(n = 12)
Excluded
(n = 2)
• Did not complete training, n = 1
• Dropped out before baseline visit, n = 1
Baseline assessments completed
(n = 10)

Lost to follow-up
(n = 1)
• No reason given for dropping out

Volunteers available for matching
(n = 9)
• Matched to a befriendee with ID, n = 7
• Provided befriending for 6 months, n = 4
• Provided befriending for < 6 months, n = 3
• Match was incompatible, n = 1
• Volunteer had difficulties with carer, n = 1
• Volunteer dropped out because of work commitments,
n=1
• Not matched to a befriendee with ID, n = 2
• No participants in Suffolk with ID to match with, n = 2

Lost to follow-up
(n = 1)
• Volunteer dropped out because of work
commitments

6-month follow-up completed
(n = 8)

Analysed
(n = 8)
• Excluded from analysis, n = 2
FIGURE 3 Volunteer flow chart.
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Baseline characteristics of participants
The average age of the 16 participants who took part in the trial was 41.6 (SD 16.7) years; nine were female
(56%), eight were of white ethnicity (50%) and nine (56%) were living in supported living accommodation.
The majority of the participants had a mild ID (81%), and the average IQ was 55.3 (SD 7.6). Ten participants
(63%) had a clinical diagnosis of depression and five (31%) had a diagnosis of anxiety disorder.
Nine participants (56%) were taking an antidepressant.
Table 3 displays the participants’ demographic characteristics according to allocated group. The participants
in the intervention group were older than those in the control group [average age 48.9 (SD 17.2) years,
compared with 34.3 (SD 13.4) years, respectively], were mainly female [6 (75%) compared with 3 (38%),
respectively], were less likely to have a diagnosis of depression [4 (50%) compared with 6 (75%), respectively]
and there were fewer multiple mental health diagnoses [2 (25%) compared with 5 (62.5%), respectively].

TABLE 3 Demographics of participants with ID at baseline
Group
Demographic

Control (N = 8)

Intervention (N = 8)

Age at randomisation (years), mean (SD)

34.4 (13.4)

48.9 (17.2)

Male

5 (63)

2 (25)

Female

3 (38)

6 (75)

White

4 (50)

4 (50)

Asian

1 (13)

3 (38)

Black

0 (0)

1 (13)

Mixed

3 (38)

0 (0)

Alone

1 (13)

3 (38)

With family

1 (13)

1 (13)

Supported living (< 24 hours)

0 (0)

1 (13)

Supported living (24 hours)

5 (63)

3 (38)

Residential care

1 (13)

0 (0)

Gender, n (%)

Ethnicity, n (%)

Living arrangements, n (%)

IQ score: mean (SD)

55.6 (10.3)

54.9 (4.1)

Degree of ID, n (%)
Mild

6 (75)

7 (88)

Moderate

2 (25)

1 (13)
continued

Copyright © 2021 Ali et al. This work was produced by Ali et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

21

RESULTS

TABLE 3 Demographics of participants with ID at baseline (continued )
Group
Demographic

Control (N = 8)

Intervention (N = 8)

Mental health diagnoses, n (%)
Depression

6 (75)

4 (50)

Psychosis/schizophrenia

1 (13)

2 (25)

Bipolar affective disorder

1 (13)

0 (0)

Anxiety disorder

3 (38)

2 (25)

Autism

2 (25)

0 (0)

ADHD

2 (25)

0 (0)

Other

1 (13)

1 (13)

Two or more mental health diagnoses, n (%)

5 (62.5)

2 (25.0)

Taking antidepressants: yes, n (%)

5 (63)

6 (75)

Concomitant epilepsy: yes, n (%)

1 (13)

0 (0)

Mobilises independently

8 (100)

5 (63)

Mobilises with walking stick or frame

0 (0)

3 (38)

8 (100)

6 (75)

Mobility, n (%)

Travels independently: yes, n (%)
ADHD, attention deficit hyperactivity disorder.

Note
Percentages are given to the nearest whole number. Mental health diagnoses are not mutually exclusive, so percentages
are not expected to sum to 100%.

Table 4 summarises the outcome measures at baseline according to group allocation. Depressive symptoms
at baseline were lower in the intervention group than in the control group, with mean GDS-LD scores of
18.6 (SD 5.7) and 21.4 (SD 9.8), respectively.
Self-esteem, as measured by the adapted Rosenberg scale, was higher in the intervention group
(mean 22.4; SD 4.1) than in the control group (mean 20.8; SD 4.5), as was quality of life, as measured by
the MANS-LD [mean 73.0 (SD 9.4) and mean 64.1 (SD 10.3), respectively] and the WHOQOL-8 [mean
30.0 (SD 4.4) and mean 23.8 (SD 4.7), respectively]. Social support, as measured by the SSSR, was similar
across both groups, although the control group reported more contacts with friends [median 5.5 contacts,
interquartile range (IQR) 3.5–7.5 contacts] than the intervention group (median 3.5 contacts, IQR 1.5–6.0
contacts). Social participation, as measured by the GCPLA, was 16.4 units higher in the control group
(mean 73.9 units, SD 25.9 units) than in the intervention group (mean 57.5 units, SD 23.4 units).
The baseline characteristics of the volunteers are summarised in Table 5. The average age of volunteers
was 33.2 (SD 11.2) years. Seven (70%) volunteers were female and seven (70%) volunteers were of
white ethnicity. Six (60%) volunteers were single, seven (70%) were employed and the majority had A
Level (Advanced Level) qualifications or a higher level of educational qualification (n = 7; 70%). Four (30%)
volunteers had prior experience of working with someone with ID and three (30%) had experience of
working with someone with mental health problems. The baseline scores on the outcome measures of
self-esteem, psychological well-being, loneliness and attitudes towards people with ID are shown in Table 6.
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TABLE 4 Outcomes for participants with IDs at baseline
Group
Outcome

Control (N = 8)

Intervention (N = 8)

Depressive symptoms (GDS-LD), mean (SD)

21.4 (9.8)

18.6 (5.7)

Self-esteem (adapted Rosenberg self-esteem scale), mean (SD)

20.8 (4.5)

22.4 (4.1)

MANS-LD

64.1 (10.3)

73.0 (9.4)

WHOQOL-8

23.8 (4.7)

30.0 (4.4)

Aloneness

7.6 (2.8)

8.4 (2.3)

Social dissatisfaction

6.8 (3.4)

7.9 (3.5)

Family

5.0 (0.5–6.5)

5.5 (2.5–6.5)

Staff

5.5 (5.0–7.0)

5.5 (3.5–7.5)

Friends

5.5 (3.5–7.5)

3.5 (1.5–6.0)

Partner

0 (0–7.5)

0 (0–3.5)

Quality of life, mean (SD)

Loneliness and social satisfaction (MWLQ), mean (SD)

Social support (SSSR), median (IQR)

Social participation (GCPLA), mean (SD)

73.9 (25.9)

57.5 (23.4)

IQR, interquartile range.
Note
There were no missing data.

Adverse events
There were no serious adverse events associated with the intervention for participants with ID. In the
case of volunteers, there was one incident involving a disagreement between a paid carer at a supported
living placement and a volunteer. The volunteer was unfairly accused of buying the participant an unhealthy
meal and disregarding his care plan. This disagreement led to a breakdown in the befriending relationship
and was upsetting for the volunteer. The volunteer reported this incident to the volunteer co-ordinator,
who raised the issue with the manager of the placement. The manager acknowledged that there was a
misunderstanding between the paid carer and volunteer.

Other incidents
A volunteer raised a safeguarding alert after their befriendee reported feeling bullied by a member of
staff at their supported living placement. The volunteer supported the individual to report the incident.
The incident was investigated by the local authority and the situation was satisfactorily resolved.

Outcome assessments at 6 months’ follow-up
Table 7 shows the scores on the outcome measures for participants with ID at 6 months’ follow-up.
Depressive symptoms at 6 months’ follow-up were lower in the intervention group than in the control
group, with mean GDS-LD scores of 12.9 (SD 6.7) and 17.5 (SD 6.5), respectively. Compared with baseline
scores, there was a reduction in the GDS-LD score in both groups (3.9 units in the control group and 5.7 units
in the intervention group). There was a slight increase in mean self-esteem scores in both groups: an increase
of 0.6 units in the control group, to 21.4 units (SD 3.5 units), and an increase of 1.5 units in the intervention
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TABLE 5 Demographics of befriending volunteers at baseline
Demographic

Befriending volunteers (N = 10)

Age at entry (years), mean (SD)

33.2 (11.2)

Gender, n (%)
Male

3 (30)

Female

7 (70)

Ethnicity, n (%)
White

7 (70)

Asian

2 (20)

Other

1 (10)

Marital status, n (%)
Married or cohabiting

4 (40)

Single

6 (60)

Highest completed level of education, n (%)
No qualification

1 (10)

GCSE or equivalent

1 (10)

NVQ or equivalent

1 (10)

A Level or equivalent

2 (20)

Degree or higher degree

5 (50)

Employment status, n (%)
Employed

7 (70)

Unemployed, not seeking work

1 (10)

Student

2 (20)

Previous experience of working with, n (%)
People with ID

4 (40)

People with mental health problems

3 (30)

GCSE, General Certificate of Secondary Education; NVQ, National Vocational Qualification.
Note
Percentages are given to the nearest whole number. Previous experience of ID and/or mental health are not mutually
exclusive, so percentages are not expected to sum to 100%.
Reproduced with permission from Ali et al.66 This is an Open Access article distributed in accordance with the terms
of the Creative Commons Attribution (CC BY 4.0) license, which permits others to distribute, remix, adapt and build
upon this work, for commercial use, provided the original work is properly cited. See: https://creativecommons.org/
licenses/by/4.0/. The table includes minor additions and formatting changes to the original table.

group, to 23.9 units (SD 3.4 units). Mean quality-of-life scores on the MANS-LD also increased in both
groups: an increase of 7.9 units in the control group, to 72 (SD 5.5) units, and an increase of 7.0 units
for the intervention group, to 80.0 (SD 9.9) units. The mean WHOQOL-8 scores in the control group
increased by 4.6 units, to 28.4 (SD 3.5) units, but the scores in the intervention group decreased by
0.6 units, to 29.4 (SD 5.3) units. There were only small changes in the scores for loneliness and social
dissatisfaction on the MWLQ. The median social support scores increased slightly in the control group
in relation to family (an increase of 2 units, to 7.0 units, IQR 4.0–9.0 units), compared with no change in
the intervention group, and in relation to friends (an increase of 1.5 units to 7.0 units, IQR 4.0–9.0 units),
compared with an increase of 0.5 units in the intervention group (4.0 units, IQR 3–6.5 units). Between
baseline and follow-up, the social participation score increased by 3.8 units in the intervention group
(to a mean of 61.8; SD 22.5) and by 0.5 units in the control group (to a mean of 74.4; SD 20.4).
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TABLE 6 Outcomes for volunteers at baseline and follow-up
Time point, mean (SD) score
Outcome

Baseline (n = 10)

Follow-up (n = 8)

Self-esteem (Rosenberg self-esteem scale)

28.3 (2.3)

32.0 (4.6)

Psychological well-being (WEMWBS)

50.6 (6.9)

53.0 (6.0)

Loneliness (UCLA Loneliness Scale)

55.5 (3.9)

56.0 (4.0)

Discomfort

30.5 (10.6)

29.9 (9.3)

Knowledge of capacity and rights

46.6 (6.6)

42.9 (6.9)

Interaction

26.6 (8.7)

24.4 (8.6)

Sensibility or tenderness

16.5 (2.9)

16.6 (3.5)

Knowledge of causes of ID

18.8 (6.4)

19.4 (7.0)

Attitudes (ATTID)

There was one missing observation for the discomfort subscale of the ATTID.
Reproduced with permission from Ali et al.66 This is an Open Access article distributed in accordance with the terms
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TABLE 7 Outcomes for participants with IDs at follow-up
Group
Outcome

Control (n = 8)

Intervention (n = 8)

Depressive symptoms (GDS-LD), mean (SD)

17.5 (6.5)

12.9 (6.7)

Self-esteem (adapted Rosenberg self-esteem scale), mean (SD)

21.4 (3.5)

23.9 (3.4)

MANS-LD

72.0 (5.5)

80.0 (9.9)

WHOQOL-8

28.4 (3.5)

29.4 (5.3)

Aloneness

7.0 (3.7)

8.6 (3.5)

Social dissatisfaction

8.3 (2.7)

7.6 (2.1)

Family

7.0 (4.0–9.0)

5.5 (1.5–7.0)

Staff

6.0 (5.0–8.0)

6.0 (2.5–7.5)

Friends

7.0 (4.0–9.0)

4.0 (3.0–6.5)

Quality of life, mean (SD)

Loneliness and social satisfaction (MWLQ), mean (SD)

Social support (SSSR), median (IQR)

Partner
Social participation (GCPLA), mean (SD)

0 (0–0)
74.4 (20.4)

0 (0–5.0)
61.3 (22.5)

There was one missing observation in the control group (13%) for MWLQ and SSSR.
Reproduced with permission from Ali et al.66 This is an Open Access article distributed in accordance with the terms
of the Creative Commons Attribution (CC BY 4.0) license, which permits others to distribute, remix, adapt and build
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Copyright © 2021 Ali et al. This work was produced by Ali et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

25

RESULTS

Regression analysis of main outcome (depression)
After adjustment for depressive symptoms at baseline, depressive symptoms were lower in the intervention
group. We estimated a four-point difference in the GDS-LD depressive symptoms score in the intervention
group compared with the control group (adjusted mean difference –4.0, 95% CI –11.2 to 3.2). This difference
was equivalent to a standardised effect size of 0.5 SDs.

