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Abstract

Understanding and using experiences of social care to guide
service improvements: translating a co-design approach from
health to social care

Sara Ryan®,'” Jane Maddison®,? Kate Baxter®,? Mark Wilberforce®,?
Yvonne Birks®,? Emmie Morrissey®,! Angela Martin®,® Ahmed Lambat®,*
Pam Bebbington®,> Sue Ziebland®,® Louise Robson®® and Louise Locock®’

Department of Social Care and Social Work, Manchester Metropolitan University, Manchester, UK
2Social Policy Research Unit, University of York, York, UK

3Nuffield Department of Primary Care Health Sciences, University of Oxford, Oxford, UK

“Public Involvement, LMCP Care Link, Manchester, UK

SPublic Involvement, My Life My Choice, Oxford, UK

$Doncaster Borough Council, Doncaster, UK

“Health Services Research Unit, University of Aberdeen, Aberdeen, UK

"‘Corresponding author sara.ryan@mmu.ac.uk

Background: Local authorities need to find new ways of collecting and using data on social care users’

experiences to improve service design and quality. Here we draw on and adapt an approach used in the
healthcare improvement field, accelerated experience-based co-design, to see if it can be translated to

social care. We use loneliness support as our exemplar.

Objectives: To understand how loneliness is understood and experienced by members of the public
and characterised by social care and voluntary sector staff; to identify service improvements around
loneliness support; to explore whether accelerated experience-based co-design is effective in social
care; and to produce new resources for publication on Socialcaretalk.org.

Design and methods: Discovery phase: in-depth interviews with a diverse sample of people in terms of
demographic characteristics with experience of loneliness, and 20 social care and voluntary staff who
provided loneliness support. Production of a catalyst film from the public interview data set.

Co-design phase: exploring whether the accelerated experience-based co-design approach is effective
in one local authority area via a series of three workshops to agree shared priorities for improving
loneliness support (one workshop for staff, another for people with experience of local loneliness
support, and a third, joint workshop), followed by 7-monthly meetings by two co-design groups to work
on priority improvements. A process evaluation of the co-design phase was conducted using interviews,
ethnographic observation, questionnaires and other written material.

Results: Accelerated experience-based co-design demonstrated strong potential for use in social care.
Diverse experiences of participants and fuzzy boundaries around social care compared to health care
widened the scope of what could be considered a service improvement priority. Co-design groups
focused on supporting people to return to pre-pandemic activities and developing a vulnerable
passenger ‘gold standard’ award for taxi drivers. This work generated short-term ‘wins’ and longer-
term legacies. Participants felt empowered by the process and prospect of change, and local lead
organisations committed to take the work forward.
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ABSTRACT

Conclusions: Using an exemplar, loneliness support, that does not correspond to a single pathway
allowed us to comprehensively explore the use of accelerated experience-based co-design, and we
found it can be adapted for use in social care. We produced recommendations for the future use of the
approach in social care which include identifying people or organisations who could have responsibility
for implementing improvements, and allowing time for coalition-building, developing trusted
relationships and understanding different perspectives.

Limitations: COVID-19 temporarily affected the capacity of the local authority Project Lead to set
up the intervention. Pandemic work pressures led to smaller numbers of participating staff and had a
knock-on effect on recruitment. Staff turnover within Doncaster Council created further challenges.

Future work: Exploring the approach using a single pathway, such as assessing eligibility for care and
support, could add additional insights into its transferability to social care.

Trial registration: This trial is registered as Current Controlled Trials ISRCTN98646409.

Funding: This award was funded by the National Institute for Health and Care Research (NIHR) Health
and Social Care Delivery Research programme (NIHR award ref: NIHR128616) and is published in full in
Health and Social Care Delivery Research; Vol. 12, No. 27. See the NIHR Funding and Awards website
for further award information.
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Plain language summary

ocal councils need to find new ways of using people’s experiences of social care to improve services.
We explored whether a way of improving health services can improve social care services.

‘Experience-based co-design’ is a complicated name. It means working with people who use health or
social care services to improve that service, and interviewing people as part of this process.

Accelerated experience-based co-design uses existing interviews instead of new interviews. To see if the
approach works in social care, we chose the topic of loneliness because many of us experience
loneliness.

We worked with Doncaster City Council because it has been focusing on loneliness.

We interviewed 37 people across England and recorded what they said about loneliness. We made a
film about their experiences that showed examples of good or poor care. We call these touch points.

We held three workshops in Doncaster. Workshop 1 was with people who work in social care as paid
workers or volunteers, and workshop 2 was with people who use social care services. In both
workshops, people made a list of types of support that needed improvement. Both groups attended
workshop 3, watched the film and decided what to focus on from the two lists.

Two groups were set up to work on improving support for loneliness in Doncaster. Each group met
seven times. One focused on taxi services, and the other group focused on supporting people to do
activities they did before the pandemic. A researcher attended these meetings and talked with everyone
involved to see how this approach worked. At the end, there was a celebration event.

We found that loneliness is complicated. We found the approach to improving support does work in
social care, but it needs some changes because social care is not like health care. We suggest ways the
approach can be done differently.

Copyright © 2024 Ryan et al. This work was produced by Ryan 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,
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Scientific summary

Background

Local authorities need to find new ways of collecting and using data on social care users’ experiences to
improve service design and quality. Our study has drawn on and adapted as appropriate an approach,
accelerated experience-based co-design (AEBCD), from the healthcare improvement field to address this
need using loneliness as a focus. Loneliness can have a well-documented and significant negative impact
on health and quality of life. While many and varied preventative activities are instigated in the
community, there is little evidence about their effects.

Aim

To assess whether an effective and efficient co-design approach, AEBCD, can be translated from health
to social care.

Objectives

1. To understand how loneliness is (1) characterised and experienced by people who are in receipt of
social care in England and (2) characterised by social care staff and the voluntary sector.

2. To identify how services might be changed to help tackle the problem of loneliness experienced by
users of social care.

3. To explore, with one local authority, whether an approach to service improvement, known to be
effective in health care, could be adapted for use in social care.

4. To disseminate all study outputs and publish resources on a newly established Socialcaretalk.org
platform for public, family carers, service users, voluntary organisations, researchers, teachers,
policy-makers and providers.

Methods

Discovery phase

In-depth interviews were conducted online or by telephone with a diverse, national sample of 37 adults
who experience loneliness, and 20 social care staff who provide support or manage these services with a
remit to tackle loneliness from local authorities and private/voluntary sectors. Data were analysed
thematically. A catalyst film was co-produced capturing touch points (good practice points or examples
where services could be improved) from the data.

Co-design phase

Doncaster was the site for exploring the AEBCD approach, which involved staff (paid and volunteers)
and users of loneliness support in a two-stage process. Stage 1 involved a set of three workshops in
which staff and support users worked together, first separately, and then jointly in the third workshop,
to share experiences of local loneliness support and agree improvement priorities. In stage 2, these
priorities were furthered by staff and support users together in smaller co-design groups. Evaluation of
this approach adopted methods used successfully in the evaluation of AEBCD in health settings,
including interviews, ethnographic observation, attending planning meetings and co-design groups. Our
focus included the acceptability of the approach to staff and support users, and what adaptations are
needed for future use of AEBCD in social care.
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SCIENTIFIC SUMMARY

Findings

Discovery phase

The findings suggest that loneliness is complicated and may stem from unfulfilled interpersonal social
needs but also from a wider undermining and invalidation of people’s social identity. Unmet care and
support needs meant participants felt unheard, in turn perpetuating feelings of abandonment and social
alienation. Furthermore, the stigmatisation of loneliness meant many participants endured the
phenomenon in silence. These findings should be considered when developing interventions that aim to
ameliorate loneliness.

Co-design phase

We found AEBCD has considerable potential for transfer from the healthcare improvement field to
social care. The adapted process was largely acceptable to co-design participants, who reported a range
of benefits and enjoyed the work. The two co-design groups identified various loneliness support
improvements, some of which had more easily defined routes to implementation than others. Learning
from the evaluation pointed both to some common aspects of using AEBCD in health care and in
loneliness support and to some differences requiring attention to improve the fit of AEBCD for use in
social care settings which are preventative, community-based and involve multiple providers.

Dissemination

The catalyst film and a new section containing summaries of key themes, video, audio and text extracts
from the discovery phase interviews are published on Socialcaretalk.org. The findings will be further
disseminated via academic publications and conference presentations.

Limitations

The project was disrupted by the COVID-19 pandemic and associated lockdown restrictions. The
discovery phase fieldwork was moved online, which may have hindered participation. The capacity of
the project partner, Doncaster Council, to participate in the co-design phase was temporarily affected by
overriding priorities.

Conclusions

The strengths of using AEBCD within social care are very apparent, and it was possible to identify user,
group, social and political values. There was strong articulation by co-design group members of feelings
of empowerment and the importance of being listened to. The development of active citizenship and
political value was apparent in the way working group members discussed how they would take learning
from the project to other settings, and their determination to continue with this work. Adaptations are
necessary for a social care context; however, some of these are more a question of degree or nuance
than a departure from the previously evaluated model.

Research recommendations

Recommendations for transferring accelerated experience-based co-design to social
care

¢ |dentify people or organisations who potentially could have responsibility for implementing
improvements, including finding relevant funding.

e Identify an appropriate sample of staff and people with lived experience (PWLE), taking time to fill
gaps in representation of provision, knowledge and people’s characteristics, and consider whether
staff and PWLE have distinct or shared experiences and how to build on these.
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e Time is needed for coalition-building, developing trusted relationships and understanding
different perspectives.

e Consider whether PWLE and staff participants have pre-existing relationships or should be selected
on account of these, and the impact of having or not having such relationships.

e Consider opportunities for co-design group members to continue contributing their expertise.