Outcome assessments in volunteers
At 6 months’ follow-up, there was an increase in the mean scores for self-esteem (an increase of 3.7 units to
32.0 units; SD 4.6 units) and psychological well-being for volunteers (an increase of 2.4 units to 53.0 units;
SD 6.0 units; see Table 6) from baseline. There was a slight increase in mean loneliness scores at 6 months’
follow-up (a 0.5-unit increase to 56.0 units; SD 4.0 units). Scores on the measure of attitudes towards ID
changed very little, apart from a slight improvement in the mean scores for knowledge of capacity and
rights (a decrease in score of 3.7 units to 42.9 units; SD 6.9 units).

Health economic data
The total cost of intervention implementation was £5647.38 (see Appendix 2, Table 12), which includes
the cost of recruitment (staff time); DBS and reference checks; the cost of staff time and resources to
deliver training, supervision, monitoring calls and visits; and volunteer expenses. The mean cost per
participant was £701.00.
It was possible to obtain NHS resource data from carers or from health professionals in the majority of
cases, but three participants (who lived independently and had minimal support) provided self-report
data. Data were available for all 16 participants at baseline and follow-up. No significant difficulties
were reported by carers or participants with ID, although participants with ID may have had difficulty
recalling the number of contacts with health services over the previous 6 months. Participants were
encouraged to use their diaries to record this information.
The costs of NHS resource use and EQ-5D-Y health state values at baseline and at 6 months post
randomisation are provided in Appendix 2, Tables 13 and 14. Health-care resource use costs at baseline
were substantially lower in the intervention group (mean £1387; 95% CI £359 to £2415) than in
the control group (mean £4949; 95% CI £351 to £9548). In both groups, resource use costs at 6 months’
follow-up were lower than those at baseline (mean £855 in the intervention group and mean £4014 in the
control group). The mean difference in resource use costs between the two groups was –£3159 (95% CI
–£6250 to –£73), but this difference does not take into account baseline cost differences. After including
the intervention cost, the mean difference was –£2458 (95% CI –£5549 to £628), but was not
statistically significant.
The EQ-5D-Y and EQ VAS were completed by individuals with ID. The EQ-5D-Y was completed by all
participants at baseline, but data were missing for one participant at 6-month follow-up. The EQ VAS
was completed by almost all of the participants (data were missing for one participant at baseline and
follow-up). No issues were reported in the completion of the EQ-5D-Y descriptive system, but some
participants found the instructions for the EQ VAS difficult to understand, which may explain the
discrepancies in the scores between the EQ-5D-Y and EQ VAS (see below).
At baseline, the EQ-5D-Y utility value was slightly higher in the intervention group (0.90; SD 0.10) than
in the control group (0.88; SD 0.08). At 6 months, it was slightly higher in the control group (0.90;
SD 0.13) than in the intervention group (0.88; SD 0.11). At baseline, the EQ VAS score was substantially
higher in the intervention group (75.0; SD 23.2) than in the control group (45,6; SD 31.5), but, at
6 months’ follow-up, the EQ VAS score appeared to decrease in the intervention group (62.3; SD 40.8)
and increased slightly in the control group (50.7; SD 27.6). The CIs for the EQ VAS were large, and the
scores did not appear to correspond well to the EQ-5D-Y utility values, suggesting that the EQ VAS
may be difficult for people with ID to complete.
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We have explored further the responses to the EQ-5D-Y questionnaires that are displayed in Appendix 2,
Tables 15 and 16, splitting the EQ-5D-Y levels into ‘no problem’ (level 1) and ‘any problems’ (levels 2 and 3),
changing the profile into frequencies of reported problems. This is helpful, as it describes the changes
in health over time. Although an overall summary is preferred, this approach shows that there were
improvements in usual activities; pain and discomfort; and feeling worried, sad or unhappy in the
control group; and improvements in participants looking after themselves in the intervention group.
Owing to the small sample size and discrepancies in the scores, QALYs were not calculated. Therefore,
the incremental cost per change in the primary health outcome (depression scores on the GDS-LD)
between the intervention group and control group was estimated. After adjustment for baseline values,
the ICER was –£1810 per 1-point change in GDS-LD score.
The befriending intervention has a 35% probability of being cost-effective at a willingness to pay of
£20,000 (see Appendix 5, Figure 5). These results are illustrative only and should be interpreted with
caution because of the small sample size.

Protocol changes and amendments
Protocol changes and amendments were approved by the Public Health Research programme manager
and submitted for sponsorship and ethics approval. The main changes were as follows:
l

l

Amendment 1 (approved on 21 June 2019): changes to recruitment to include recruitment of volunteers
via the trial website, recruitment of undergraduate students at University College London and use of
posters to recruit participants with ID from ID services in NELFT. Changes to the matching process
were also introduced, following recommendations from the Trial Steering Committee, enabling
participants to be rematched if a volunteer dropped out, and for more than one volunteer to be
matched to a participant.
Amendment 2 (approved on 25 March 2020): the 12-month follow-up was removed because of
significant delays to the study. Focus groups with volunteers, carers and volunteer co-ordinators
were changed to interviews to assist data collection.
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Chapter 4 Process evaluation results

I
l
l

n this chapter we will discuss:
adherence to the intervention by volunteers and the befriending services
acceptability of the intervention and trial procedures and processes.

Intervention adherence
Intervention adherence by volunteers
Volunteers were asked to meet their befriendee once per week for 1 hour, over a period of 6 months
(24 visits). Volunteers were required to document their activities with their befriendee in a structured
logbook following each session. They were required to record whether or not they had had a meeting
and reasons for cancellation, what activities they did with their befriendee, where they spent their time
together (e.g. at the person’s home or in the community), the duration of the meetings and their
reflections on the visit in terms of aspects that did or did not go well.
Six volunteers returned their structured logbooks. The total number of meetings between the volunteer
and participant with ID ranged from 1 to 21. Two pairs met only once or twice (in one case because
of dissatisfaction with the matching process, which was raised by a family carer, and in the other case
because conflict with carers led to the breakdown of the pair’s relationship ). Two pairs completed
20 and 21 meetings. The total number of meetings by all the pairs was 71, and the average number of
meetings was 11.8. Four out of the six pairs met on more than 10 occasions, which was the minimum
number of stipulated meetings that was considered to be acceptable. Only six recorded contacts were
not face to face (i.e. were by telephone or video call). The average duration of meetings for each pair
ranged from 67 to 210 minutes, with an average duration of 118 minutes, which was well above the
minimum of 60 minutes that was required for each meeting. Most volunteers met their befriendee
approximately every 2 weeks, and this may be the reason why they spent a longer period of time
together when they did meet. Reasons for pairs not being able to meet up included volunteers being
unwell, going on leave or holiday or having university commitments. Four of the pairs have continued
their relationship beyond the 6-month period and remained in contact.
Tables 8 and 9 show the types of activities that the pairs engaged in, categorised into activities that
took place outside the home and inside the home. The majority of activities were outside the home
(59/91 activities; 68.8%). Apart from one participant with ID who refused to leave their home, all the
other participants spent over 50% of their time in the community. The most common types of activities
outside the home involved going to cafes (18 meetings; 19.8%), going for a walk (12 meetings; 13.2%)
and going to a restaurant (10 visits; 11.0%). The most common indoor activity was having a conversation
(16 meetings; 17.6%), followed by playing games (six meetings; 6.6%) and arts and crafts activities
(four meetings; 4.4%). According to the logbook entries, the majority of activities (> 90%) were described
as being pleasant or enjoyable by the volunteers.

Intervention adherence by befriending services
All the volunteers who were matched were recruited by the Outward befriending scheme in Hackney.
Training was completed by all the volunteers prior to matching, which included training modules on
confidentiality, depression, diversity and equality, health and safety, and safeguarding of vulnerable adults.
These modules were delivered through an online social care provider (Social Care TV, Hingham, UK).
The volunteers also completed a 2-hour classroom-based session on volunteer induction training.
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TABLE 8 Types of activities completed by pairs (volunteers and participants with ID) outside the home
Type/location
of activity

Number of pairs that
engaged in the activity

Total number
of meetings

Percentage of outdoor
activities (n = 45)

Percentage of all
activities (n = 71)

Cafe

2

18

30.5

19.8

Restaurant

4

10

16.9

11.0

Walking

3

12

20.3

13.2

Shopping

3

8

13.6

8.8

Gallery/museum

1

2

3.4

2.2

Pub

1

2

3.4

2.2

Library

1

1

1.7

1.1

Cinema

1

1

1.7

1.1

Social club

1

1

1.7

1.1

Park

1

1

1.7

1.1

Place of worship

1

1

1.7

1.1

Political activity (voting)

1

1

1.7

1.1

Theme park

1

1

1.7

1.1

TABLE 9 Types of activities completed by pairs (volunteers and participants with ID) inside the home

Type of activity

Number of pairs that
engaged with activity

Total number
of meetings

Percentage of total
number of indoor
activities (n = 26)

Percentage of total
number of all
activities (n = 71)

Conversation

1

16

50.0

17.6

Playing games

1

6

18.8

6.6

Arts and crafts

1

4

12.5

4.4

Cooking

1

2

6.3

2.2

Reading books/
magazines

1

1

3.1

1.1

Listening to music

1

1

3.1

1.1

Creating shopping list

1

1

3.1

1.1

Cleaning home

1

1

3.1

1.1

Supervision of volunteers was intended to occur on a monthly basis over the 6-month intervention
and was provided face to face or by telephone. Five volunteers participated in supervision. A total of
21 supervision sessions were completed by the volunteers. The average number of sessions completed
was 4.2 (range 3–6 sessions). The majority of the sessions were face to face (16; 76.2%). A supervision
form was used to record discussions, which was developed by the befriending service. Volunteers were
asked about their general well-being, their ability to manage their role and commitments, what they
felt has gone well or they had enjoyed, if they had any concerns about their befriendee or their relationship,
issues around maintaining boundaries, activities that the befriendee had requested and any support or
training needs. Work or family commitments were the main reasons for volunteers not being able to attend
supervision. Topics/issues that were discussed at supervision are presented in Appendix 3, Table 17.
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Managing the balance between work and personal commitments with the befriending role was mentioned
by four volunteers [discussed in five (23.8%) sessions]. The issues that were most commonly raised in
supervision were concerns about the participant’s physical health [discussed in seven (33.3%) sessions
by three volunteers]; concerns about the befriendee’s finances, such as the befriendee not having enough
money to participate in activities [discussed in seven sessions (33.3%) by two volunteers]; reasons for missed
sessions [discussed in five sessions (23.8%) by two volunteers]; managing repetitive questioning [discussed
in four sessions (19.0%) by three volunteers]; concerns about the befriendee’s mental health [discussed in
four sessions (19.0%) by two volunteers]; time management [discussed in three sessions (14.1%) by
three volunteers]; and dealing with carers [discussed in three sessions (14.1%) by three volunteers].
Safeguarding issues were discussed by two volunteers (in two sessions; 9.5%) and managing the ending
of the relationship was raised by one volunteer (in two sessions; 9.5%).
Monitoring sessions were also held with participants with ID who were receiving the befriending
intervention. The volunteer co-ordinator was able to make contact (face-to-face meetings or telephone
contact) with five out of the six participants who were matched. There were 12 monitoring contacts in
total. The number of monitoring sessions for each participant ranged from 1 to 4 (average 2.4 sessions).
The reasons for monitoring contacts not taking place included participants not being contactable,
declining to meet up or being unable to meet up because they were busy with other commitments. The
befriending service developed their own monitoring forms. Nine monitoring forms were completed with
four participants. During these sessions, participants were asked about any issues that they had and to
rate their satisfaction with the intervention on a three-point scale (yes, no, sometimes). They were asked
questions about whether or not the volunteer visited when they expected them to (rated ‘yes’ on all
nine forms), about satisfaction with the matching process (rated ‘yes’ on all the forms), about feeling
comfortable talking to the volunteer (rated ‘yes’ on all the forms except one, which was rated as
‘sometimes’) and if the volunteer had helped them to do something new or to go out (rated as ‘yes’
on seven forms and ‘no’ on two forms). No major concerns were raised by participants.

Acceptability of the intervention and study processes
Twenty-five participants (12 participants with ID, five volunteers, five carers and three volunteer
co-ordinators) were approached and 21 agreed to take part in interviews. Four declined participation
or were unavailable to take part (three participants and one family carer). There was a total of 20 interviews
(one interview was carried out with two volunteer co-ordinators at the Suffolk service owing to time
constraints, as one staff member was leaving her job). There were nine interviews with participants with
ID (involving five participants in the control group and four participants in the intervention group); six
participants were female and three were male. There were five interviews with volunteers who had
been matched (four females and one male). The three volunteer co-ordinators and four carers who
were interviewed were all female (three were paid carers and one was a family member). The duration
of the interviews ranged from 7.3 to 31.2 (mean 18.1) minutes for participants with ID, from 19.3 to
40.4 (mean 32.6) minutes for volunteers, from 59.1 to 89.5 (mean 74.3) minutes for staff at befriending
services and from 11.2 to 44.5 (mean 31.5) minutes for carers.

Results
We discuss the findings in relation to the three broad areas of acceptability of trial processes, acceptability
of the befriending intervention (including perceived benefits) and suggestions for improvements to the
intervention and study processes.

Acceptability of trial processes (information about the study and randomisation)
There were some concerns that participants had not understood the process of randomisation or what
the study entailed:
They understood it in the fact that they would either get a befriender or not but I don’t think there was a
huge understanding about the randomisation processes, control and that sort of thing.
Befriending service 1
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The customer said she didn’t understand what it was all about because she didn’t understand it was
a study. Although the staff understood what they were doing, but the customers didn’t have a lot of
information about it. To them they were getting somebody for them to go out and do activities and for
them that was the main focus.
Participant 16, carer
Participants had mixed feelings about the randomisation process. Two participants with ID reported
feeling worried about which group they would be allocated to and one participant reported being
unhappy about being in the control group:
Interviewer: When you found out that you were – when you were phoned and you found out you were
in the control group, usual-care group, how did you feel about that?
Participant 7: A bit annoyed.
Other participants stated that they thought that the randomisation process was fair, even if they were
disappointed at not being allocated a befriender:
Yeah that’s the only thing you know, that did disappoint me a little bit because, you know, I think we
should have the choice to choose which group we are in. But if that’s what the rules are then that’s
the rules.
Participant 2

Acceptability of the intervention
Recruitment process
During the trial, volunteers and participants were recruited concurrently. The volunteer co-ordinator
at the Outward scheme commented that it would have been helpful if participants with ID had been
recruited first before recruiting volunteers, as volunteers lost interest or dropped out while they were
waiting for a suitable match:
I suppose one of the – we had a lot of interest at the beginning – one of the problems that we
did have was that we recruited quite early and then we lost people because people weren’t ready
to be matched.
Befriending service 2

Matching process
The limited pool of volunteers and participants meant that there was limited choice in relation to
finding matches based on interests and hobbies. One of the matches was rejected by a carer who did
not feel that the volunteer’s interests were aligned to those of the participant. It was felt that carers
could act as a barrier or hindrance to the matching process. This left the volunteer feeling dismayed by
the process and the person with ID without a suitable alternative match:
But I suppose one of the difficulties really was just having the support and care team on board with
befriending – the reasons for it and how it could benefit somebody and how they are not a member of
staff . . . But I think she felt a little bit disheartened by the experience, so, which is understandable, but it
was just a big learning curve, I think, with that matching.
Befriending service 2
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Intervention: training for volunteers
Volunteers found the face-to-face training helpful, but also appreciated being able to complete the
online training in their own time:
I think the one . . . online was really helpful because I kind of just got to look at that in my own time.
But then I also thought that the training with [name of person] was really, really helpful, just because it
was a nice informal setting where she explain to me how the study would work, what befriending would
entail and questions that I did have she was able to answer really well, so I thought that was a really,
really helpful experience, just because it kind of cleared up any questions and any concerns and any
preferences that I may have had in terms of the befriending; it was really, really helpful.
Participant 12, volunteer
Volunteers also commented that the training did not prepare them for some situations in which they
had to make rapid decisions and when it involved going against the advice they were given:
There were certain situations where the training said I am not allowed to, let’s say, handle money for the
person, but we came into a situation where I had to do it if that makes sense. So maybe those kind of
details where you have to have a quick decision-making skills, I think that was a bit tricky.
Participant 13, volunteer

Intervention duration
Some interviewees thought that the duration of the intervention, 6 months, may have deterred some
potential volunteers from taking part, as they were unable to commit this amount of time:
Potentially, at the beginning, when we said it was 6 months that may have put some people off, but I
mean, obviously, that was the whole point of the study. I think when people come in to volunteering,
sometimes they only want to dip their toe in the water and just see whether they like it rather than
having to commit to something.
Befriending service 2
Volunteers and participants generally commented that the 6-month time frame was appropriate:
I think the 6-month period, I think it went quite quickly to be honest, it did go quite quickly so I think the
6 months is a good amount what time.
Participant 12, volunteer
Only one participant commented that the duration was too long. One participant with ID and
two carers commented that they thought that the duration of the intervention should be longer.
One carer commented that they were worried about the visits ending and the impact on the
participant as she was fond of the volunteer’s dog and they spent many sessions walking the dog
(they are continuing to meet):
I think it should be ongoing rather than 6 months. She looks forward to seeing the dog every week even
though it’s not her dog, it’s kind of like she’s a dog keeper, you know going with [person’s name] to take
dog for a walk and back not far from here. I think that’s where they normally go to and then she looks
forward to that. If that stops in 6 months, I think that will dishearten and you know she’s not going to
be – it will be devastating for her.
Participant 10, carer
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Intervention: frequency of visits
Volunteers reported that weekly visits were difficult to maintain, with visits often being scheduled
every 2 weeks. They felt that it was important to have flexibility over the frequency of visits because
of other commitments:
So yeah, I found it better if it wasn’t weekly, if it was every other week. I think because, for me, it had to
be after work, so it just made it a bit tricky in terms of meeting up in the evening. I suppose sometimes
I was a bit tired from work and that kind of thing. Because we met up on weekends as well – but that
wasn’t as much, tended to be on the sort of mid-week in the evening, which was bit better for me.
Participant 9, volunteer
We didn’t meet every week, so we met every second week, this was something that was kind of decided
between myself and his mum. She felt that every second week would be best and it worked for me as
well, so that was that.
Participant 13, volunteer
One volunteer reported that it was difficult scheduling meetings during the week as the participant
was busy with other activities:
Yeah, it was difficult because [name of person] – well I work during the week but I could – sort of met
[name of person] early evening and sort of in the morning and stuff. But [name of person] is quite busy
Monday to Friday – she goes out to her activities, so we only had the opportunity to meet on a Saturday
or Sunday, which was difficult for me to do every week. So we kind of got into a pattern of meeting for a
whole afternoon every 2 or 3 weeks and just sort of putting the time together really to go out and drive
somewhere, go for lunch, go for a walk.
Participant 18, volunteer

Intervention: duration of sessions
Sessions often went on longer than planned because of the nature and type of activities that the pair
had decided to embark on. Activities involving long-distance travelling, such as visits to the museum,
took longer. One volunteer reported that he had difficulty managing his time and balancing other
commitments, but this improved over time:
So in the first 1 to 2 months I actually found it quite demanding because of the time management and
the things that we done together have changed quite a lot throughout the programme. The first few
times – not few times, I mean six to seven times – what we usually did was we travel around London,
and sometimes I found it quite hard to really manage the time because of queuing up and stuff, so I found
it really demanding in terms of balancing between school and travelling round. Luckily in later times,
because of the weather and things, my befriendee asked if we could do things indoors more . . . I got more
hold of how to manage time better and I actually felt more comfortable after that, yeah.
Participant 11, volunteer

Use of resource booklet
None of the volunteers and participants reported that they used the resource booklet of activities to
plan activities. Volunteers used their own knowledge or asked the participant what they wanted to do:
. . . because I live anyway in [name of area] and I know the area where [name of person] really well so we
just chatted about what we knew was around and yeah, what [name of person] wanted to do.
Participant 18, volunteer
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One volunteer co-ordinator commented that the activities in the booklet were not all appropriate and
recommended some changes:
I think it’s useful to have so, but maybe suggestion of activities rather than specific ones so could you find
bowling in your local area or could you do this.
Befriending service 1

Intervention: types of activities
One volunteer commented that they were able to engage their befriendee in a range of activities at
home and outside:
We have done quite a lot of things actually, we have done origami . . . we have done some drawings
before, and then actually more recently we did cooking, yeah we have done actually two or three times,
cooking and bakery, that was really good . . . traveling around London a bit . . . and also Bible study,
I forgot.
Participant 11, volunteer
One participant with ID commented that he was pleased with the activities:
It was great, it was absolutely great, having a befriender that communicates, that can take me out.
We would be going to cinema, we were going to bowling . . . erm . . . museums, we were going to the
bookstore. It’s been absolutely great.
Participant 8, befriendee
A couple of volunteers reported having difficulties deciding on and planning activities with their
befriendee and feeling uncertain about what they should be doing:
But I think I expected to kind of, to have more of a clear understanding of the kind of activities we were
supposed to be doing and I think everyone involved had this idea that someone else would figure out
what activities we would be doing with this person to integrate them back into the society kind of . . .
But I think there was just no clear effort on anyone’s side to kind of say ‘this is what you could do with
the person each weekend or every second weekend’.
Participant 13, volunteer
One volunteer commented that there were not many options in the person’s local area, which was not
helped by the weather at the time:
We basically just went into the cafe near his house and we had some food and just a chat. But the
weather wasn’t great back then, I think it was November, December, so it was quite grim honestly.
There wasn’t a lot to do, if this was now it would be a lot different.
Participant 13, volunteer

Intervention: supervision and support
All the volunteers reported that they had felt supported throughout the study:
Yeah definitely. Every session I was asked if there is anything wrong or anything that I have any
concerns about. So yeah, I definitely felt comfortable to, you know, mention any concerns or if I needed
any support.
Participant 12, volunteer
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However, one volunteer reported that they did not feel supported:
Just before I was about to go to my first session, the first aid kit I got sent in the post, I received too late.
I know that [volunteer co-ordinator] didn’t always respond on time and things like that.
Participant 13, volunteer
Volunteers commented that they were satisfied with the supervision sessions and that they felt
supported by the volunteer co-ordinators. They felt that the frequency was adequate:
I think it was really nice to have just a monthly meeting catch-up and just talk about how the experience
was going. And I think just overall it was nice to have that kind of support and especially it being
monthly, I thought it was a good balance.
Participant 12, volunteer
One volunteer commented that she would have preferred to have had the supervision sessions when
she needed them, as she did not have much to report:
So I don’t know – like, I didn’t find it that beneficial for me because things hadn’t changed that much month
to month. So maybe it would be more – I would probably find it more useful if I could say to them when
would be good for me to sort of have a check-in, it didn’t necessarily need to be every month, maybe it
could have been every other month or something like that.
Participant 9, volunteer

Ending of the relationship
Four pairs were continuing to meet after the 6-month period and, therefore, no significant issues were
identified in relation to the ending. Carers reported some concerns about how participants may react.
Two participants with ID did express that they may feel unhappy when the befriending came to an end:
It would be a pity when it does, because I will be . . . I might [not] be alright, you know what I mean.
Participant 3

Other themes
There were a number of other themes that were related to the intervention. These included ‘motivations
for taking part’, ‘managing expectations’ and ‘communication is crucial’.

Motivations for taking part
Most of the volunteers cited gaining experience for career progression as their main motivation for
becoming a befriender:
I was thinking of doing something related to psychology, which is my university course, and I guess it
aligns with my career prospects because I want to work in future in jobs that interact with people.
Participant 11, volunteer
Some volunteers noted that they enjoyed befriending as it allowed them to meet new people or that
they wished to do something useful with their free time:
Have done some befriending before doing this befriending and I sort of really enjoyed meeting
that individual.
Participant 9, volunteer
I wanted to do something to sort of interact with people a bit more and use a bit more of my free time.
Participant 18, volunteer
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Most of the participants with ID mentioned that getting a befriender was their main motivation for
taking part in the study as this option was not readily available:
Having the befriender.
Participant 7
One participant stated that they wanted to experience something new:
The reason I wanted to take part is because I think it would be useful for me to find out different things
and learn different things.
Participant 8

Managing expectations
Participants, volunteers and carers had misconceptions about befriending. Some participants with ID
had unrealistic expectations about their befrienders. One participant mistook the role of the befriender
for a romantic partner:
She was expecting a male because I think just the word befriender some kind of, you know, erm, made out
to feel like it was going to maybe pair her up with a male figure . . . she wants a boyfriend, she’s
interested in having a boyfriend.
Participant 14, carer
When discussing the role of the befriender, some volunteers reported that they were unsure of what
was expected of them:
I mean, if we could know more about how we – like as befriender[s] – it may be better in some ways.
Because like the programme has fixed meeting times, like as a normal friend we wouldn’t have like fixed
meeting times right, so I guess in a sense my expectation of befriending wasn’t really that clear at first.
Participant 11, volunteer
It was also apparent that carers also misunderstood the role of the befriender. Some carers believed
that volunteers were like support workers, and they expected them to take responsibility for many
things that did not concern them. The lack of understanding of the befriender’s role resulted in a
conflict whereby a volunteer dropped out of the study:
They also went to Pizza Express [Uxbridge, UK] together and as a result of them going to Pizza Express
together the staff threatened to raise a safeguarding against [befriender] for putting [befriendee]’s health
in danger [. . .] there is only so much that a volunteer can stop somebody from doing without policing
them; there has to be that understanding.
Befriending services 2