General recommendations

Many of the general recommendations echo wider research on the conditions for successful
organisational change:

e Ensure good facilitation of the workshops and the co-design group work and establish ground rules
for both.

e Ensure paid staff involved in the co-design process - whether as participants or supporting the
process itself - have protected time for the work involved.

e Be clear about processes, aims, expectations and roles from the outset and think about endings.

e Ensure that groups are large enough to represent all relevant parties and absorb inevitable uneven
meeting attendance.

e Consider aspects of the process which may exclude some people and what adaptations may
accommodate these.

e Ensure co-design group participants know that they can seek outside views and bring in external
experts as necessary.

Areas for future research include the costs and opportunity costs of the approach compared to more
‘top-down’ initiatives; the purpose and focus of the catalyst film; the impact of AEBCD as an
intervention for people who use social care services - what this might mean to participants, and the
potential of the approach to generate service improvements; the adaptation of the approach to enable
greater inclusion and accessibility; and exploring whether using AEBCD in a more clearly defined area
avoids some of the challenges identified in this study. Finally, there is scope to explore using AEBCD in
multisector improvement efforts, for example in mental health care, learning disabilities and frailty in
old age.

Trial registration

This trial is registered as ISRCTN98646409.

Funding
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award information.
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Chapter 1 Background

Introduction

The importance and value of the co-production of public services have been increasingly recognised
since the 1980s, in terms of providing more efficient and effective services and through improving
active citizenship.! Qualitative research into experiences of patients, social care service users and
providers can provide insights into how services might be improved, but too often these insights are
not followed through into changes in practice.? Even when improvements are achieved, practitioners
may doubt whether the lessons are transferable to other settings within the same sector. The challenge
of knowledge transfer is recognised in health, where there is a substantial body of work exploring how
patient experience and feedback can be captured and used to improve the quality of health care.®*
However, it is arguably a greater challenge in social care, where the routes for incorporating evidence
into practice are less well established and supported, and where the settings in which social care
happens are diffuse, sometimes unknown and often unbounded. For example, social care services can
be delivered in people’s homes, public places, residential homes, community centres or even schools.
Cost-effective ways to integrate the perspectives and experiences of social care service users into the
design of prevention, care and support initiatives led by local authorities and their partners are needed.

Experience-based co-design (EBCD)’ is a participatory action research (PAR) approach to co-designing
healthcare improvements, which draws on the co-production and design science literature. PAR is a
partnership approach which has its roots in community development; EBCD sought to bring these
participatory principles to health care. It has been used nationally and internationally in a range of
settings, including mental health, but as far as we are aware, this study is the first to apply it as a specific
structured approach in social care. A distinguishing feature of EBCD has been its emphasis on rigorously
collected and analysed narrative interviews with patients and staff and observations of care as the basis
for subsequent co-design work. The importance of people’s experiences, knowledge and expertise is at
the centre of this approach. This helps to ensure the co-design phase is solidly based on a range of real-
life perspectives and builds an effective partnership between users and staff. In this project, we explored
whether an ‘accelerated’ version of EBCD, evaluated positively in the NHS,¢ could offer a way to design
improvements in social care, and what adaptations it may require to be practical and acceptable in

this setting. Loneliness was selected as the topic of focus. We first wanted to understand what the
experience of loneliness is like from the perspective of people who are or have been lonely, and how

it affects all aspects of their lives, relationships and well-being. We then drew on these experiences to
work, in one local authority, with people who experience loneliness and use local loneliness support
services, and with local authority staff, to find better ways to address people’s needs. Through this
process, we evaluated the use of accelerated experience-based co-design (AEBCD) in social care and
identified recommendations for adaptations.

Challenges for social care

Adult social care in England is distinct from health care and encompasses care and support
arrangements for people with (generally) long-term needs and a wide range of characteristics and
circumstances. Social care also has different aims of care which are much more aligned to supporting
individual well-being, independence and safeguarding, with activities focusing on personal care,
domestic routines and supporting people to live full lives.

Care is needs- and means-tested with the underlying core objectives of promoting independence;
encouraging and enabling choice, control, and ‘personalisation’; safeguarding; and supporting people to
contribute to society. Older people comprise the largest user group and account for a high proportion
of social care expenditure, though important groups in terms of incidence, needs and spending include
people with physical, learning or sensory disabilities and those with mental ill health. Social care is
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delivered by many individuals and providers. Skills for Care estimates 17,900 organisations were
involved in providing or organising adult social care in England as at 2021-2. Those services were
delivered in an estimated 39,0008 establishments providing, or involved in organising, adult social care
in England, with a somewhat dynamic picture of for-profit private sector providers dominating service
markets. Social care is also heavily dependent on family and other unpaid carers, with about 5.4 million
in the UK. Its structure is distinct from that of health care and less familiar to the public and those
working outside of local authorities or with direct responsibility for commissioned services.

Despite recent cuts, commissioning of care by the public sector remains considerable. There were
almost 2 million requests for adult social care support from nearly 1.4 million new service users to local
authorities in 2021-2. However, the number of people receiving long-term care has decreased slightly
to 818,000.7 Eligible people receive local council funding for their social care but typically also pay a
means-tested contribution. The council funding is either paid directly by the council to the care provider
or it can be paid to the person needing care as a budget called a direct payment. Direct payments can
be used in a variety of approved ways to meet care needs. If people are not eligible for local council
funding, they pay for their care and support themselves and are known as self-funders.

In 2021-2 around 220,000 adults, older people and carers received direct payments, and the total
number of direct payment recipients employing staff remained stable (at around 70,000) between
2014-5 and 2021-2.78 However, estimates of a rapidly growing self-funded care sector who are often
hidden from view and under-researched are less established, although we do know that self-funders
find accessing and arranging social care difficult and emotional %! The Office for National Statistics
estimates that 47% of residents in care homes for older people are self-funding.” Copayments (user
charges) are common for many public services. Monitoring care quality is possible through contracting,
and regulation is the responsibility of the Care Quality Commission.

Need for social care is growing rapidly with population ageing. If today’s care and funding arrangements
continue unchanged, public and private expenditure on social care for older people will rise by 162% by
2035.8 The need to address early identification and prevention agendas to avoid escalation of need is
important and urgent in both health and social care contexts. Achieving this effectively would facilitate
swifter and better-managed transitions of care and better support the growing self-funder population to
access care and manage their resources.

Co-production and experience-based co-design

Co-production is widely held to be an important approach to improving the design and delivery of public
sector services, by making them more inclusive and responsive and increasing individual and collective
well-being. It involves professionals and members of the public working together; while an evolving
concept,'? one definition is: ‘the provision of services through regular, long-term relationships between
professionalized service providers (in any sector) and service users or other members of the community,
where all parties make substantial resource contributions.*?

Co-production requires things to be done differently to deliver the aims of efficiency, patient or service
user empowerment and accountability.!* It involves a ‘reimagining of traditional health systems and
practice trajectories’®® and reflects a political agenda to address inequalities and promote democracy.*¢
Co-production has a key place in the values underpinning social care and is enshrined within the
statutory guidance supporting the 2014 Care Act.

Co-production can operate at individual, group and collective levels, with the latter viewed as having
the most potential to lead to wider, systematic change.! Different layers of public value have been
identified: user value; value to groups; and social, environmental and political values.'” In exploring why
professionals (in this case hospitals) support co-production, Vennik et al.*® found a belief that increased
and improved patient involvement would improve the quality of care provided, that it helped to maintain
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the hospital position in a competitive healthcare market and that the approach was aligned to an
adherence to organisational goals and ethos.

Osborne et al.*? argue that co-production in public services may be unintentional and may simply
arise from any interaction between professionals and users that shapes the service provided. They
therefore use the term co-design to signify a more intentional, active process of working together to
improve services.

Experience-based co-design is a well-established co-production approach used in health care. EBCD
adopts PAR methods to involve patients and healthcare professionals as equal partners in redesigning
services.?® PAR approaches are underpinned by a collective commitment to investigate and resolve
social problems with the building of alliances between researchers and those with direct experience

of the issue being considered.?! EBCD also draws on user-centred design, which again involves a
collaborative approach to co-designing solutions to problem areas, and uses learning theory with a focus
on reflective practice and narrative-based approaches to change.® There are a set of six clearly defined
stages to EBCD that have been described in full elsewhere.>?> We briefly summarise these in Table 1.

A review of the international spread of EBCD 10 years after its development found more than 80
projects in 6 countries (UK, Australia, New Zealand, Sweden, Canada and Netherlands).?° The authors
note that many positive evaluations have been undertaken which report not only specific changes

to services or care pathway redesign but also changes in staff attitude and morale. However, they

note several challenges, particularly the time involved in an average EBCD cycle (1 year) and the cost

of conducting interviews and observations. These issues have led to often informal and untested
adaptations to the method. Only half the studies included in the review used observations, and only just
over half filmed interviews with users. These adaptations may reflect not just resource issues but also
concerns about anonymity, privacy and unequal power relations. In one inpatient mental health unit,

for example, filming was retained but the process of recruiting participants and interviewing was led by
a user group with existing relationships within the unit. Rather than a single interview, a repeated cycle
of interviewing with an art therapist was adopted, giving people time to prepare and reconstruct the
story of their experiences in their own way.?3?* Mulvale et al.?> introduced novel elicitation methods with
experience maps and co-designing visual ‘prototype’ solutions, alongside the catalyst film.