Communication is crucial
This theme encompasses the importance of communication. Participants with ID valued the communication
they had with their befrienders, as they were often socially isolated; thus, befriending gave them the
opportunity to talk to someone. Almost all participants spoke about having a positive experience in
terms of communication with their befrienders:
The good thing is about having a befriender is someone who’s there for you, someone who understands
you, someone who will communicate with you, someone who will always be beside you.
Participant 8, befriendee
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A carer spoke about the importance of having someone independent of the care staff for the
befrienders to talk to:
Because of the nature of the clients that I work with, they don’t have families, so it gives them somebody
to talk to, somebody to trust, somebody to vent out. Like sometimes you don’t want to talk to staff and
you don’t want to talk to your housemate, so that’s [an] extra person you can talk to, someone
independent who’s not connected to the staff.
Participant 16, carer
On the other hand, there were occasions when there had been a lack of communication between
the befriending services, carers and volunteers. Carers complained that there was little or no
communication between them and the volunteers, and this caused some tension. This manifested
as concerns about the health and safety of the participant and also led to conflict.
Several carers mentioned that they did not get the chance to meet the befrienders and they were
concerned about the befriendee’s safety:
Because they would meet up outside the service, because [befriendee] is independent, he goes out in the
community by himself, but then it’s also a risk because we don’t know who [befriendee] is meeting out
there. At least we should have a picture of who [befriendee] is meeting in case, you know.
Participant 14, carer
One carer felt that conflicts could have been avoided if there had been early communication, but
recognised that this was a learning experience:
If it, the communication, was open, if it was discussed openly from the beginning maybe things would
have worked better . . . I see it as a learning curve, because befriender to us, the service was new, it was
new to the customers, it was new to the staff and I think now that we know more about what is expected
and what can go wrong, so risks would be looked at in the future.
Participant 16, carer

Benefits of the intervention
All the participants in the study reported that they had gained something positive out of the
experience. It was reported that participants with ID were ‘happier’ and that befriending contributed to
their well-being:
I feel like every time I see her she seems – like it seems like it boosts her morale a bit when we meet up.
And it feels like she has – either it may be the similar sort of stuff that we chat about, she always is
very, very chatty. So it seems like she really does benefit from having someone to sort of chat about
things with.
Volunteer 9
It is a positive thing for them, it lifted their moods up.
Participant 10, carer
Befriending was perceived to have increased the participants’ confidence and their willingness to
seek help:
He has built my confidence, he has made me feel [I want to] improve myself, to come forward, ask him
anything that I wanted.
Participant 8, befriendee
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I think it kind of just brought out the confidence in him for him to be able to show me around, you know,
places he is comfortable with, he knows the route of which train to take, so I think definitely, it benefited
him, yeah.
Volunteer 13
She is more active in asking for help, rather than keeping all the difficulties to herself.
Participant 11, volunteer
The befriending intervention was beneficial not only to participants, but also to volunteers and carers.
One volunteer reported an increase in their own confidence as a result of the befriending experience,
and also felt that she had benefited from attending a social group where she met other people with IDs:
I definitely felt like my confidence probably grew a bit more from meeting [name of befriendee]. And because
I actually went to one – she has a social meet-up every month as part of the [name of charity] charity
where it is different people in the area with learning disability sort of come together and they just meet up
and play music and that kind of thing . . . I think that was quite a good one to push myself into sort of
doing something slightly out of my comfort zone.
Participant 9, volunteer
Two volunteers expressed their appreciation of the reciprocal emotional support that they had
received from the befriendee during challenges they had encountered in their own lives:
I had encountered a person and he had upset my faith and then I just briefly told her what happened and
she just told me that that guy doesn’t really understand me and I should be encouraged that I, because
I have friends and church and stuff that shouldn’t be really that upset. I think yeah, emotional support
was definitely a very unexpected thing to happen for us.
Participant 11, volunteer
Because my mum had been very ill during the period of time and actually [name of befriendee] was a
lovely support for me as well during that period.
Participant 18, volunteer
Another volunteer reported that the experience had provided them with a different perspective of
how to view life experiences:
I think I saw the world through [name of person]’s eyes, which obviously is, I think I would like to see how
people experience things, how they see them. It just made me grateful as well about things that we take
for granted. Especially because it is volunteering, if you are not paid for something, I think you find more
meaning in what you do.
Participant 13, volunteer
One carer commented that the presence of a befriender was beneficial to her and other staff as it
enabled them to focus on other tasks or provide support to other residents:
I think for the befriender to come over, it has really helped us a lot . . . it gives me the opportunity to carry
on with the paperwork, gives me the opportunity to, you know, spend time with people that live here . . .
so of course, yeah, I benefit from it.
Participant 10, carer
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PROCESS EVALUATION RESULTS

Suggestions for improvements to the study or intervention
Changes to recruitment
Volunteer co-ordinators from the Suffolk scheme suggested that events for volunteers organised by
the study team could have attracted more interest in the study:
More of physical presence from the study team going out to see volunteers to try and organise events or
something like that.
Befriending service 1
They also expressed some confusion about the timing of recruitment and suggested arranging events
prior to recruitment to raise awareness:
We weren’t quite sure when the recruitment had started when it hadn’t so it was a bit back and forth.
I think maybe the study could’ve done a few open days or a few contact days beforehand, maybe sort of
raising interest before the study began so we had a bit of a buffer, sort of, that we could take some people
forward at the very beginning and that way we had looked at more to work with.
Befriending service 1

Changes to study information and processes
Participants with ID reported wanting more time to decide whether or not to take part in the study
and wanted shorter questionnaires. One participant also thought that the information about the study
was difficult to understand and should be presented in an easier, more accessible format:
Easier read document . . . explain a bit more.
Participant 7
One volunteer commented that it would have been helpful if they had known not to discuss who they had
been matched with, during meetings with the research assistant, as doing so would lead to unblinding:
. . . just kind of like knowing up front not to sort of mention that I had and who it was.
Participant 9, volunteer

Changes to the intervention
Volunteers commented on the need to make training more practical as they felt unprepared to deal
with certain aspects of their role.
One volunteer mentioned that the training should cover what participants with ID struggle with on a
daily basis to prepare the befriender:
I guess my point here would be like, it is like the gap between how you deal with daily things and how
they deal with daily things, [. . .] I guess like, in terms of decision-making, it would be better if we could
know more about the difficulties, they face like decision-making.
Participant 11, volunteer
Another volunteer commented that they would have valued the opportunity to have kept in touch with
their befriendee on social media and that this should be encouraged, although they acknowledged the
need for guidance:
I think I wasn’t encouraged to keep in contact with my befriendee on social media actually. So I think in the
sense, in terms of intervention, I was thinking – like as a normal friend, like sometimes people exchange
contacts and keep in touch on social media, and I think I am not sure whether the intervention really
captures that aspect of it. And I do think that actually social media could really help these people a lot . . .
if they are capable of managing it.
Participant 11, volunteer
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Summary of the main themes and findings
Overall, the interviewees reported being satisfied with the trial processes, although some participants
with ID reported not understanding relevant information about the study, including randomisation.
Participants, volunteers and carers reported positive experiences of the intervention and of feeling
supported, and there were benefits to all three groups. However, the intervention was perceived to
be too rigid and prescriptive in terms of frequency of visits (i.e. once per week was too frequent) and
the nature of contacts (other types of contacts should be encouraged, e.g. via social media), and the
recruitment process for volunteers could be improved through the hosting of events.
A case study (Jane’s story) illustrates how one participant and their volunteer experienced the
befriending intervention and describes some of the challenges they encountered (see Appendix 4).
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Chapter 5 Discussion

T

his study was conducted as part of a commissioned call by the National Institute for Health Research
Public Health Research funding stream to evaluate interventions in community organisations to
improve health and well-being and reduce health inequalities. We were funded to undertake a pilot study
owing to the uncertainties of conducting a randomised trial in people with ID. This chapter will review each
of the study objectives against the progression criteria. We will discuss the barriers that we encountered
and make suggestions about how these barriers could be overcome. We will also discuss the strengths and
limitations of our study, and implications for future research.

Progression criteria
We listed a number of criteria that would be considered in evaluating whether or not the trial had
been successful:
l
l
l
l
l

At least 70% (35) of participants are recruited from the 50 potentially eligible individuals who
are approached.
At least 70% of participants with ID in the intervention group are successfully matched to a
volunteer (befriender) and they meet for a minimum of 10 meetings.
The dropout rate of participants with ID in both groups, post randomisation, is < 30% at 6 months’
follow-up.
The intervention and trial procedures are considered to be acceptable by volunteers and individuals
with ID.
If the target recruitment rate and number of matched pairs is between 50% and 69%, or the
dropout rate is between 31% and 50%, we would consider if these could be rectified by modifying
the protocol. If this was the case, a full study could still be considered. If the recruitment rates were
< 50% and the dropout rates were > 50%, then a full trial would not be considered feasible.

Recruitment
Participants with intellectual disability
Recruitment of participants with ID and volunteers was the most important feasibility objective and
the most challenging. Our recruitment period was 6 months. We recruited 16 participants with ID
(our target was at least 40 participants, based on 50 participants being approached). We therefore
recruited 40% of our target in relation to people with ID. In our progression criteria, we stated that a
recruitment target below 50% would indicate that our trial was not feasible.
Challenges in recruiting to RCTs have been demonstrated across a range of different populations and
settings. Only 56% of studies funded by the Health Technology Assessment programme have achieved
their target sample size, which demonstrates the importance of conducting feasibility studies first.67
Recruitment of participants with ID to clinical trials is considered to be particularly challenging, with a
number of RCTs failing to recruit.68,69 Reasons for this include communication difficulties, the need to
access participants through gatekeepers, issues related to consent and capacity, and limited knowledge
of the value of RCTs among carers.70–72 However, there is also evidence for the increasing acceptability
of RCTs.73
One of the reasons for the lower than expected success in recruitment to our study was that we significantly
overestimated recruitment of participants via the befriending schemes. Initial consultation with the
schemes (particularly the Suffolk scheme) appeared to indicate that there were a large number of people
who were waiting to be matched (figures suggested that there were 100 people waiting to be matched).
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However, the Suffolk scheme thought that it was unethical to randomise participants as it would
undermine their relationship with their service users, and offered individuals the option of entering
the study or befriending through their usual route. As a consequence, most people decided not to
enrol in the study. This severely affected the recruitment of participants to the study.
Conducting research outside the NHS had several challenges. During the study, the Suffolk befriending
scheme experienced funding cuts, which led to the two volunteer co-ordinators involved in the study being
employed on a part-time basis when they were formerly full time. They had responsibility for managing
existing befriending relationships that were not part of the study as well as assisting the research team
with recruitment. These changes undoubtedly had an impact on the effectiveness of recruitment to the
study, as intervention costs (e.g. staff costs) were not covered by the grant funding. We also did not
have access to support from clinical studies officers from the Clinical Research Network to assist with
recruitment from the befriending schemes, as they were not NHS services.
A review of barriers and facilitators in the evaluation of evidence-based interventions in third-sector
organisations found that lack of financial resources and knowledge of appropriate research methodology
and outcome indicators were the main barriers preventing service evaluation. Facilitators included
getting appropriate support, an organisational culture that supported research and the motivation to be
accountable to stakeholders.74 In our study, we worked collaboratively with the befriending services to
provide the expertise in research methods, and the services were motivated to engage in research and
to demonstrate an evidence base for their service. However, we were not able to provide financial
support. In a recent national survey of befriending services for people with ID in the UK, carried out
by the research team, staff reported that funding and the recruitment of volunteers were the major
challenges encountered by their services.75
Priebe et al.37 were able to recruit participants with psychosis into their study, possibly because they
received research funding to deliver the intervention, which gave them more control over the recruitment
of volunteers and the intervention itself. However, there are clearly financial and implementation
implications of using this approach as, should the befriending intervention be effective, it would not be
sustainable without continued funding.
Another issue that may have affected recruitment was the eligibility criteria. This was fed back to us at
a PPI meeting with individuals with ID. They felt that the study should have been open to all people
with ID and commented that some people who are depressed may not want to admit that they are
depressed, or may find it more difficult to take part in this type of study because of their depression.
When participants were approached by clinicians to take part in the study from ID services in NELFT,
we received feedback that many were reluctant to take part because they were afraid of meeting
someone new, or that they had anxieties about going out. It appears that those people who most
needed the intervention (e.g. those who were socially isolated and had few opportunities to access
the community) were often the people who were less willing to take part. Of the 24 referrals, only
16 met the eligibility criteria (66.7%), and it is likely that more referrals could have been received if the
eligibility criteria were less rigid, for example in relation to meeting a threshold score on the GDS-LD.
In addition, depression and depressive symptoms may be under-recognised in people with ID, as many
people may have low-grade, chronic symptoms. Although we set an inclusion criterion of a GDS-LD
score of 5, which is below the threshold for a diagnosis of depression (score of 12), the mean score
at baseline in both groups was well above the cut-off value for depression (18.6 in the intervention
group and 21.4 in the control group), suggesting that the majority of participants were experiencing
episodes of moderate depression and were more impaired than expected. If individuals with significant
depressive symptoms were being approached to take part in the study, it is not surprising that there
was a reluctance to take part, and that the number of individuals being approached was smaller than
anticipated. This indicates that there was possible confusion about the eligibility criteria, which may
have contributed to the low recruitment rate.
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The 6-month study recruitment period was possibly overambitious. A volunteer co-ordinator who was
part of the PPI group and runs ‘the Gig Buddy Scheme’ in Oxford thought that a 12-month recruitment
period would have been more realistic based on their own experiences.