TABLE 1 Six stages to EBCD

Stage Activity

1 The clarification and organisation of governance and project management arrangements.

2 Interviews with staff working in the relevant area to explore their experiences of working within
the service, and observations. Staff participants are brought together in a facilitated workshop
to discuss themes emerging from the data analysis and produce a list of priorities for service
improvement.

3 Video- or audio-recorded in-depth interviews with patients and family carers explore their expe-
riences of the health service. Touch points - that is, defining moments of good or poor interaction
between people using the service - are identified from the data analysis. A short film is produced
using interview extracts to illustrate these points and shown to patient and family carer partici-
pants in a facilitated workshop. The group identifies a set of priorities for service improvement.

4 Staff, patients and family carers come together for the first time in a third workshop and watch the
film. The two priority lists are shared, and the group decides what areas they want to work on.

5 ‘Co-design working groups’ work together on these areas over the next few months.

6 The working groups reconvene in a celebration event to share progress in implementing service
change ideas and decide what the next steps are.
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A case study synthesis of six EBCD projects in Australia covering different areas of health care found
that there was a need for guidance on capability development and preparedness for all participants in
the project, not only for the project leads.?¢ The authors found that the variability in implementation of
the approach made it difficult to identify which component parts were essential for sustained service
improvement. An evaluation of EBCD in a cancer centre in two large NHS trusts in London found that
the engagement in the setting and proactive involvement of key clinical leaders alongside ‘particularly
skilled staff who were committed to the philosophy of the approach’ were key ingredients to its
successful ‘implementation’?” Locock et al. further describe ‘push and pull’ factors:

[TIhe ‘push’ of active support and ‘opinion’ leadership at a high level of an organisation; the ‘pull’ of active
quality improvement teams on the ‘look out’ for new approaches; and the mediating effects of ‘outward-
reaching’ quality improvement leaders to build potential relationships.é

Ramos et al.?® explored the barriers and facilitators to the approach through a literature review and
small-scale qualitative interview study with EBCD project facilitators. While EBCD has commonly been
focused on staff in direct care roles, the authors conclude that active management participation in the
process facilitates the implementation of service improvement, and underlines the importance of the
project facilitation role, full organisation support, and the relationship between the service and patients.
More recently, the use of the approach has been extended in different settings including forensic
services?’ and domestic violence and abuse services.®

The importance of the adaptability and flexibility of this approach to different contexts while retaining
its core philosophy has been emphasised,®?” and we now turn to a key adaptation.

Accelerated experience-based co-design

‘Accelerated’ EBCD was developed by Locock et al.,* who sought to examine whether efficiencies could
be gained by using existing filmed interviews to create a catalyst film, rather than collecting new user
interviews locally. The project drew on a secondary analysis of interview data from an existing University
of Oxford archive of interviews from studies of people’s experiences of illnesses or health topics.
Evaluation suggested this approach led to a similar number and type of changes compared to standard
EBCD but at lower cost and time, and the same catalyst film could be used in numerous settings. This
model has since been used in different settings, including a hospital-at-home service for patients with
chronic obstructive pulmonary disease and for advanced care planning in later life.#3132

Experience-based co-design and its accelerated form are now well-established techniques for service
improvement in healthcare settings but have so far not been widely used in social care or to improve
care support for people whose lives are affected by social rather than health-related issues. In this study,
we produced a data set of nationally conducted interviews focusing on loneliness to explore the use of
AEBCD in one local authority, Doncaster. The findings of the interview study and the catalyst film will be
published on Socialcaretalk.org and available for use nationally under licence.

Thinking critically about co-production

Co-production is not without criticism, and Steen et al.>® describe the tendency of researchers towards
optimism without engaging with the ‘dark side’ of this approach. Steen et al. highlight the optimism
surrounding the approach and an often-presented idealised view by scholars and others, which they
argue masks a set of potential problems. Attention should be paid to the potential relinquishing of
responsibility by government, local authorities and other public sector bodies. Co-production can
lead to a lack of clear responsibility, with boundaries blurred between public, private and voluntary
sectors. There is little evidence of sustained change, with innovations often remaining precarious
and small,** and it is important to recognise the costs associated with the approach.®* Co-production
can be dominated by people who are wealthy and well educated, leading to further exclusionary
practices and a professionalisation of involvement.*¢ There can also be co-destruction rather than
co-production if the process is done poorly or as a tick-box exercise; it can cause conflict and lead to
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misunderstandings, opportunities to change services may be missed, and the approach is open to misuse
and manipulation by government. This is not only a waste of resources; it can also generate mistrust.**3
While it is important to note that Williams et al.®” have pointed out flaws in some of these concerns,

we agree critical questions should be asked about how situated practices of co-designing, facilitating or
participating in co-produced activities can reflect or disrupt power relations at a local level.** Tools are
available to help navigate this complex terrain. Leach,*® for example, presents a normative framework to
assess the efficacy of co-production which involves consideration of inclusiveness, representativeness,
impartiality, transparency, deliberativeness, lawfulness and empowerment. Thinking specifically about
EBCD, Donetto et al.** draw on Bradwell and Marr’s*® working definition of co-design process to

frame how the EBCD approach is operationalised. Bradwell and Marr’s framework sets out four key
dimensions of co-design process: participation (a collaborative process); development (an evolving,
maturing process); ownership and power (a transforming process); and outcomes and intent (a process
with practical intent in which unplanned processes and transformations are also likely). Bradwell and
Marr acknowledged, as did Leach,3® that such frameworks of principles for co-production or co-design
represent ideals which are difficult to achieve fully in practice but can act as a guide to key aspects
deserving attention. We return to Bradwell and Marr’s* framework when reporting on the current study
in Chapter 6.

Loneliness

There is an unprecedented rise in loneliness globally, with around a third of people affected by what
has been referred to as the ‘widespread disorder of our times’*#? Loneliness is viewed as a serious
issue associated with a range of negative health outcomes comparable to smoking and obesity.*® In
2016, the Local Government Association, Age UK and the Campaign to End Loneliness produced a
guide for local authorities on key research about, and practical steps to help tackle, loneliness.** This
guide was updated in 2018 with additional sections on public health and preventing loneliness.**> The
report advised, among other things, that council leaders should understand local levels of loneliness
and set out plans for action. In 2020, loneliness was announced as a government priority in response
to the COVID-19 pandemic and government-enforced lockdown conditions. A new public campaign,
#LetsTalkLoneliness, was launched alongside a £750 million charity funding package. Despite this focus,
the definition of loneliness remains elusive largely because it is a subjective experience. As Fried et al.
suggest: ‘We believe loneliness can be defined as a subjective negative experience that results from
inadequate meaningful connections, but neither definitions nor assessments of loneliness have achieved
wide-scale consensus.#

Three main theoretical or conceptual frameworks have been offered to understand the phenomenon:
existential, social and cognitive/emotional perspectives.#” Common ground across these approaches

is that loneliness is an emotionally negative experience that increases the risk of adverse effects on
physical and mental health. The existential perspective conceives loneliness as a natural and necessary
component of human existence,* which involves the perception of being disconnected from others, and
emotional aspects which include emptiness and feeling abandoned.*’ The social perspective focuses on
the absence of needed relationships, feelings of disconnection, vulnerability, powerlessness and lack of
interpersonal affirmation, with roots in attachment theory and childhood.*® This perspective is commonly
used in research, with 70% of studies in a recent review following this approach.” The cognitive or
emotional perspective describes loneliness as a negative and involuntary experience that arises from
the perceived discrepancy between desired and emotional and/or social relationships.>! Different

types of loneliness are distinguished based on chronicity. While transient loneliness may arise due to
circumstances (e.g. moving house or retirement) and people tend to adjust to an unfamiliar environment
or life situation, chronic loneliness alludes to feelings that last for more than 2 years and are hard to
change, or to an intense feeling that is hard to endure.>?