Suggestions for improving recruitment
The PPI group made suggestions that recruitment via peers may have helped by reducing anxieties that
people with ID may have about talking to professionals. They also made suggestions to broaden the eligibility
criteria and to remove the need for individuals to have depressive symptoms. Another approach to
improving recruitment that we considered but were not able to implement was an extension to the
recruitment period, which was not granted, including approaching additional befriending services to
take part, increasing the number of NHS sites from which referrals were received (including Patient
Identification Sites) and involving the Clinical Research Network in recruiting participants from NHS sites.
Another source of recruitment that we considered was voluntary services, such as advocacy organisations.

Recruitment of volunteers
Over the 6-month period, we recruited 10 volunteers (our target was to match all participants
randomised to the intervention group with a volunteer, and we were therefore aiming to recruit
at least 20 volunteers).
The participating befriending schemes were responsible for recruiting volunteers; they recruited
through their websites and other volunteering sites, local newspapers, and colleges and universities.
We were aware that recruitment of volunteers was potentially going to be challenging, particularly
in the Suffolk area, which is a more rural location and has fewer transportation links than London.
Therefore, access to transportation (e.g. a car) may have had an impact on the willingness of volunteers
to take up this role.
Attempts were made to bolster recruitment through the research team advertising the study and benefits
of volunteering to undergraduate psychology students at University College London. There was a lot
of initial interest from students, but many were deterred by the duration of the intervention and the
location of the befriendees who lived on the outskirts of London, with students preferring to work
with people living in central London. We had limited control over the recruitment of volunteers as this
process was managed by the befriending services. However, feedback from the befriending services in the
qualitative interviews suggests that more support could have been provided by the research team in
advertising the study at volunteer recruitment event days.

Suggestions for improving recruitment of volunteers
Understanding the motivation of volunteers may enable targeted recruitment based on clear messages
and incentives. The volunteers who participated in the study cited career progression, enjoyment
and good use of spare time as motivations for taking part. Students in health-related professions may
volunteer because it gives them work experience that may help them to progress in their career.26 The
recruitment of students from colleges and institutions nearer to the location of befriendees could help
to overcome recruitment issues. The PPI group also suggested that volunteers may be apprehensive
about working with people with IDs if they have not had prior contact. Inviting volunteers to a social
activity group with people with ID beforehand may help to alleviate their anxieties and provide an
opportunity to meet new people.

Retention of participants and volunteers
The retention of participants with ID who had been randomised was excellent. No participant dropped
out of the study, and they all agreed to complete the outcome assessments at baseline and follow-up,
apart from one participant who completed only a few measures at follow-up.
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Retention of volunteers was fairly good. Of the 10 volunteers who participated in the study, only two
dropped out (retention of 80%). The remaining eight volunteers completed the baseline and follow-up
assessments. We therefore met our minimum criterion of < 30% dropout rate from the study.

Matching of participants and volunteers
We matched six out of eight participants in the intervention group with a volunteer (75%), which met
our minimum criterion of 70%. One participant could not be matched because of geographical distance
and another because of a deterioration in their mental health. One participant had to be rematched
with another volunteer after the first volunteer dropped out of the study. No volunteers were matched
with more than one participant. Four pairs continued their relationship beyond the 6-month period.

Adverse effects and unintended consequences
Befriending was not associated with any serious adverse events for people with ID. However, we were
unable to complete the 12-month assessment and, therefore, it was not possible to monitor the impact
of relationships ending on the well-being of individuals beyond the 6-month period. Four out of the six
matched pairs had decided to continue their relationship beyond 6 months and the other two pairs
met on only a few occasions. There was a positive outcome for one participant, who was supported to
report an incident of mistreatment by a paid carer at their supported living placement. The participant
may not have reported this incident without the support they received from the volunteer.
However, there were unintended consequences for volunteers. One volunteer experienced conflict with
members of staff at their befriendee’s supported living placement, which arose because of a misunderstanding
about the volunteer’s role. This consequently led to the volunteer becoming distressed and deciding to drop
out of the study. Another volunteer was unable to continue with their relationship with the befriendee
because the befriendee’s mother was not satisfied with the match. The volunteer was disappointed with
this situation, particularly as the befriendee was not involved in making the decision. In both situations,
the volunteer co-ordinator attempted to resolve the dispute and provided emotional support to the
volunteers. Similar conflicts with staff and carers were reported in our survey of befriending services and
volunteers in the UK,75 suggesting that this is not an uncommon issue encountered by volunteers. More
support should be provided to volunteers to negotiate such challenging situations to prevent relationships
breaking down unnecessarily, and service users with ID should be empowered to make decisions about
whether or not they wish to continue with relationships, rather than these decisions being made by carers.

Adherence to the intervention
There was good adherence to the training by volunteers, and most volunteers engaged with the supervision
process. The pairs were expected to meet for a minimum of 60 minutes per meeting, but this was exceeded
(with an average meeting duration of 118 minutes). We set a minimum target of 10 meetings between the
befriender and the participant. The average number of meetings was almost 12 (11.8) and, based on
this, the minimum target was met. However, only four of the six pairs (66.7%) actually met ≥ 10 times.
In Priebe et al.’s37 RCT of befriending in people with psychosis, only half the participants met their
predefined threshold of at least 13 meetings over 1 year, suggesting that implementation may be an
issue in befriending trials. In our survey of befriending services for people with ID, we found that there
was a large variation in the frequency of meetings, with the majority of pairs meeting for a period ranging
from every 2 weeks to every other month.75 In our study, we also stipulated that the majority of the
sessions should be in the community, which did occur, but the range of activities was limited and mainly
consisted of visiting cafes and restaurants, and going for walks. Trips to museums/galleries and to the
cinema occurred on only a few occasions and there were no activities involving recreational activities,
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such as swimming or going to the gym. These findings are consistent with our survey of befriending
services, which found that the most frequently reported activities involved going to cafes and restaurants,
followed by visits to parks and outdoor spaces.75 One possible explanation is that individuals with ID did
not always have sufficient funds to cover activities (this was raised by several volunteers), which might
have prevented pairs from engaging in more novel activities, or it may be related to difficulties in
motivating individuals who have depressive symptoms. Spending time indoors and having ‘a conversation’
was also frequently reported, highlighting the role of volunteers in providing emotional support. No
particular types of activities were regarded as being more pleasurable, indicating that spending time
together may be more important than the nature of the activity.

Acceptability of study procedures
Volunteers were satisfied with the trial processes and procedures and thought that the questionnaires
were relevant and of the right length. Some participants with ID expressed their frustration at being
allocated to the control group. They thought that some of the information was difficult to understand
and that the questionnaires were too long.

Acceptability of the intervention
Based on the qualitative interviews, overall, the participants and volunteers valued the opportunity to
have a befriender and to take part in the study. This, alongside the very high retention rates of participants in
the study and the fact that four out of the six matched pairs had plans to continue their relationship beyond
6 months, suggests that the intervention may have been acceptable, at least to those who took part in the
study. We did not conduct interviews with individuals who did not want to take part in the study, and their
views about the intervention may have been different. The low recruitment rate may also indicate that
the intervention was not widely acceptable to people with ID who had symptoms of depression because
they were anxious about meeting someone they were not familiar with or were not motivated to engage in
new activities.
There were some issues with the intervention. Volunteers commented on the need for more flexibility
in relation to the frequency of visits, with a preference for visits every 2 weeks rather than weekly because
of other commitments. Flexibility in supervision arrangements and the nature of contacts (e.g. permitting
contact via social media) was also suggested. A recent qualitative study of the experiences of befriendees
and befrienders who had participated in a RCT of befriending76 highlighted the importance of having a
flexible approach in relation to the role of the befriender and the nature of the intervention, and that
befriending was an authentic relationship that developed over a period of time.77 Burn et al.77 also discovered
that befriending was a considerable commitment for volunteers and necessitated balancing a number of
competing commitments, which was also reported in our study. The mutual benefits of befriending was a
positive finding in our trial, which indicated that we should not assume that only participants with ID will
benefit from the intervention.
Another highlighted issue, which may affect the acceptability of the intervention, was the expectations
of carers, who had a strong influence on aspects of the intervention, such as whether or not a match
should continue (this led to one participant being left unmatched after one session) and conflict with
another volunteer over their selection of activities. As discussed above, this led to two volunteers
dropping out. Carers misunderstood the role of volunteers and thought that they should assume the same
responsibilities as a support worker. Guidelines on how to work with carers, and clear discussions with
carers about the roles and responsibilities of volunteers need to be considered. Financial issues were raised
by a number of volunteers, particularly during supervision. On occasions, volunteers had to pay for the
participants’ expenses during visits, as carers did not realise that these expenses were not covered. Good
communication between carers, volunteers and the befriending service was considered to be essential.
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Measurement of outcomes
The lower than expected recruitment rate resulted in a small sample size and unbalanced groups,
despite randomisation. However, our exploratory analysis of outcome revealed a mean four-point
reduction in the GDS-LD score in the intervention group, after adjusting for the baseline score, which
equates to a standardised effect size of 0.5 SDs. The 95% CIs around this difference in GDS-LD
score (95% CI –11.2 to 3.2 SDs) suggest that, although this is a non-significant result, an important
clinical difference could be found in a main trial. However, there were baseline differences in the
characteristics between the two groups and, given the small sample size and that only six participants
in the intervention group actually received the intervention (a further two received one or two
sessions), it may well be a chance finding. Nevertheless, the findings are similar to that of a feasibility
study of mentoring in 29 people with ID and a matched comparison group. They found a reduction
in GDS-LD (proxy) scores in the intervention group, with an effect size of 0.51, and this approached
significance (p = 0.10).41 This suggests that befriending may reduce depressive symptoms, but that our
results should be treated with considerable caution because of the small sample size.
Previous studies of befriending in other populations have found small effect sizes in reducing depressive
symptoms.21 However, one trial of a ‘visiting service’ for elderly widows found that participants who had
high levels of social isolation, two or more physical illnesses or low levels of education (no education or
primary school only) responded better to the intervention, with statistically significant effect sizes of
between 0.54 and 0.63 for a reduction in depressive symptoms.76 This group shares characteristics with
people with ID, suggesting that the benefits of befriending may be greater for more disadvantaged groups.

Health economic evaluation
Data collection methods for a future economic evaluation were developed, and their feasibility was
tested during this study. There was a good return of the resource use questionnaire from carers. Data
on intervention costs were obtained from befriending services. Participants completed the EQ-5D-Y
descriptive system and the EQ VAS, but there were important discrepancies between the scores, which
could make calculation of QALYs for a cost–utility analysis less reliable. The differences may have been
due to a number of reasons, such as poor understanding of instructions on how to complete the EQ VAS
or because the EQ-5D-Y is not an appropriate measure for adults with ID (it has not been validated for
use in this group) and may not capture relevant aspects of health that are perceived to be important.
In the absence of a validated measure of health-related quality of life in this population, perhaps the
EQ-5D-Y should not be used in isolation to assess health-related quality-of-life outcomes in trials
involving adults with ID, and should be used in conjunction with a proxy measure.
The results of our study show that the intervention has a probability of 35% of being cost-effective.
These results are conservative and should be interpreted with caution because of the small sample size
and other issues that affected the study.

Strengths of the study
l

l

To the best of our knowledge, this is the first pilot study to investigate the feasibility and acceptability
of conducting a RCT of one-to-one befriending by volunteers for people with ID and symptoms of
depression. Other studies used a non-randomised design or did not have a control group.40,41
The befriending intervention was delivered by community befriending schemes. This reflected actual
practice, as the majority of befriending services are not funded by the NHS and may receive only
partial or no funding from local authorities.
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Although some attempt was made to standardise the intervention through the recommendation
of weekly visits (each lasting at least 60 minutes, over a period of 6 months), there was room for
flexibility in terms of how the matched pair spent their time and, therefore, the trial was pragmatic
in its approach.
The mixed-methods process evaluation provided useful insights into the perspectives of the
participants and data on adherence, which could potentially inform changes to the intervention in a
future study.
The trial included an economic evaluation to assess the feasibility of data collection methods and
some preliminary data on resource use.

Limitations of the study
l
l

l
l

l

l

l

The study recruited only 40% of the target sample of people with ID, which suggests that
recruitment is not feasible without changes to our approach.
Some of the recruitment issues identified could be rectified through better planning in a full trial;
for example, there were clearly issues relating to poor communication between the study team
and the befriending services. We could have been more proactive in our engagement with the
befriending services and made more sustained efforts to ensure that they understood and were in
full agreement with the study design and randomisation process, rather than assuming that they
were on board. They provided feedback indicating that they would have appreciated support with
the recruitment of volunteers through events hosted by the study team, and this is another aspect
that could be improved.
We were unable to implement significant changes to the recruitment strategies owing to delays in
the study being set up and our request for an extension to the study not being approved.
We were unable to complete a 12-month follow-up because of delays in the set-up of the study.
We therefore do not have data on adverse effects and unintended consequences beyond the 6-month
period, including the impact of relationships ending on depressive symptoms and the well-being of
participants. This information was not available at the 6-month follow-up as several of the pairs were
planning to continue their relationship beyond 6 months.
Proxy outcome measures (e.g. for depressive symptoms) were not used, and they may have been
helpful, alongside the self-report measures, in establishing whether or not the intervention had
positive outcomes. Some of the measures used in the study had a limited number of data on
psychometric properties.
We did not collect demographic data on car ownership and whether volunteers were working full
time or part time, which might be helpful in understanding the characteristics of volunteers who are
likely to take part in such a study.
We could not mobilise PPI in the study as well as we intended.