There is controversy around the use of the term ‘chronic’, which suggests a pathologisation of loneliness
and has been challenged in favour of terms like ‘persistent’ or ‘prolonged’ loneliness.>® Research is often
framed as though loneliness needs curing or management through health and social care services rather
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than being a relational and emotional state that can affect us all. A recent report by the Campaign to
End Loneliness,>* however, underlined the importance of focusing on chronic loneliness, which affects
around 2.6 million people in the UK (around the same number that experienced chronic loneliness pre
COVID-19). The authors highlight how chronic loneliness is more likely to be experienced by people
with poor health, disabled people, family carers and those receiving care, people living in poverty, and
people from minority groups, as well as intersections of these factors. The lack of detail and focus on
inequalities in research evidence about loneliness was also highlighted in the evidence synthesis by
Mansfield et al.#’

A further limitation of research in this area is that it focuses on generating a quantifiable definition

of the term to measure its antecedents and consequences. The prevalence of loneliness in later life,
however, has not changed despite considerable attention to this area and a host of interventions across
decades.” In a paper based on the findings of the first stage of this project (see Chapter 3), we suggest
that more qualitative and conceptual/theoretical work is needed to better understand the phenomenon
and develop appropriate resources.>® Studies tend to explore deficits in interpersonal relationships,
emphasising individual characteristics such as personality, social skills and physical mobility. Less
research explores the role of communities and societal relationships that contribute to loneliness.>” The
word ‘loneliness’ is often used interchangeably with ‘social isolation’, which is measurable and considered
an objective state. Unlike loneliness, which can be experienced in the presence of other people, it is
more about the lack of ‘meaningful’ relationships than the size of a person’s social network.>® While

a lack of social contact can lead to loneliness, it is possible to live a solitary life and not feel lonely.>?
Indeed, solitude can be connected to feelings of freedom and a sense of comfort with one’s life.¥”

There is recent interest in younger people and loneliness,? in part fuelled by COVID-19, and we need
to explore the concept beyond the constraints of age. Advanced age and ageing are often equated
with becoming lonely, although a recent synthesis of qualitative studies exploring loneliness indicated
there was a fall in the number of studies focusing on ageing to less than half the studies included in
the review.#’ Victor et al.®® found that 14% of older people who were lonely had experienced loneliness
in five life stages from childhood to older age. Other qualitative studies explore loneliness in relation
to groups such as disabled people or people with mental ill health and identify explicit contextual and
person-related factors that contribute to feeling lonely.61:62

Loneliness interventions

Reviews of intervention studies, for example the work of Victor et al.,>® draw attention to insufficient
separation of related concepts, such as loneliness and isolation, for underpinning the persistent difficulty
in establishing ‘what works’ in tackling loneliness, for whom and in what circumstances. Fried et al.
highlight how the evidence base for interventions ‘is characterised by poorly constructed trials with
small samples, a lack of theoretical frameworks, undefined target groups, heterogeneous measures of
loneliness, and short follow-up periods.*®

Although loneliness matters for a prevention agenda, a review of interventions among older people
found that mechanisms for reducing social isolation and loneliness differed and the quality of evidence
was generally weak.®®> However, local authorities continue to introduce interventions without
consideration of the very little existing evidence and few robust evaluations.

Interventions often use ‘asset-based’ approaches focused on maximising personal and social network
resources.* Asset-based approaches have gained traction in social care, where many people fund their
own care and cutbacks contribute to growing unmet need, and have been enthusiastically embraced in
preventative agendas around tackling loneliness and isolation within the context of the Care Act 2014,
which orientates local authorities to a duty to prevent or delay the need for care.

While many reviews and evaluations have concentrated on the findings from quantitative studies of
interventions, qualitative study findings have helped understand some of the nuances of complexity,
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pointing to why certain interventions may be experienced as more effective. For example, Gardiner
et al.®® found three characteristics common among effective interventions: attention to local context,
participants doing productive activities and involving local users in design and implementation of
interventions. McMullint compared co-production initiatives aimed at older people experiencing
loneliness in England and France and identified the importance of how the social problem is framed in
terms of values. The Ageing Better programme based in England explicitly linked loneliness to individual
problems, while the Monalisa initiative in France was linked to wider social and political values which
motivated the selection of activities which are more geared towards successful co-production. Other
reviews similarly suggested factors associated with successful interventions, including adaptability,
community involvement in the design and development of the intervention, and active rather than
passive client engagement.®>-¢” Some of the sociodemographic factors considered important when
tailoring interventions included age, poverty, and being a carer, as well as aspects of the social
environment such as access to transport and driving status.® Interventions based on social loneliness
and a focus on social connections and community integration are unlikely to work.*”

Where interventions were delivered by multidisciplinary partnerships, colocation of professionals
involved was shown to be beneficial, by acting as a reminder to those delivering the intervention of
the availability of support from others.®? Finally, the importance of identifying triggers or events where
loneliness and/or social isolation may change - for example, life-course transitions such as retirement,
and relationship and health changes - was also shown to be key.”®

The reviews reported fewer factors that hindered the effectiveness of interventions. Of those reported,
most concerned digital technologies. Specifically, these were the attitudes of older people towards the
required technologies and lack of interest in learning new technological skills; the cost of technology;
access to technology (including digital literacy and access to devices, especially in care homes);

and concerns over privacy and online safety.®”7*72 Other non-technological factors hindering the
effectiveness of interventions were the workload and lack of interest of those involved in delivery® and
difficulties that carers of people living with dementia had with relaxing at joint events due to concerns
about how the person with dementia would react.”?

In general, the reviews report a lack of sufficient evidence on ‘what works’ to guide practice. Reviews
note that this is not to deny that some people experience beneficial impacts from interventions intended
to help address loneliness or social isolation. Rather, evidence remains weak owing to the complex
nature of interventions and research quality issues, which included little theoretical exploration of how
interventions can mitigate loneliness and/or social isolation and a lack of methodological rigour in their
evaluation. In summary, reviews are increasingly calling for providers to move away from standard,
‘one-size-fits-all’ interventions to more tailored offers and for future research about the effectiveness of
interventions to be able to discern what works for whom, how and in what context.

COVID-19 and loneliness

The impact of COVID-19 and associated government policies around social distancing have led to
considerable research on loneliness in the last 2 years. This evidence is contradictory in places. Some
research suggests the experience of loneliness has remained stable despite social distancing rules’
while other findings suggest the pandemic has resulted in more loneliness.”’¢ It is clear, however, that
pandemic-related conditions have had an uneven impact, with some people more affected than others.
A recent report from the Campaign to End Loneliness, drawing on data from the Office for National
Statistics, showed an additional million people experienced loneliness during the pandemic, and this
impacted more heavily on people who already experience disadvantage: ‘[T]he fallout from COVID-19
could further embed economic and health inequalities, with disadvantaged people more likely to be out
of work and in ill health, increasing their risk of chronic loneliness.””

While concerns have been raised about the impact of COVID-19-related responses on older people,
with a request for more nuanced and less ageist responses,’® people over the age of 60 years had
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a greater resilience to loneliness and mental ill health, possibly because older people have more
experience of being alone and of dealing with potentially life-threatening medical situations.”” The
pandemic has brought into focus the impact of loneliness on children, young people and people with
mental ill health.8°-82 Consideration around women is raised in some studies, although again it is not
clear whether this is a continuation of pre-pandemic patterns.8.83

In summary, tackling loneliness remains a key priority for health and social care services in the UK
because the health and well-being impacts of loneliness can be substantial for those experiencing it.
The costs to the health and social care sectors of increased health problems can also be considerable.
Mansfield et al. suggest that co-production methods would enhance research around loneliness,
concluding that: ‘{w]e need to comprehend more clearly who feels lonely, when where and in

what context.4”

Why Doncaster?

Doncaster has a high concentration of neighbourhoods at elevated risk of loneliness (Age UK Loneliness
Map),®* including several wards (e.g. Mexborough) in the top percentile of risk nationally. Local
consultations have highlighted the loss of many social spaces linked to the decline of manufacturing
and mining (e.g. community centres, working men’s clubs), and concern that loneliness is worsening
(Doncaster Talks). Doncaster’s local authority and public health stakeholders have determined that
addressing loneliness and social isolation is a key strategic priority, recognised in the local Health and
Wellbeing Board priorities for 2018-21. The Doncaster Cabinet founded a third sector-led Social
Isolation and Loneliness Alliance to substantially reduce loneliness in Doncaster.

The local authority and its Alliance have been highly committed to supporting our research. Given
the challenges that social care research faces in engaging practice and the time it can take to build
and sustain links with local authorities, it is important to have a willing organisation that is interested
in research and has a clear commitment to the topic area. Doncaster is also part of the Curiosity
Partnership, a 4-year Health and Social Care Delivery Research (HSDR)-funded research capacity-
building network which is further developing the use and production of research at the level of

local authorities.

In addition to Doncaster Metropolitan Borough Council acting as co-applicants to the research, planning
discussions were held with the Head of Strategy and Performance, Head of Programme Delivery, the
Assistant Director for Communities, and the Director of Public Health as well as the co-ordinator of

the council’'s work with the voluntary, community and faith (VCF) sector. They remained particularly
interested in engaging with the video-based presentation of qualitative research as a means for enabling
evidence to feed into service development and action planning.

The rationale for this project

Research, and more generally the use of data, should play a leading role in supporting commissioning
and practice in social care. However, there is a weaker research culture and a lack of quality
improvement architecture in the social care sector compared to health, with implications for the
involvement of decision-makers, practice and service users. At present, local authorities collect some
routine outcomes data but lack (even) the data-analytic capacity of health services. Qualitative data are
a more natural format for experiential information, and robustly undertaken, could be more amenable
to translation into service improvement. Moreover, narrative forms of data would be more accessible
to local communities seeking to engage in service improvements. There is a slight caveat here, in that
loneliness as the exemplar sits in local authority prevention work and is in the orbit of public health,
which is more research orientated.

Social care policy is set nationally but interpreted, shaped and implemented in 152 locally elected
councils. The result is wider variation in social care practice than in health care. There are very few public
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sector providers, making it harder to get research messages heard or acted upon, and most of the care
workforce have no research experience or training. Those who provide services are typically in highly
competitive markets and operate with low profit margins.

Staff turnover is high and even those seen as ‘qualified’ social care professionals (e.g. social workers,
occupational therapists) receive less research training and continuous professional development than
most of their equivalents in health. They are rarely exposed to research evidence, and indeed many do
not have access to online research resources during their working hours. Few social care researchers
simultaneously combine academic and practice responsibilities.

In short, models of working and the organisation, funding, commissioning and delivery of social care,

as well as the research landscape, are quite different from health care, and the generalisability of
innovation from health to social care is unlikely to be straightforward or comfortable. This makes it vital
to ensure that what seem like promising interventions that support evidence-informed practice (e.g. the
work of improvement scientists in the NHS) are tested in social care contexts. We know that there is
considerable room for improvement in the provision of social care support in the UK and that innovative
and cost-effective approaches are needed both to help prevent the need for social care and to guide the
best use of current resources.

Study aim and objectives

Aim
Our aim was to assess whether an effective and efficient co-design approach, AECBD, could be
translated from health to social care, using experiences of ‘loneliness’ as an exemplar.

Objectives

1. To understand how loneliness is (1) characterised and experienced by people who are in receipt of
social care in England and (2) characterised by social care staff and the voluntary sector.

2. To identify how services might be changed to help tackle the problem of loneliness experienced by
users of social care.

3. To explore, with one local authority, whether an approach to service improvement, known to be
effective in health care, could be adapted for use in social care.

4. To disseminate all study outputs and publish resources on a newly established Socialcaretalk.org
platform for public, family carers, service users, voluntary organisations, researchers, teachers,
policy-makers and providers.

Outline of this report

We have structured Chapters 2-6 of this report in line with the two chronological phases of AEBCD:
discovery and co-design. We first present the methods and findings of the discovery phase. This

phase comprises two elements. First, an in-depth interview study with members of the public who
experience loneliness, required to create the film to use in the co-design phase to test the accelerated
form of EBCD. This work is presented in Chapters 2 and 3. Second, interviews with staff working in
loneliness support. Most of the staff interviewed worked in Doncaster, with themes from the findings
used in the co-design phase. A small number of staff working elsewhere were also interviewed, to
explore generalisability of the local findings. The methods and findings from this work are presented in
Chapter 4. Figure 1 summarises the flow of reporting the discovery and co-design phases in Chapters 2-6
of the report.

Copyright © 2024 Ryan et al. This work was produced by Ryan et al. under the terms of a commissioning contract issued by the Secretary of State for Health
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FIGURE 1 Chapters reporting the discovery and co-design phases of the study.

Chapters 5 and 6 present the methods and findings of the co-design phase, which was exploring whether
the AEBCD intervention worked in Doncaster, along with the parallel evaluation. In Chapter 7, we
outline how members of the public were involved in the project. Chapter 8 brings both stages of the
project together, and we present our conclusions and recommendations for how AEBCD could be used
effectively in social care settings.
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Chapter 2 Discovery phase: study design,
methods and public interviews

M aterial throughout this chapter has been reproduced from Malli et al.>¢ This is an Open Access
article under the terms of the Creative Commons Attribution Licence, which permits use,
distribution and reproduction in any medium, provided the original work is properly cited. The text
below includes minor additions and formatting changes to the original text.

Introduction

This phase of the study involved a separate, preliminary stage of qualitative research to produce a
nationally generated data set based on in-depth narrative interviews with people who experience or
have experienced loneliness. While we were using an accelerated EBCD approach, we had to create this
initial national data set to draw on in the co-design work. By contrast, the test of AEBCD in health care
used by Locock et al.® was able to draw on the extensive existing Oxford national archive of qualitative
interviews published on Healthtalk.org (https:/healthtalk.org). This archive has over 4500 interviews
conducted since 2000 and covers over 120 health conditions including experiences of mental ill
health, pregnancy, long-term conditions, cancers and, more recently, COVID-19. The research question
underpinning these projects is ‘what are the health, information, and support needs of people with
experience of the condition?’ We replicated this approach® to create the data set from people with
experience of loneliness, which has created two new resources; video, audio and text extracts from
these data were used to produce a new section on loneliness and a catalyst film, both published on
Socialcaretalk.org (https://socialcaretalk.org).

The Healthtalk approach

Each Healthtalk project aims to generate a diverse sample in terms of demographic characteristics
and types of experiences, which means the number of participants is typically large for a qualitative
study. An expert advisory panel made up of patients, third-sector representatives, health professionals
and academics offers suggestions about condition-specific experiences to guide the researcher in
recruitment and other aspects of the research. Participants are interviewed in depth about their
experiences and asked to give permission for their interviews to be used in research, teaching,
publication, broadcasting and to form part of the new online resource. They can select whether they
would like data extracts to be used in text, audio, or film versions. While Healthtalk.org was originally
created to provide support and information for patients and carers going through similar health
issues, it has become widely used in medical and health education and the project findings are used
to inform health policy, for example, in the development of National Institute for Health and Care
Excellence guidelines.®®

While the aim of the current project is to assess whether AEBCD can be translated from health to social
care, in this chapter, we present the methods designed to achieve the first part of objective 1, namely,
to understand how loneliness is (1) characterised and experienced by people who are in receipt of social
care in England and (2) characterised by social care staff and the voluntary sector.

Field review

A brief field review on the topic of experiences of loneliness was conducted to inform the interview
topic guides. This review guided the selection of study participants and highlighted issues for inclusion
in the interviews. It further helped the team to recognise the limitations of previous studies and find
innovative ways to avoid them.

Copyright © 2024 Ryan et al. This work was produced by Ryan et al. under the terms of a commissioning contract issued by the Secretary of State for Health
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We developed the search through an iterative process, using combinations of keywords and synonyms
for loneliness and social care: loneliness; social isolation; social networks; intervention; review; public
health; support; lonely; alone; isolated. We searched a range of social care, health, and social science
databases, including Social Care Online, Social Science Abstracts, MEDLINE, CINAHL, Psycinfo and
Social Science Citation Index. We also screened reference lists of relevant papers. Literature on
improvement science was included to identify individuals who write about this area and communities
who could be relevant in terms of engagement and dissemination. A literature topic alert was set up for
the project’s duration and on the advice of our Study Steering Committee (SSC), the literature review
was updated in October 2021 to include studies focused on COVID-19 and loneliness.

The initial field review was completed during months 1-3 of the study by researchers Malli (Oxford)

and Maddison (York) when the start of the fieldwork was delayed by COVID-19. From the starting point
of the latest synthesis of qualitative studies across the adult life course (144 studies published up to
2018), Malli identified an additional 30 recent articles. Of these 174 studies, 98 focused on loneliness in
relation to elderly people and in developed countries.

Maddison examined published research reviews of interventions designed to reduce loneliness and/

or social isolation. The purpose was to explore what types of interventions are effective and why. The
search was limited to English-language peer-reviewed papers published since 2000, identified via the
Cochrane Library or the Social Policy and Practice database. A total of 36 papers were identified, dating
from 2003 to 2022; a further 8 were identified by cross-checking the list against a key ‘grey’ report
prepared for the Cabinet Office in 2018.9° The body of research reviewing ‘what works’ in relation to
interventions to reduce loneliness and/or social isolation appears recent but is growing rapidly: almost
half (18/44) of the reviews identified were published in 2020 or later. The findings of the review are
included in Chapter 1.

Method

An interpretative approach to knowledge production was used to understand how people make

sense of their experiences, particularly loneliness. Narrative interviews were used in line with the

EBCD approach.®’-° Narrative interviews allow participants to convey stories that are meaningful to
them and articulate the impact of loneliness on their lives and the lives of those around them, as well

as the strategies and routes they may have used to help alleviate loneliness.”* We were interested

in understanding how participants construct and negotiate the meaning of their experiences of
loneliness.”> Our aim was to generate a deeper understanding of the experiences and meaning of
loneliness through the analysis of accounts of being lonely. Blumer believed that research methods
should be faithful to the empirical world under investigation, so we did not provide participants with

a definition of loneliness, allowing space for subjective constructions of loneliness to emerge which
could enhance our understanding of the phenomenon. Participants actively engaged in meaning-making
during the process of the interviews as they were encouraged to explore and consider their experiences
through careful probing and questioning.

The national, qualitative research study involved in-depth interviews with 37 people who self-identified
as being lonely, conducted between October 2020 and January 2021. Participants were aged

18-71 years, with 23 identifying as female, 13 identifying as male and 1 as non-binary. A further two
people were interviewed and later withdrew.

Due to COVID-19 restrictions, the interviews were conducted online (n = 30) using videoconference
or by telephone (n = 7) depending upon participants’ preferences. A purposive maximum variation
sampling approach was used to capture a wide range of perspectives and understand variations in
people’s experiences.”®
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We particularly wanted to capture the experiences of marginalised people as our review highlighted that
this group could be more susceptible to experiencing loneliness. Our sample included participants with
multiple intersecting identities, as outlined in detail in Table 2, which states the number of participants
that identified with these marginalised identities.

Recruitment

Participants were recruited using a range of strategies including mental health charity advertisements,
local authority newsletters, personal contacts through previous research and the involvement of
colleagues, snowballing through existing contacts and social media platforms. More specifically,
Facebook (Meta Platforms, Inc., Menlo Park, CA, USA), which has been identified as a useful tool in
approaching seldom-heard populations,®* 9> was used. Flyers for the study were posted on relevant
public Facebook pages and closed support groups. Due to the latter’s strict access conditions, the

study was only advertised after permission was granted by the administrator through private messages
providing details of the research. More than 30 closed Facebook groups were approached relating to
mental illness, disabilities, drug and alcohol dependencies and lesbian, gay, bisexual, transgender and
queer (LGBTQ) issues, of which 3 declined to advertise the study. Participants had to be 18 years old or
over and to have experienced loneliness. Although some studies have avoided using the term ‘loneliness’
during recruitment due to negative connotations of the word,’ it was clearly stated in our flyers so as
not to mislead potential participants about the topic of our study. Originally, we intended to include
only people who used social care services; however, it transpired that people were often not aware of
whether groups or services they had interacted with were included, and we widened our sample criteria
to people who experienced loneliness.