Amendments to the logic model
Based on our experiences of conducting this study, we have proposed a few changes to the logic model
(see Appendix 5). These include the need for additional inputs and resources, such as clear eligibility
criteria and a comprehensive recruitment strategy in relation to people with ID, and the need for individuals
with ID to have access to sufficient funds to be able to access activities in the community. Additional
enablers include ensuring that carers are aware of the roles and responsibilities of volunteers, and the
need for good communication between the befriending services, carers and volunteers to reduce the
likelihood of potential conflict.
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DISCUSSION

Implications and recommendations for future research
Although our results suggest that a fully powered RCT would not be feasible, it is possible to rectify
these issues through alternative recruitment strategies, including recruiting participants through
multiple NHS trusts and recruiting volunteers from multiple befriending services, or the provision of
adequate resources to fund the intervention outside community befriending services. A future study
should explore these alternative recruitment strategies.
There are challenges in conducting research with voluntary organisations as they often lack the
necessary resources to recruit participants and implement the intervention, and researchers may have
limited influence over these aspects of the research. Circumstances may also change during the course
of the research project, owing to financial insecurity associated with external funding sources. The
importance and value of collaborating with voluntary organisations in research should be encouraged.
Conducting research involving participants with depressive symptoms (many of whom had a clinical
diagnosis of depression) proved to be challenging owing to difficulties in motivating depressed individuals
to engage in novel activities. It is not clear whether the low recruitment rate was because the intervention
was not acceptable to individuals with depressive symptoms or because the recruitment strategy was
limited. This requires further exploration. For example, individuals with ID and depressive symptoms
could be surveyed about whether or not they would be willing to engage in a befriending intervention.
A future study on befriending in people with ID could have broader eligibility criteria and not be
restricted to participants with depressive symptoms or other symptoms of mental ill health, and have a
focus on evaluating whether or not it leads to improvements in well-being and social outcomes in the
short and long term.
One of the issues elucidated by this study was the need for improved communication between all
parties involved in the befriending relationship. Poor communication and misunderstandings between
carers and volunteers led to relationships breaking down. It is paramount that all befriending services
develop guidelines on how to work more effectively with carers.
Future research studies could also explore the use of peer support, which is defined as the mutual
receiving and giving of emotional, social or practical support between individuals with shared lived
experience.78 It has been shown to have positive outcomes in studies of people with mental illness.79
Although the use of a peer support model or a ‘buddy scheme’ in relation to people with ID has
been used in a number of settings, research has been limited to only a few studies. One pilot study
suggests that peer support may be useful in facilitating supported employment in young people with ID80
and another suggests that having a ‘buddy’ may help young people transition to a new school or college.81
Peer support could be used more broadly to deliver changes in social outcomes and may be more
acceptable to some individuals with ID, as they may find it easier to relate to peers than lay volunteers.
Future studies should give careful consideration to the design of the study, such as the use of
non-randomised study designs in evaluating befriending.37 For example, a prospective longitudinal
study that involves the collection of data from a large number of services, and takes into account
key confounders, could provide data on longer-term benefits.
A further recommendation is the need for effective involvement of patients and the public in the
study design and in the recruitment of participants to identify and overcome key barriers to
recruitment. Recruitment approaches could involve people with ID publicising the study (through the
use of film clips and social media) and directly recruiting participants by explaining the study to their
peers and describing personal experiences of befriending and how it has benefited them.
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Conclusion
This pilot RCT of one-to-one befriending in people with ID and depressive symptoms failed to recruit
a sufficient number of participants. Therefore, a future, larger-scale RCT is unlikely to be feasible
unless there are substantial changes to the recruitment of participants with ID involving multicentre
recruitment from NHS and social care services.
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Appendix 1 Topic guide questions
BOX 1 Topic guide for people with ID

l
l
l
l

Why did you want to take part in the study?
Did you understand what the study was about?
Did you understand that you had a 50/50 chance of being in the group who got a befriender/volunteer?
The researcher asked you lots of questions about different things in your life. What did you think about
the questions you were asked?

Questions for participants in the intervention group:
l
l
l
l
l
l
l
l
l
l
l
l
l

l

You were in the group that had a befriender. What was it like having a befriender?
What was your first meeting like?
How often did you meet up?
How did you decide what to do together?
What were the good things about having a befriender?
Do you think having a befriender has helped you in any way?
Were there any bad things about having a befriender?
Are you still meeting up with your befriender?
How did you feel when the befriending period was over?
How did you cope with the ending?
Would you recommend befriending to anyone else?
Is there anything you would change about befriending?
Is there anything else that you would like to say about how you were treated in the study that has not
been covered?
Is there anything else that could be changed/improved?

BOX 2 Topic guide questions for volunteers

l
l
l
l

What motivated you to become a befriender?
What were your reasons for taking part in the trial?
How did you feel about the way the study was explained?
What did you think about the questionnaires/assessments that you had to complete?

Questions about the befriending intervention:
l
l
l
l
l
l
l
l
l

What did you think about the training that you received?
What did you think about the matching process and the introductory meeting?
What was your experience of being a befriender in the study?
What did you think about the manual?
What did you think about the supervision and support you received during the study?
Do you think that the befriending intervention has benefited your befriendee?
Do you think that the befriending intervention has benefited you in any way?
How did you feel about the study overall?
Is there anything else that could be changed/improved?
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BOX 3 Topic guide for volunteer co-ordinators/staff at befriending services

l
l
l
l
l
l
l
l

l
l
l
l
l
l

What were your thoughts about the recruitment process of volunteers into the study?
What were your thoughts about the training offered to volunteers?
What were your thoughts about the process of randomisation?
What did you think about the matching process and the introductory meeting?
What were your thoughts about the befriending intervention?
What was your experience of supervising volunteers?
What was your experience of supporting individuals with learning disability?
Do you think that the befriending intervention has benefited the individuals with learning disability
taking part in the study?
Were there any negative consequences of the befriending intervention?
Do you think that the befriending intervention has benefited carers?
How did you feel about the study overall?
Did you get enough support and information from the study team? Could this have been improved?
Would you take part in a study evaluating befriending again?
Is there anything else that could be changed/improved?

BOX 4 Topic guide questions for carers

l
l

How did you feel about the way the study was explained to you and the person you care for?
As part of the study, you may have completed a questionnaire about how often the person has used
different types of services. What were your views about this questionnaire?

Questions about the befriending intervention:
l
l
l
l
l
l
l
l
l

What did you think about the matching process and the introductory meeting?
What did you think about the befriending intervention?
What did you think about the support that the person you care for received during the study?
Do you think that the befriending intervention has benefited the person you care for?
Were there any negative consequences of the befriending intervention?
Do you think that the befriending intervention has benefited you in any way?
How did you feel about the study overall?
Would you recommend the befriending intervention?
Is there anything else that could be changed/improved?
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Appendix 2 Health economic analysis

T

his appendix reports on the cost-effectiveness of a pilot randomised controlled trial of one-to-one
befriending by volunteers, compared with usual care, in reducing symptoms of depression in
people with intellectual disability.

Aim
The main aim of the economic evaluation was to determine the costs of delivering the befriending
intervention and test the feasibility of collecting health-care resource use and health-related quality-of-life
data to calculate the incremental mean cost per QALY gained of the befriending intervention compared
with control (i.e. the cost-effectiveness) for a full RCT in people with ID.

Outcomes
l
l

Health-related quality of life measured using the EQ-5D-Y and the EQ VAS questionnaire at
baseline and at 6 months post randomisation.
Health-care resource use recorded at baseline and at 6 months post randomisation.

The economic analysis was conducted from the primary perspectives of the NHS and personal social
services. The horizon of the study is 6 months; therefore, discounting was not performed.

Methods
Cost of delivery of the befriending intervention
The costs of the befriending intervention were provided by the volunteer co-ordinators at the
befriending services. They provided a breakdown of costs related to the intervention, such as costs
of recruitment, DBS checks, staff time in relation to the training and supervision of volunteers and
monitoring of visits. Staffing costs were calculated using an hourly rate.61

Health-care resource use
An adapted CSRI58 was used to assess the feasibility of collecting data on participant-reported service use
at baseline and at 6 months post randomisation. The adapted CSRI was completed with the participant’s
carers, health professionals who knew the person well or the participant. This included contacts with
primary care, community services, community ID services and hospitals, including outpatient and inpatient
care. Concomitant medication was recorded on a CRF developed for the study.
The mean (SD) health and social care resource use was estimated, and costs were calculated using
nationally recognised, published unit costs61–63 (Tables 10 and 11) to estimate the mean (95% CI) costs
per participant. Costs were in Great British pounds at 2019 values, or adjusted for inflation if costs
for 2019 were not available.

Utilities and quality-adjusted life-years
The EQ-5D-Y56,57 was collected at baseline and at 6 months post randomisation to calculate QALYs.
There are currently no EuroQol measures that have been developed specifically for adults with ID.
The EQ-5D-Y was selected because it uses simple language and has been used in other studies of
people with ID.45
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Responses from the EQ-5D-Y were converted into a single value (index number) and the regular EQ-5D-3L
value sets (although not recommended) were used to obtain utility values. The EQ VAS was used as a
quantitative measure of health outcome that reflects the participant’s own judgement about their health
status. We examined whether or not scores on the EQ VAS were consistent with the EQ-5D-Y utility
values as this would help us to determine if the EQ-5D-Y is a suitable measure of health status in people
with ID.

Cost-effectiveness analysis
Participants completed the EQ-5D-Y descriptive system and the EQ VAS, but there were important
discrepancies between the scores, which could make calculation of QALYs for a cost–utility analysis
less reliable.
Therefore, incremental cost per change in the primary health outcome (depression scores on the GDS-LD)
between the intervention and control group was estimated. The ICER was calculated by dividing the
difference in total costs (incremental cost) by the difference in the health outcome (incremental effect) to
provide a ratio of ‘extra cost per extra unit of health effect’ for the more expensive intervention compared
with the alternative. ICERs reported by economic evaluations are compared with a predetermined
threshold82 to decide whether or not choosing the new intervention is an efficient use of resources.
The analyses followed CHEERS.64

Results
Cost of delivery of the befriending intervention
The total cost of the befriending intervention implementation was £5647.38 (Table 12), which includes
the cost of recruitment (staff time), DBS and reference checks; the cost of staff time and resources to
deliver training, supervision, monitoring calls and visits; and volunteer expenses. The mean cost per
participant was £701.

Health-care resource use costs
The costs of NHS resource use at baseline and 6 months post randomisation are displayed in Tables 4
and 5, respectively. Health-care resource use costs at baseline were substantially lower in the befriending
group (£1387, 95% CI £359 to £2415) than in the control group (£4949, 95% CI £351 to £9548).
Resource use at 6 months’ follow-up was lower than at baseline in both groups (£855 in the intervention
group and £4014 in the control group). The mean difference in resource use in the intervention group at
6 months was –£3161 (95% CI –£6250 to –£73), but this difference does not consider baseline differences.
After including the intervention cost, the mean difference was –£2460 (95% CI –£5549 to £628), but
this was not statistically significant.

Utilities and quality-adjusted life-years
The EQ-5D-Y health state values at baseline and 6 months post randomisation are displayed in Tables 13
and 14, respectively. The mean EQ-5D-Y utility value was slightly higher in the befriending group at
baseline (0.90; SD 0.10) than in the control group (0.88; SD 0.08). At 6 months, the mean was slightly
higher in the control group (0.90; SD 0.13) than in the befriending group (0.88; SD 0.11). The mean EQ
VAS score was substantially higher in the befriending group at baseline (75.0; SD 23.2) than in the
control group (45.6; SD 31.5), but appeared to decrease at 6 months’ follow-up in the befriending group
(62.3; SD 40.8); however, scores increased slightly in the control group (50.7; SD 27.6). EQ VAS scores
did not appear to correspond well to the EQ-5D-Y utility values, suggesting that the EQ VAS may be
difficult for people with ID to complete. Owing to the small sample size and discrepancies in the scores,
QALYs were not calculated.

64
NIHR Journals Library www.journalslibrary.nihr.ac.uk

DOI: 10.3310/phr09100

Public Health Research 2021 Vol. 9 No. 10

We have explored further the responses to the EQ-5D-Y questionnaires that are displayed in Tables 15
and 16, respectively, splitting the EQ-5D-Y levels into ‘no problem’ (level 1) and ‘any problems’ (levels 2
and 3), changing the profile into frequencies of reported problems. This is helpful as it describes the
changes in health over time. Although an overall summary is preferred, this approach shows that there
were improvements in usual activities; pain and discomfort; and feeling worried, sad or unhappy in the
control group and improvements in looking after themselves in the intervention group.

Cost-effectiveness analysis
Linear regression including covariates for randomisation to befriending intervention or control, baseline
costs and effects was used to calculate the mean difference in costs/effects between the befriending
intervention and the control group, and 95% CIs. After adjustment for baseline values, the ICER was
–£1810 per point change in GDS-LD.
The befriending intervention has a 35% probability of being cost-effective at a willingness-to-pay
threshold of £20,000 (see Figure 4).