All participants received a £30 voucher in recognition of their time and contribution to the research.
Interviews
The narrative interviews were conducted by Malli, an experienced qualitative researcher. A ‘warm-up’

discussion preceded the interview to make the participants feel at ease. This is especially pertinent to

TABLE 2 Participant identities in the discovery phase public interviews

Identities? Number of participants (n = 37)

Physically disabled people 3

N
=

People with mental ill health

People with learning disabilities
Autistic people

Bereaved people

LGBTQ community

Migrants

Substance users

People living with HIV

Domestic violence and abuse survivors
Family carers

People from ethnic minorities

W wWw N DD DD DN

People that have experienced homelessness

HIV, human immunodeficiency virus.
a Participants could have one or more of these identities.
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sensitive topics, such as loneliness. The interview was divided into two sections. An open question (‘Can
you tell me a little bit about yourself and how loneliness came into your life?’) was used at the start of
the interview to allow participants to highlight what was important to them, their values, meanings,
priorities and experiences. The second part of the interview was based on the topic guide grounded

in the field review and feedback from our project advisory panel. It covered loneliness and support,
identity, loneliness, and the media (see Report Supplementary Material 1). To bridge the two parts of the
interview, the researcher started with questions about topics raised by the participant in their primary
narrative and then asked the additional questions to understand participants’ experiences of their wider
lives including relationships and employment, social care services and other sources of support. We also
explored how services could be improved. The interviews lasted between 45 minutes and 2 hours and
were audio- and video-recorded with participants’ permission.

Transcript checking

The interviews were transcribed verbatim by professional transcribers, checked for accuracy against
the recording, and deidentified. Time codes were added throughout. The transcripts were returned
to participants to give them the opportunity to read and remove any sections they would not like
disseminated or used in research. At that stage, they were asked to sign a form giving the copyright
for their interview to the University of Oxford to enable their interview to be used in online resource
production, including a resource to be published on Socialcaretalk.org and the catalyst film. The
transcripts were also deposited in a University of Oxford data archive available to other bona fide
research teams for secondary analysis under licence.

Data analysis

Analysis was conducted alongside the fieldwork until ‘data saturation’ was reached. We defined this

as a point where new data repeated that of previous interviews without bringing new contributions to
the understanding of the phenomenon.?” A multistage inductive thematic analysis was carried out as a
systematic method of generating themes and patterns within the data following the Braun and Clarke?®
guidelines and using the organisational support of NVivo 12 (QSR International, Warrington, UK). A
deviation from the study protocol included the use of grounded theory; this approach was felt to be
more flexible, allowing us to analyse the data within the time constraints we were facing due to a delay
in gaining ethics approval.

Initially, the data were read carefully by Malli in a process of familiarisation before being coded in NVivo
to maintain participants’ meaning as far as possible. Malli and Ryan independently coded the first three
interviews and met to discuss the different codes generated. The codes were then reordered into a
more formal tree structure allowing the identification of broader categories. Malli continued to code the
remaining transcripts. The descriptive codes were organised into categories and these categories were
analysed conceptually in what Braun and Clarke?® describe as a process of ‘latent analysis’ to examine
underlying ideas, assumptions, connections and links within the data. From this analytic stage, themes
were identified, and the data were systematically reviewed to ensure that a name and clear definition
for each theme were produced and that these themes worked in relation to the coded extracts.

We returned to the original recordings as appropriate to aid this stage of analysis. To increase the
integrity and trustworthiness of the study, the first author kept a reflective diary during the interviews,
transcription and analysis phase.

Ethics

Ethics approval for the study was obtained from the Health Research Authority Research Ethics
Committee (REC), after the submission was moved from Social Care REC, on 2 October 2020 (ethics
reference: 20/WM/0223). COVID-19 necessitated further planning to minimise face-to-face interaction
with research participants where possible. New operating procedures were introduced for the capture of
data suitable for dissemination on a web platform which specifies methods to optimise video and audio
quality while adhering to data security policy.
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Producing a catalyst film

A core output for the co-design phase was to produce a ‘catalyst’ film using film, audio and text extracts.
A ‘touch point’ coding report was produced during the analysis process detailed above. Malli selected
extracts of data which highlighted key points illustrating excellent or particularly poor support. These
extracts were shared with full team members and advisory panel members before meeting to discuss
the content further. The planned workshop to finalise the content of the film was unable to go ahead
because of COVID-19 limitations. Locock separately arranged a meeting with the Doncaster team,
the evaluator, and the workshop facilitator to talk through AEBCD and the film’s use in the co-design
phase of the project. The content of the catalyst film was further revised in individual discussions
with public advisory panel members. Extracts included participants’ discussions of what good
loneliness support looked like and what had not worked for them in terms of social care and privately
provided interventions.

The DIPEx charity produced a draft version of the 20-minute film using the video and audio extracts,
and the link was shared with the full team and advisory panel members by e-mail. Comments were
invited and incorporated into the film. A final discussion about the film was held at an advisory panel
meeting in January 2022. Feedback included concern about the quality of the sound, which led to the
addition of subtitles, and the organisation of the content which has the following sections:

What is loneliness?

What does loneliness feel like?

What has made loneliness worse?

Why are people hesitant to access support in relation to loneliness?
What hasn't worked for you in relation to loneliness support?

What does good loneliness support look like?

The film was used in the co-design workshops (see Chapters 5 and 6) and is published on Socialcaretalk.
org (https://socialcaretalk.org/introduction/loneliness/).

Developing a Socialcaretalk section

The second output from this stage was the production and publication of a new section on experiences
of loneliness on Socialcaretalk.org. In producing the section, the aim was to include a representation

of the full data set, and this was achieved by identifying what mattered to participants and reflecting a
diverse range of perspectives around loneliness in a balanced manner. From the identified categories
and themes, we developed a series of lay summaries on the issues that were most important to people
who self-identify as lonely (https:/socialcaretalk.org/introduction/loneliness/). The summaries include
contextual, evidence-based information and links to other sources of information and materials.

To ensure quality, balance and comprehensiveness, each summary was prepared by Malli, with Ryan
independently mind-mapping the coding reports on which the summaries were based and adding any
aspects that had been overlooked. When each summary was drafted and checked by Ryan, it was
reviewed by members of the project advisory panel before final editing and publication.

Example feedback from advisory panel members included these comments:

I think they are really interesting, and the text is an excellent summary of the themes, the childhood one
was so sad it brought tears to my eyes.

| think they would be brilliant to use in teaching about loneliness and really make it clear that it is much
more than not having people around you but is often more of an internal state of feeling.

Copyright © 2024 Ryan et al. This work was produced by Ryan et al. under the terms of a commissioning contract issued by the Secretary of State for Health
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Chapter 3 Discovery phase: public interview
findings

M aterial throughout this chapter has been reproduced from Malli et al.>¢ This is an Open Access
article under the terms of the Creative Commons Attribution Licence, which permits use,
distribution and reproduction in any medium, provided the original work is properly cited. The text
below includes minor additions and formatting changes to the original text.

An early finding from this research was the ambiguity relating to the relationship between participants
and social care services. Unlike healthcare services, where people typically enter a healthcare setting

or contact at a clearly defined contact point, there was a lack of clarity around the meaning or scope

of social care and whether it is seen as an extension to community-based preventative activity such as
loneliness support. Some participants used social care services such as support workers, and some used
local services that may have been funded by the local authority.

Our analysis led to the identification of six key themes. Four of these - loneliness as lacking, loneliness
as abandonment, lingering loneliness and the unspoken and trivialised experience of loneliness - have
been published.* In addition to the findings reported in the paper, two additional themes were
identified: the double-edged sword of social media and inevitably, though unplanned for in the initial
project design, reappraising connections as an outcome of COVID-19. The section below is a summary
of the published paper and the two additional themes.

Loneliness as lacking

Loneliness was linked to the loss of important close relationships and the absence of close relationships
with people who could genuinely understand participants, empathise with them and affirm their value as
an individual.

Loneliness as loss

Loss and bereavement strongly featured in participants’ narratives, and these deaths were often
unanticipated and accompanied by additional emotional trauma. Participants were deprived of the
company and affection of the person and an envisioned future together. P29, who lost her partner
abruptly in her late 30s, explained:

| know this woman who lost her husband, but she was in her seventies or eighties. And | always say, ‘You
lost a lot of past, but not so much future. | lost a lot of future and not so much past.’ It’s very different to
be on your own when you're, let’s say, in your seventies and maybe you are a grandparent, and you have a
completely different role in life than when you are just a young person who had their whole life to go.

P29

Participants described irreplaceable bonds that could not be substituted, which worsened loneliness. P1
talked about the loss she felt after the death of her mother, whom she relied on in different ways:

| think that had a huge impact on how I interact with other people now | just, | don’t feel as connected any
more. So she was always kind of like she had, she was a friend, she was a sister, she was a carer as well
like, you know, she'd always sort of check up on me and she had so many roles and when that went it just
left this huge hole in my life, so | think that, yeabh, it sort of affected me quite badly.

P1
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The unanticipated loss brought an additional layer of loneliness as participants discussed how they
struggled to approach the grief of premature death. There was a lack of the comforting and supportive
responses that bereaved people commonly receive. As P40 said in relation to her brother’s death:

When your 27-year-old brother dies from a heroin overdose it’s like there’s no [card company] card for
that . . . people also don’t wanna talk about it because it’s a bit like ‘oh, do we bring it up?’ whereas people
seem more comfortable bringing it up sort of if a parent or grandparent’s died.

P40

Loneliness as absence

For many participants, loneliness was marked by the absence of a meaningful person to turn to, a
relationship that they never experienced. Many wanted a connection with someone they could talk to
and confide in. The following extracts capture this absence:

| have no-one to share my life with . . . | don’t have someone to turn to, to tell my problems to, or anything
like that.
P37

There’s moments when I'd like to sort of really connect with someone or when I'm feeling low, | want to
sort of, because | don’t really have [um] many friends and [um] | think that’s when it does appear like [um] |
feel that intense loneliness when | feel quite isolated.

P1

Even participants who perceived themselves as sociable and surrounded by casual friendships missed
an intimacy and affection which was absent from their life. For P2: ‘I suppose | would really like my
friendship to be like quite close, friendships should be quite close, so | want to feel like, like family’.

For P22 and many participants, the intensity of a friendship rather than the quantity of the social circle
combated loneliness: ‘it no longer mattered whether | had other friends because | found another really,
person who | could be really close with’.

Loneliness as abandonment

Loneliness could begin with strained family relationships and feelings of invisibility and abandonment
from childhood. Others described feeling abandoned by society because of insufficient care and cuts
in funding.

Being overlooked during childhood

Loneliness was discussed in relation to participants’ family and childhood experiences, including stressful
environments, the emotional unavailability of close family members, and other adverse experiences such
as abuse and neglect. Looking back at their childhoods, they described how loneliness was about the
need to be listened to, believed, supported and protected. The impact of this abandonment could be
extreme, as P32 describes, talking about her relationship with her father:

It took years for me to realise that | actually felt annihilated in his presence. | was so unacknowledged,
um, that | almost felt like there was nobody reflecting me back and my grasp on my own existence was
tenuous. | realised when | was very much an adult, um, that just being in his presence was enough to make
me feel suicidal because | felt so unacknowledged, like somebody had rendered me invisible.

P32

The illness of his younger brother, who subsequently died, led P12 to feel neglected by his mother, while
P35 felt her parents gave her brother all the attention when he was born 8 years after her:
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I was an only child for eight years and then my brother came along. [...] So my parents favoured him over
me pretty much from the get-go, so | kind of, because everyone was always all over my brother | kind of
retreated [um] and just kind of spent a lot of time in my room by myself [um] not really socialising and
isolating myself | suppose.

P35

For some participants, loneliness came from keeping experiences of abuse secret. Fear of the
consequences of disclosing this and perceptions of self-blame emotionally isolated participants and
made them feel that they could not reach out and ask for support. P11 described how:

| was being sexually abused from the age of 9 and, and it was quite a secret thing, [um] it was something |
was keeping to myself . . . think it was quite lonely because | suppose it’s a lot to deal with and at the time,
I didn’t really have anyone to talk to about it.

P11

The need to keep domestic violence as a private family matter that could not be disclosed and discussed
with people outside the household left P37 feeling lonelier:

I was like locked inside of the prison, you know, | couldn’t say a word | couldn’t look for help | literally felt
like I'm like decaying inside, like the living dead. You know we are forbidden to talk about this to anyone
and it does make you feel lonely.

P37

Being abandoned by society and those who could have helped

For many participants, loneliness was a result of being deprived of community and social care
resources due to austerity cuts. Financial cuts were seen as a source of social alienation that made
people feel invisible. Social clubs and support groups which for many were an important resource
for active networking with ‘similar others’ were closed. P19 talked about the impact of two social
clubs closing:

They lost their funding, which was hard because | was enjoying it. | was enjoying the activities they were
doing. They were doing like games, cooking in one of them. All different types of stuff. .. It was hard
because | was enjoying it. | enjoyed seeing people.

P19

P18 described feeling isolated and abandoned after being diagnosed with multiple sclerosis. He
described getting ‘a whole bunch of pamphlets thrown at you and told you have MS, and told we'll see
you in six months for a check-up’.

Other participants discussed not being heard within the mental healthcare services. They described a
process of dehumanisation and objectification from healthcare professionals that induced loneliness and
social isolation. In relation to mental health care, P6 described:

If I could at least [have] told them about my experiences and what | was going through, | wouldn’t
necessarily have wanted an answer, but I'd have wanted someone to listen and if someone’s listening to
me, they see me, I'm not lonely any more.

P6

Finally, some participants felt that their social identity was invalidated and undervalued, which made
them feel lonely. P3 reflected on her unpaid carer role:

When I'm being sort of selfish, | think maybe | made a mistake and | should have just kept my career
because they certainly don’t look after carers, they’re on their own . .. Because people seem to forget that
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the productivity coming from unpaid carers in this country saves the state about a £132 billion every year
so, you know, it’s a bit of a sore point when people say you didn’t go to work.
P3

Lingering loneliness

For many participants, loneliness was something that accompanied them throughout their life. It was
perceived as an innate part of their identity that stemmed from a sense of otherness, and its presence
lingered even in the company of others. Participants also described feeling trapped in a cycle of
loneliness, which intensified personal isolation.

Loneliness and identity

For many participants, a sense of loneliness came from feeling ‘different’ and was inevitably ingrained
in their identity. For example, P1 said ‘I think [um] being autistic [um] | feel lonely quite a lot of the time
[um] so | think it's always there, | think it's never not a part of who | am’.

For some, being ‘different’ affected their sense of integration and belonging, and emotions were tied to
loneliness. P33 said, in relation to mental illness:

| kind of always, | guess, had this like longing to belong or like be a part of other people’s lives where |
wasn't really. Um, so | spent kind of like most of my teen years extremely lonely.
P33

Being ‘different’ sometimes meant being stigmatised and fearing or experiencing rejection. In relation to
her mental illness, P39 said:

It’s like damaged goods you don’t ever, nobody ever prioritises damaged goods, you look for an apple you
look for a perfect one in the supermarket you don’t look for one that has got lumps and bumps.
P39

A common point was loneliness that stemmed from not being understood by people. Participants
seemed to experience a profound sense of loneliness through trying to convey how they felt to people
who could not relate to them. In relation to psychosis, P15 commented:

There’s a sense of loneliness that people can’t experience the same things that I'm experiencing, and
people say to me, if I'm talking to somebody [um] that other people can't see, it can be quite frustrating
when people are saying, ‘But | can’t see that,’ when it's very real to me. And that makes you feel lonely
because people aren’t experiencing the same world that you're experiencing.

P15

The absence of people with similar experiences, who could provide emotional support and validation of
their identity, creates what Stein®? terms ‘experiential loneliness’:

You feel very much alone and you’re very much aware that the experiences you're having and the
feelings you're having aren’t the same as the people around you. And as much as they try and are as
supportive as they can be, | don’t think that they will ever be able to fully understand. You kind of feel
like if you're trying to communicate something to them about like, something difficult about being
like gay or non-binary, they can try to understand but they won’t fully know, and | think that is a form
of loneliness.

P33
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Loneliness despite the presence of others

For many participants, loneliness persisted even in the presence of others. They felt the experience
of emotional isolation amid a group of people, within their family or even their intimate relationship.
Togetherness in some cases could make loneliness worse:

I've been with people and felt lonelier than when | was on my own. | don't really know why. | guess, if you
can'’t relate to people, or like you don't really feel a part of their group, then it can definitely feel lonelier to
be around people.

P25

Loneliness was also experienced in absence of shared understanding, as P8 describes:

Going to the pub and being around people I still felt very isolated because of my HIV. And that people,
there weren’t people who got where | was at, and understood [um] the position | was in, and what was
going on in my mind. | felt very isolated. Even though | was surrounded by people.

P8

Some participants described an ‘internal’ type of loneliness, that kept them separated from the world
and made them feel like an outsider. P37 describes this when referring to the relationship with her
then partner:

| used different things in those times to cover over it [loneliness] and deal with it in a different way. But
eventually it would come to the surface as the relationship developed [um] . . . but no, I've never not felt
this crushing emptiness and loneliness.

P37

The vicious cycle of loneliness

Many participants reported feeling trapped in a cycle of loneliness in which the lonelier they became,
the more isolated they felt from society.®° They recognised how they should act to reduce this, while
feeling that loneliness had become an integral part of their life in which they felt secure. P32 described
the paradox of wanting to ease feelings of loneliness while feeling unwilling to step outside the comfort
zone loneliness had become:

That might sound a bit peculiar, but I've begun to recognise that when | have the opportunity to socialise
it's almost as though I've turned in so much on myself, that [sighs] it’s becoming hard to turn outwards and
meet other people again.

P32

It was apparent that loneliness can create a tendency in people to dwell in self-pity, be more sensitive
to rejection, withdraw and be less trusting of the people around them. This in turn created worsening
feelings of loneliness. The fear of experiencing loneliness in the future could further obstruct the
enjoyment of the present.

The unspoken and trivialised experience of loneliness

Most participants discussed the difficulties of disclosing their experiences of loneliness due to the
associated shame and stigma. The experience in their view was a taboo subject and silenced or
associated with the public discourse of old age and failing health. On the rare occasions when loneliness
was discussed, it was approached with a veneer of light-heartedness and easy-fix solutions and
interventions recommended by people who did not understand their experiences.
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The silencing of loneliness

A pivotal subtheme here was the notion of stigma, shame and self-blame which restricted any
constructive discussion about loneliness. Many participants discussed the ‘archetype of the loner’ who
is depicted as socially ‘defective’, inept and incapable of forming key relationships to combat isolation
and loneliness. P39 highlighted: ‘If you're a loner there’s something wrong with you . . . Itis not a
positive word to put on someone. ... there must be something, because why would someone choose to
be alone?