Discussion
The results of our study show that the intervention has a 35% probability of being cost-effective. These results
are conservative and should be interpreted with caution because of the small sample size and other issues
that affected the study.
Data collection methods for a future economic evaluation were developed, and their feasibility was
tested during this study. There was a good return of the resource use questionnaire from carers. Data
on intervention costs were obtained from befriending services. Participants completed the EQ-5D-Y
descriptive system and the EQ VAS, but there were important discrepancies between the scores, which
could make the calculation of QALYs for a cost–utility analysis less reliable. The differences may have
been due to a number of reasons, such as poor understanding of instructions on how to complete the
EQ VAS or because the EQ-5D-Y is not an appropriate measure for adults with ID (it has not been
validated for use in this group) and may not capture relevant aspects of health that are perceived to be
important. In the absence of a validated measure of health-related quality of life in this population,
perhaps the EQ-5D-Y should not be used in isolation to assess health-related quality-of-life outcomes
in trials involving adults with ID, and should be used in conjunction with a proxy measure.
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TABLE 10 Health-care resource use unit cost
Resource

Unit cost (£)

Source

GP: at surgery

37

Unit Costs of Health and Social Care 201961

Practice nurse

36

Unit Costs of Health and Social Care 201961

8

Unit Costs of Health and Social Care 201961

Community nurse

43

Unit Costs of Health and Social Care 201961

Community nurse: home visit

62

Unit Costs of Health and Social Care 201961

Community nurse: telephone

8

Psychiatric nurse: home visit

70

Unit Costs of Health and Social Care 201961

ID nurse

45

Unit Costs of Health and Social Care 201961

ID nurse: home visit

70

Unit Costs of Health and Social Care 201961

Psychiatrist

356

Unit Costs of Health and Social Care 201961

Psychiatrist: home visit

356

Unit Costs of Health and Social Care 201961

Psychologist

44

Unit Costs of Health and Social Care 201961

Psychologist: home visit

44

Unit Costs of Health and Social Care 201961

Care manager/social worker

40

Unit Costs of Health and Social Care 201961

Care manager/social worker: home visit

40

Unit Costs of Health and Social Care 201961

Care manager/social worker: telephone

8

Practice nurse: telephone

Assumption

Assumption

Occupational therapist

43

Unit Costs of Health and Social Care 201961

Occupational therapist: home visit

43

Unit Costs of Health and Social Care 201961

Physiotherapy

46

Unit Costs of Health and Social Care 201961

104

Unit Costs of Health and Social Care 201961

Speech and language therapist

83

Unit Costs of Health and Social Care 201961

Optician

33

Unit Costs of Health and Social Care 201961

Community support worker: at home visit

23

Unit Costs of Health and Social Care 201961

298

Unit Costs of Health and Social Care 201961

Dentist

Acute psychiatric ward admission
General medical elective/planned inpatient admission

4078

National Schedule of Reference Costs
2018–1962

General medical non-elective/unplanned inpatient
admission

589

National Schedule of Reference Costs
2018–1962

A&E physical health related: not admitted

209

National Schedule of Reference Costs
2018–1962

A&E physical health related: admitted

257

National Schedule of Reference Costs
2018–1962

A&E mental health related: admitted

209

National Schedule of Reference Costs
2018–1962

A&E, accident and emergency.
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TABLE 11 Prescription costs for 6 months
Prescription drug

Unit dose

Cost for 6 months (£)58

Amisulpride

100 mg

21.54

200 mg

32.64

Aripiprazole

10 mg

10.56

Aspirin

75 mg

1.56

Atorvastatin

10 mg

4.50

20 mg

6.12

Calcichew-D3 chewable tablets (Takeda UK Ltd, London, UK)

25 mg

25.44

Chlorpromazine

50 mg

31.32

Citalopram

10 mg

3.96

20 mg

4.08

40 mg

6.06

10 mg

33.48

300 mg

47.04

5 mg

4.80

1.5 mg

20.40

Lansoprazole

15 µg

3.48

Levothyroxine

25 µg

17.46

50 µg

7.68

Losartan

25 mg

4.80

500 mg

13.20

Montelukast

10 mg

9.66

Omeprazole

20 mg

6.72

Oxybutynin

2.5 mg

6.90

5 mg

8.94

100 mg

492.66

Clobazam
Clozaril® (Mylan Products Ltd, Potters Bar, UK)
Folic acid
Indapamide

Metformin

Pregabalin

150 mg

328.44

Promethazine hydrochloride

25 mg

8.88

Propranolol

40 mg

5.10

Quetiapine

50 mg

6.06

25 mg

6.06

100 mg

7.44

1 mg

9.12

50 mg

6.48

100 mg

7.56

40 mg

4.56

Sitagliptin

100 mg

199.56

Tegretol prolonged release

200 mg

11.49

400 mg

30.12

25 mg

9.96

50 mg

11.22

2 mg

8.55

37.5 mg

5.76

Ramipril
Risperidone
Sertraline

Simvastatin

Topiramate

Trihexyphenidyl
Venlafaxine
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TABLE 12 Intervention components and total cost
Cost (£)
Intervention component

Unit

Unit

Total

DBS checks (n)

11

18.00

198.00

Reference checks (staff time in hours)

22

16.19

356.18

Cost of training volunteers (staff time in hours)

85

16.19

1376.15

Cost of supervision (staff time in hours)

80

16.19

1295.20

Costs relating to monitoring visits/telephone calls to
volunteers/carers/individuals with LDs (staff time in hours)

60

16.19

971.40

Volunteer expenses (travel, food, other)

210.00

Other costs (e.g. volunteer rewards, identification cards)

350.00

Recruitment (staff time in hours)

55

16.19

Total

890.45
5647.38

TABLE 13 Health-care resource utilisation and mean cost at baseline
Control group (N = 8)

Intervention group (N = 8)

Variable

n

Mean (SD)

n

Mean (SD)

EQ-5D-Y utility value

8

0.880 (0.081)

8

0.896 (0.103)

EQ VAS

8

45.6 (31.5)

7

75.0 (23.2)

GP: at surgery

7

6.6 (8.4)

6

3.7 (1.9)

Practice nurse

2

4.0 (1.4)

2

1.0 (0.0)

Practice nurse: telephone

1

2.0

–

–

Community nurse

–

–

–

–

Community nurse: home visit

–

–

–

–

Community nurse: telephone

1

3.0

–

–

Psychiatric nurse: home visit

–

–

–

–

ID nurse

–

–

1

2.0

ID nurse: home visit

2

18.0 (8.5)

1

6.0

Psychiatrist

6

3.5 (2.6)

4

2.0 (1.4)

Psychiatrist: home visit

–

–

–

–

Psychologist

3

9.0 (5.1)

1

6.0

Psychologist: home visit

–

–

–

–

Care manager/social worker

1

4.0

–

–

Care manager/social worker: home visit

4

2.8 (2.4)

4

1.3 (0.5)

Care manager/social worker: telephone

–

–

1

4.0

Occupational therapist

–

–

–

–

Occupational therapist: home visit

1

2.0

–

–

Health and social care resource use
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TABLE 13 Health-care resource utilisation and mean cost at baseline (continued )
Control group (N = 8)

Intervention group (N = 8)

Variable

n

Mean (SD)

n

Mean (SD)

Physiotherapy

1

3.0

1

3.0

Dentist

5

1.0 (0.0)

3

2.0 (1.0)

Speech and language therapist

1

6.0

–

–

Optician

5

1.0 (0.0)

4

1.3 (0.5)

Community support worker: at home visit

1

12.0

1

24.0

Acute psychiatric ward admission

1

1.0

–

–

Acute psychiatric ward LoS (days)

1

42.0

–

–

General medical elective/planned inpatient admission

1

1.0

–

–

General medical elective/planned inpatient LoS (days)

1

1.0

–

–

General medical non-elective/unplanned inpatient admission

–

–

1

1.0

General medical non-elective/unplanned inpatient LoS (days)

–

–

1

4.0

A&E physical health related: not admitted

–

–

1

1.0

A&E physical health related: admitted

2

6.5 (4.9)

2

1.0 (0.0)

A&E mental health related: admitted

–

–

1

1.0

Day patient procedure/test

2

1.0 (0.0)

3

1.7 (1.2)

General medical outpatient appointment

2

11.0 (12.7)

1

2.0

Other: number

–

–

1

6.0

Prescriptions

7

3.7 (2.6)

7

4.9 (2.9)

Mean health and social care resource use cost (95% CI)

8

£4949
(£351 to £9548)

8

£1387
(£359 to £2415)

A&E, accident and emergency; LoS, length of stay.

TABLE 14 Health-care resource utilisation and mean cost at follow-up
Control group (N = 8)

Intervention group (N = 8)

Variable

n

Mean (SD)

n

Mean (SD)

EQ-5D-Y utility value

7

0.903 (0.128)

8

0.878 (0.111)

EQ VAS

7

50.7 (27.6)

8

62.3 (40.8)

GP: at surgery

7

8.0 (9.7)

7

4.0 (3.1)

Practice nurse

4

3.8 (4.3)

4

1.3 (0.5)

Practice nurse: telephone

–

–

–

–

Community nurse

1

24.0

–

–

Community nurse: home visit

1

2.0

–

–

Health and social care resource use

continued
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TABLE 14 Health-care resource utilisation and mean cost at follow-up (continued )
Control group (N = 8)

Intervention group (N = 8)

Variable

n

Mean (SD)

n

Mean (SD)

Community nurse: telephone

–

–

–

–

Psychiatric nurse: home visit

1

6.0

1

8.0

ID nurse

–

–

–

–

ID nurse: home visit

–

–

1

3.0

Psychiatrist

5

2.4 (2.2)

3

1.7 (1.2)

Psychiatrist: home visit

1

6.0

–

–

Psychologist

2

12.5 (16.3)

1

1.0

Psychologist: home visit

1

6.0

–

–

Care manager/social worker

–

–

–

–

Care manager/social worker: home visit

7

2.3 (1.6)

4

1.3 (0.5)

Care manager/social worker: telephone

–

–

–

–

Occupational therapist

1

2.0

–

–

Occupational therapist: home visit

1

1.0

–

–

Physiotherapy

2

2.0 (1.4)

1

3.0

Dentist

4

1.3 (0.5)

4

2.0 (0.8)

Speech and language therapist

–

–

–

–

Optician

4

1.3 (0.5)

5

1.0 (0.0)

Community support worker: at home visit

–

–

–

–

Acute psychiatric ward admission

–

–

–

–

Acute psychiatric ward LoS (days)

–

–

–

–

General medical elective/planned inpatient admission

–

–

–

–

General medical elective/planned inpatient LoS (days)

–

–

–

–

General medical non-elective/unplanned inpatient admission

1

1.0

–

–

General medical non-elective/unplanned inpatient LoS (days)

1

10.0

–

–

A&E physical health related: not admitted

3

10.7 (16.7)

–

–

A&E physical health related: admitted

1

1.0

–

–

A&E mental health related: admitted

–

–

–

–

Day patient procedure/test: number

2

1.5 (0.7)

1

1.0

General medical outpatient appointment: number

2

15.5 (20.5)

1

4.0

Other: number

–

–

–

–

Prescriptions

7

3.6 (2.4)

7

4.9 (2.9)

Mean health and social care resource use cost (95% CI)

8

£4014
(£666 to £7367)

8

£855
(£247 to £1464)

A&E, accident and emergency; LoS, length of stay.
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Mobility

Looking after myself

Doing usual
activities

Having pain or
discomfort

Feeling worried, sad
or unhappy

Level

Baseline

Follow-up

Baseline

Follow-up

Baseline

Follow-up

Baseline

Follow-up

Baseline

Follow-up

1, n (%)

6 (86)

6 (86)

6 (86)

5 (71)

5 (71)

6 (86)

2 (29)

4 (57)

2 (29)

4 (57)

2, n (%)

1 (14)

0 (0)

0 (0)

2 (29)

2 (29)

0 (0)

4 (57)

2 (29)

3 (43)

2 (29)

3, n (%)

0 (0)

1 (14)

1 (14)

0 (0)

0 (0)

1 (14)

1 (14)

1 (14)

2 (29)

1 (14)

Total, n (%)

7 (100)

7 (100)

7 (100)

7 (100)

7 (100)

7 (100)

7 (100)

7 (100)

7 (100)

7 (100)

Numbers reporting some problems (level 2 and level 3)

1

1

1

2

2

1

5

3

5

3

Change in numbers reporting problems

0

1

–1

–2

–2

Per cent change in numbers reporting problems

0

100

–50

–40

–40

Rank of dimensions reporting problems

3

4

1

2

2
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One patient with missing follow-up data was excluded.

TABLE 16 Numbers and proportions reporting levels with EQ-5D-Y dimensions: baseline and follow-up befriending intervention

Mobility

Looking after myself

Doing usual
activities

Having pain or
discomfort

Feeling worried, sad
or unhappy

Level

Baseline

Follow-up

Baseline

Follow-up

Baseline

Follow-up

Baseline

Follow-up

Baseline

Follow-up

1, n (%)

4 (50)

2 (25)

6 (75)

7 (87.5)

6 (75)

6 (75)

4 (50)

3 (37.5)

6 (75)

6 (75)

2, n (%)

2 (25)

3 (37.5)

2 (25)

0 (0)

2 (25)

2 (25)

3 (37.5)

3 (37.5)

2 (25)

2 (25)

3, n (%)

2 (25)

3 (37.5)

0 (0)

1 (12.5)

0 (0)

0 (0)

1 (12.5)

2 (25)

0 (0)

0 (0)

Total, n (%)

8 (100)

8 (100)

8 (100)

8 (100)

8 (100)

8 (100)

8 (100)

8 (100)

8 (100)

8 (100)

Numbers reporting some problems (level 2 and level 3)

4

6

2

1

2

2

4

5

2

2

Change in numbers reporting problems

2

–1

0

1

0

Per cent change in numbers reporting problems

50

–50

0

25

0

Rank of dimensions reporting problems

4

1

2

3

2
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1.0

Probability of cost-effectiveness
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0.5
0.4
0.3
0.2
0.1
0.0
0

10
20
Cost-effectiveness threshold (£000)

FIGURE 4 Cost-effectiveness acceptability curve.
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Appendix 3 Supervision topics
TABLE 17 Topics that were discussed with volunteers at supervisions

Topics

Sessions, n (%)

Volunteers who
raised an issue, n

Safeguarding concerns

2 (9.5)

2

Concerns about mental health

4 (19.0)

2

Concerns about health

7 (33.3)

3

Concerns around finance

7 (33.3)

2

Training needs

1 (4.8)

1

Time management

3 (14.3)

3

Help with planning sessions

1 (4.8)

1

Issues around befriendees’ relationship with their family

2 (9.5)

1

Concerns about carers

3 (14.3)

3

Balancing personal life/workload and volunteering

5 (23.8)

4

Staying safe online

2 (9.5)

1

Repetitive activities/conversations

4 (19.0)

3

Lateness

2 (9.5)

1

Positive feedback from befriendee regarding volunteer

1 (4.8)

1

Missed sessions

5 (23.8)

2

Discussion about managing ending

2 (9.5)

1
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Appendix 4 Jane’s story: a case study

T

his case study describes the experiences of an individual with ID who participated in the study and
engaged with the befriending intervention. All personal identifiers have been removed or modified
to ensure anonymity. This case study was selected as an example of an individual with a history of
clinical depression who had limited opportunities for social engagement and contact, and represents
a ‘typical’ example of an individual who might benefit from such an intervention. The case study uses
information derived from the qualitative interviews with the volunteer, the individual and their carer,
and supervision records.
Jane is a woman in her fifties with mild ID who lives in supported living accommodation, where she
receives some support from paid carers (e.g. help with shopping). She has diagnoses of depression and
schizophrenia. Staff at the supported living accommodation report that it is difficult to motivate Jane
to engage in activities, and she spends most of her time indoors. Jane was initially apprehensive about
taking part in the study.
Jane was introduced to her volunteer, Susan, who was a woman in her mid-forties. Susan had previous
experience of working with individuals with ID and had formerly worked as a support worker. The
relationship got off to a good start. During the first supervision session, Susan commented that things
were going well. It was a challenge supporting Jane to choose activities that interested her, but they
agreed to work towards a plan:
It’s going well, I’m happy to keep volunteering, we get on well . . . Jane is very compliant and it can
sometimes be a problem finding what she wants to do . . . We have talked about what to do in the winter
as Jane has expressed that she gets depressed with the seasons, so we have made a plan to try and go for
a walk when we meet.
Susan, supervision notes
Susan and Jane were able to find common interests that helped to stimulate conversation and
motivated Jane to spend more time outdoors:
Yeah, we get along really well, yeah. So my mum has got significant mental health problems and Jane has
mental health problems and I think she found – well we both found it interesting to talk about how it
affects your life and you know. And generally – she loves dogs and I had just got this puppy a couple of
months before we first started seeing each other and we both love food.
Susan, interview transcript
Jane really enjoys seeing Fluffy (my dog), she has even stated that her dream job would be to work in a
vet . . . we have been out for a few meals and to take my dog for a walk, which Jane has really enjoyed.
Susan, supervision record
Susan explored with Jane the activities that she would like to pursue:
Jane would like to go to [name] Dogs Home. We have spoken about pet rescue centres, and we’ll probably
start with somewhere nearer, like [name] City Farm, or the farm in [name of place]. There may be
volunteering opportunities which may interest Jane for the future.
Susan, supervision record
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Susan was unable to meet Jane weekly because of work and family commitments, and there were
frequent breaks of several weeks when neither Susan nor Jane was available. They met each other
on 11 occasions in total. Susan and Jane spent most of their meetings going on walks (usually with
Susan’s dog) and having lunch at a local cafe or restaurant:
Well, mainly, we would meet for lunch or we would go out for walks with dog. That was the main things
really. We went shopping, but Jane has trouble with her legs so she can’t walk really far – and sometimes
we would just spend time in her flat, you know, chatting and things like that.
Susan, interview transcript
Jane reported positive experiences about befriending during the end-of-study interview:
Interviewer: Tell me, what’s been good about it for you?
Jane: She listens and we talk about everything.
Interviewer: Do you feel that having a befriender has made you less lonely?
Jane: Yeah. . . because it’s something to look forward to.
Jane’s carer (manager of the home) stressed that the activities that the befriender provided were different
from those that staff could provide, and that Jane valued the attention that she received from Susan:
Because, I mean, yeah, the difference is just for her, the person is for her. We are in the house – Jane is
sharing with three other people that live in the house. When they come for that hour, it’s just about Jane,
it’s not about anybody else . . . so that concentration they have to themselves, that message goes a long
way, it makes a difference for her . . .
Carer, interview transcript
Jane’s carer also commented that Jane often spoke to staff about looking forward to meeting Susan:
You can see the positive, you can see she is looking forward to it because she’s coming and you
understand she is happy about seeing this person and looking forward to ‘I’m walking dog with Susan on
Sunday’, so she looks forward to and she is happier and it motivates her and takes her out of the house
doing all those things.
Carer, interview transcript
During the course of their relationship, Susan reported that there were apparent improvements in
Jane’s mood:
Jane was previously feeling down, but she seems a lot better recently.
Susan, supervision record
One of the barriers to Susan’s relationship with Jane was the poor reception that she received from
paid carers at the supported living accommodation:
On occasion, staff have seemed quite unhelpful when I have visited. This could be due to agency staff
being employed rather than permanent staff.
Susan, supervision record
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As Susan became more familiar with Jane, she noticed subtle changes in Jane’s demeanour, which led
to her enquiring about the possibility that something was wrong. Jane was able to confide in Susan
that she had experienced bullying from a member of staff:
As Jane and I got to know each other better, I picked up on – there was one issue – well, I noticed that
Jane wasn’t herself one time when we went out for lunch together, so I was kind of asking what was
wrong and she disclosed to me that some staff at her service were not treating her very nicely . . .
Susan, interview transcript
Susan supported Jane to report the incident, thus helping her to make decisions for herself:
It was challenging in the sense that I know this isn’t correct, I am a befriender, I am not a member of
staff, so I can’t go behind her back and report it without her consent because she has capacity to make
that decision. So, it was quite challenging, actually, trying to talk to her and give her confidence that if we
reported it together it would get fixed, and luckily it did and the staff were moved out of the service and
the manager picked it up and she was great. So it all worked out well, but it was challenging.
Susan, interview transcript
Susan thought that their relationship had a positive impact on Jane because they viewed each other as friends:
I am sure it wasn’t life-changing, but hopefully she would say that she enjoyed seeing me, I think. But also
you can sort of tell the impact of her sort of getting some things off her chest and talking about things.
Picking up on some little nuances, you know, she might not be sleeping well and things. I think because
when you get to know somebody, like a friend, you say ‘oh, you seem a bit tired’.
Susan, interview transcript
Susan reflected on her awareness that an individual could live in supported accommodation but still
feel lonely and, therefore, volunteers played a crucial role:
Well, it definitely reminded me that there are lots of people out there who, even if they are living in a
supported housing environment, it doesn’t mean to say that they are not lonely. I think we have this
assumption that if people are getting an adult social care service – with all the cuts and the limited time
they do have with staff – you know, it does sort of remind you how services are underfunded and the
value of volunteers. So it was a good reminder to me really that there are lots of people out there who
would benefit from some help to meet people.
Susan, interview transcript
Susan and Jane agreed to continue meeting each other after the end of the 6-month period. Jane fed
back that she thought the intervention period was too short:
Interviewer: Is there anything you would change about the befriending?
Jane: 6 months a bit too short I think . . .
Interviewer: So you maybe prefer it to be a bit longer?
Jane: Yeah.

Changes in outcome scores
Jane had a baseline score of 18 on the GDS-LD and this decreased to 17 at her 6-month follow-up.
There was a slight improvement in her self-esteem scores, which increased by 2 units, from 16 at baseline
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to 18 at follow-up. There was an improvement for scores on aloneness (7) and social dissatisfaction (8) at
follow-up (total score of 15) compared with baseline scores (9 and 12, respectively; total score 21), but
there was a reduction in the quality-of-life scores in the MANS-LD (63 at baseline and 54 at follow-up),
and scores on the social support scale (SSSR) were largely unchanged.

Reflection
Jane’s history of depression and comorbid schizophrenia culminated in Jane lacking the desire and motivation
to engage in activities. Jane’s relationship with Susan was successful because they shared common interests,
such as an interest in animals, and Susan’s experience of previously working with individuals with ID and
manging her mother’s mental health problems enabled her to understand and empathise with Jane. Susan
described Jane as a ‘friend’, which was distinct from the relationship that Jane had with paid staff at her
accommodation. Although befriending may be described as a ‘friendship-like relationship’, the fact that it is
monitored by an external agency implies that there are certain distinctions, including safeguards to protect
individuals (such as DBS checks, training and supervision) that would not occur in natural relationships.36 Jane
remarked that she thought that a duration of 6 months was too short for the intervention. In the context of
this study, where there was a clear time-limited intervention, the nature of the befriending relationship
is likely to have been constrained and, therefore, may not fully reflect how befriending would occur in
practice, where pairs may continue to meet for many years, and the relationship may be unmonitored
after a period of time.
Susan introduced Jane to her pet dog, which suggests that their relationship had relatively loose boundaries.
This highlights the importance of differentiating befriending from the support that individuals may receive
from support workers or paid staff, where the emphasis may be on the provision of practical support and
there are stricter boundaries between staff and the individuals they support. Thus, although individuals with
ID may be supported by informal and paid carers, the nature of the relationship with a befriender is different
and, therefore, the befriender has the potential to make an important contribution to the person’s life.
Indeed, Jane’s carer commented that Jane looked forward to her meetings with Susan as she was given
undivided attention, which staff are often not able to provide.
Susan remarked that staff were sometimes ‘unhelpful’, which might suggest a lack of understanding
from staff about the role of volunteers and how the volunteers’ roles may differ from their own.
Similar findings have been described in other population groups and settings, and indicate the need for
improved training and more collaborative working between staff and volunteers.83
Jane was able to benefit from befriending by engaging in activities outside the home and particularly
enjoyed going on walks with Susan’s dog. Susan also provided emotional support and assisted Jane to
raise concerns about a member of staff who had been mistreating her, which may not have occurred if
Susan had not encouraged her to talk openly about her concerns. Although Jane’s depressive symptoms did
not appear to improve substantially from the befriending intervention based on self-report, information
from the other sources appears to indicate that she did benefit from the relationship, which emphasises the
need for more sensitive and valid outcome measures for people with ID and the importance of obtaining
feedback based on both patient- and carer-reported outcomes.
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Appendix 5 Revised logic model
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Assumptions

Inputs/resources

Activities of befriender

Enablers

Behaviour change

Medium-term outcomes

• Many people with
ID are socially
isolated, have few
support networks
and are unable to
independently access
the community, which
increases vulnerability
to depression
• Befriending may
help the individual
to develop their
conf idence, and
may increase social
support and
participation in
activities, leading to
reduced loneliness
and fewer symptoms
of depression

• Befriending
schemes agreeing to
take part
• Availability of
staff (i.e. volunteer
co-ordinators) to
monitor the
relationship
• Availability of
volunteers
• Clear/appropriate
eligibility criteria for
participants with ID
• Comprehensive
recruitment strategy
for participants with ID
• Reimbursement of
expenses for volunteers
• Befriendees should
have access to
suf f icient funds to
support activities
• Of f ice space/training
room constraints:
threats of funding
loss to befriending
organisations

• Provides emotional
and instrumental
support
• Supports the
individual to identify
activities and places of
interest using resource
booklet
• Supports the
individual to access
activities in the
community and helps
the individual to develop
their confidence and
skills (e.g. in using public
transport)
• Widens social
networks by providing
opportunities to meet
others and develop new
social links/friendships
• Signposting to other
agencies where needed
(e.g. housing, benef its
agency)

• The development
of a trusting
relationship with the
befriender
• Motivated, reliable
and consistent
commitment from
volunteers
• Volunteers receiving
appropriate training
and supervision
• Carers should have a
clear understanding
about the role of
volunteers
• Good communication
between befriending
services, volunteers
and carers to prevent
potential conf lict
• Support for
individuals with ID
following the end
of the relationship

• Increased
conf idence,
knowledge and skills
in navigating/
accessing the
community, resulting
in increased
independence in
individuals with ID
• Increased
engagement in
meaningful activities
with befriender and
wider social network
• Befriender gains
knowledge, skills and
confidence in working
with people with ID,
providing a sense of
purpose, and has
opportunities to widen
social network

Individuals with ID:
increased self-esteem,
reduced loneliness,
increased social support
and social participation,
improved quality of life
and reduced symptoms
of depression

FIGURE 5 Revised logic model of befriending in people with IDs.

Volunteers: improved
self-esteem, reduced
loneliness, improved
well-being and
improved attitudes
towards people with ID
Society: reduced costs
to NHS and social care
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