This stereotype, which carries negative and derogatory connotations, views the person through a lens
of personal and social failing and intrinsic character flaw. Subsequently loneliness is pathologised and
viewed as an experience outside the boundaries of what is considered to be normal.

| think there was a lack of talking about loneliness as a thing that can happen to just normal people. It was
always this person visibly has no social skills and you know is really profoundly like struggling in society,
not this is another well-adjusted person who has got some confidence issues and is struggling to make
friends in a new context.

P22

The ‘tyranny of positive attitude’, which is saturated with the view that we must think positive thoughts
and block out negative emotions and avoid any difficult but nevertheless authentic emotions, further
contributes to the silencing of the discussion of loneliness. P10 expressed ‘We're meant to be these very
successful, bubbly, happy-go-lucky people who do these great things every weekend and you know, are
never stressed, are never behind at work, you know, are never struggling’.

Indeed, the stereotype and trope of the lonely elderly prevail in the collective consciousness, leaving
little room for other populations to share their experiences of loneliness. By being excluded from the
loneliness discourse, many participants resorted to self-blame for failing wider expectations:

They always say it’s the older people that feel lonely . . . They never talk about the younger generation. |
think because society expects people at that age to be married, have children, and have their lives sorted
so to speak, so they don'’t think about people that might be gay, they don’t think about people that might
be single, they don’t think about people that might be trans-sexual, they just think about the mainstream.
And then sometimes that makes me feel guilty about being lonely or feel weird about being lonely,
because | think | shouldn’t be lonely at my age, | should have lots of friends, | should have a partner. And
then I think ‘what’s wrong with me? Why do | not have these things?’

P17

The stigma attached to loneliness dissuaded many participants from seeking support from services.
Indeed, the intolerance towards individuals who experience loneliness acted as a barrier to help-seeking.
In reference to accessing help for loneliness, P5 mentioned: ‘I would have really benefited from it at the
time [support] | don't know if | would have accepted it if anybody had said it because | also think there’s
that kind of, you don’t wanna be stigmatised.

The trivialisation of loneliness

Many participants said that the seriousness of loneliness can be diminished through a process of
trivialisation. The consequences it might have for quality of life and mental health are downplayed

and the reality, nuances and causes of the experience are oversimplified and even ignored. Moreover,
the legitimacy and severity of loneliness are questioned and there is an implication that it may be the
person’s fault. People are blamed for not being proactive, for not taking steps to make positive changes.
Thus, individual agency was presented to participants as an effective approach to managing loneliness.
For example:
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People just go, ‘Oh, loneliness, you just need a fellow, or ‘Loneliness, oh, get a dog, or, it's just people
minimalise it so that it’s . . . loneliness leads to so much more than just being lonely . . . It can lead to all
sorts of things that people don’t necessarily think would start from loneliness.

P13

Since the essence of loneliness is oversimplified, the interventions and advice offered by experts are
unsophisticated, and, as discussed in Chapter 1, only superficially approach the problem. P5 shared her
experience of being given ‘by the book’ advice from a health visitor as an early mother that was not
tailored to her circumstances or needs:

You get all the health visitors come round and all that kind of stuff and | always felt like they were just
saying OK, yeah but you can just fix that, you know, can you do this? Can you that? Can’t you do such
things like it's easy to, to kind of just get on with things and not feel isolated.

P5

Indicatively, participants discussed support from services that aimed to broaden people’s social
networks and therefore to tackle social isolation (quantity), while they felt that they lacked a close
intimate attachment to another person (quality). Thus, strategies between social isolation and emotional
loneliness were used interchangeably, indicating the insufficient understanding of the differences
between the two concepts. Many participants suggested that genuine attachments could not be formed
in loneliness support groups since they are not based on common interests between people. For P2:

| just feel like in that [support group for loneliness] group other people will just be maybe desperate for
friendships . . . like some people are lonely, they're just happy to be friends with anyone [um] and obviously
that’s not what | want. Either | want friendships to be genuine . . . you need to have a rapport, a rapport
and [um] genuine fondness for each other and a likeness with [um] appreciation for each other’s company.
P2

The double-edged sword of social media

Social media has changed the way we communicate with people around us, and, for some young people
and adults, it is a primary means of communication. Participants had varying views about whether social
media could help people to feel less lonely. For some, online support communities allow people affected
by similar issues - for example, mental health - to communicate online. This can help ease loneliness

as people find ‘similar others’ and receive (and provide) emotional support. As P11 said, it could be
reassuring to hear other people’s problems and know you were not the only one experiencing issues. P1
described how:

P1: I really enjoy social media and seeing there’s other autistic people which is just like amazing because it
just makes me feel like I'm not alone, you know.

Interviewer: Could you tell me a little bit about that community, I'm very interested in hearing about how
this community on social media has evolved and, you know, how it really helps you?

P1: Yeah, it’s just you go on there and you just realise there’s so many different kinds of people and, you
know, we're just like neurotypical people we've all got different personalities, but | think they understand
your struggles more than neurotypical people like my mum just did with me.

Other participants were more cautious about social media and wondered if it made loneliness worse by,
for example, providing glimpses into other people’s lives. Linked to this was the suggestion of a falseness
inherent in social media that some participants described. People have a greater insight into the lives of
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their ‘friends’ than they had before platforms like Twitter and Instagram, but not all information that is
shared is accurate. People may share unrealistic images and try to present only the most positive side
of their lives, creating an impression of living happier, more successful, and more connected lives than
they really are. People may compare themselves to their ‘more successful’ friends and feel envy. As P11
said it could also make you feel lonelier as ‘you feel like you're looking through a window’ to the life you
would like to have.

Social media could also pull people away from their physical surroundings and isolate them from people
they could directly interact with. Some participants, like P33, had mixed views about social media. While it
could help people feel a sense of belonging that could ease loneliness, it could also exacerbate loneliness:

Um, but on the other side of social media, um, you have like Snapchat and Instagram where people post,
you know, highlight reels of their lives. Um, and | think when you’re very vulnerable to loneliness, that
can be extremely, extremely dangerous and harmful because you'll be sitting there alone in your room
bombarded with constant images of people with their friends, people smiling, people at parties. Um, and
because that’s all you're seeing, but it’s not what you are doing or the life you are living, you feel like there’s
something wrong with you. You're like, why aren’t | doing that? Why is that not my life? When that’s what
everyone else is doing and they look so happy doing it. And so, | think it can definitely intensify loneliness,
um, to a very like severe extent.

P33

A few people questioned whether the use of social media can create loneliness and suggested that it
can only worsen the existing problem. In other words, people who might experience loneliness could use
social media and feel even more lonely, but loneliness is not the result of using social media.

Reappraising connections as an outcome of COVID-19

Although our study was not about the pandemic, fieldwork took place during periods of lockdown,
and most people talked about experiencing loneliness due to government-imposed social distancing
policies. Restricted face-to-face interaction with friends, family and social networks had mental health
implications and heightened or even generated feelings of loneliness for many people. Staying at home
could lead people to question how meaningful their friendships were, and how they were not able to
stop them feeling lonely.

P1, for example, said that the restrictions imposed due to COVID-19 added another layer of loneliness
to her life and how she felt more trapped despite not being ‘super social or anything’.

For P29, the lockdown meant she had to rely on herself in terms of the choices she made in her life:

I think that’s when you experience loneliness. It’s just like when the weight of the world is just on your
shoulders. It's like every single decision is yours. | mean, it also has to do with the fact of not being able
to see people. It’s like the loneliness that | . . . during the first lockdown [ literally spent two months on my
own. Completely on my own. | don’t wish that to my worst enemy. It's just like, it's really, it can really harm
your, your mind, you know? It just feels like that, it feels like ‘OK, all the decisions fall on me’.

P29

Other participants feared lockdown would worsen mental health issues, and some talked about how
they tried to avoid this.

So that’s why I'm working from home | have to get up | have to do this, do this at a certain time and |
work late, it’s different things each day but | have to have that, | have to have that structure because
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for me loneliness creates lack of control and if | don’t have control in my life then all the bad things
start to happen again. See I'm a control freak | don’t ever want to control another human being but |
have to control of my own life because if | lose it the loneliness comes in and it causes mental health

problems again.
P6

Lockdown also created insights into the status of social relationships which, for some, turned out to be
less meaningful than they had assumed.

I've got, | would say a good set of work friends/colleagues, people | have lunch with, but | know that since
lockdown it's been very much more evident that they are just work colleagues. They’re not people that |
would see outside of that unless we're in the office and say going, you know, for a drink after work or going
to a leaving do or something. Very much they are a work set. So whilst | do have friends, it’s often, | think

some of it’s transactional.
P10

During lockdown, many people realised the importance of physical contact and the impact a lack of
physical contact had on loneliness. Some participants who lived alone went for days, weeks or even
months without seeing people, and the lack of human touch made them feel even more alone. P21
acknowledged that a lot of loneliness during the pandemic stemmed from a lack of physical contact with
other people:

... and while we can video chat thanks to technology and that, it just doesn’t seem to have that same
personal touch like let’s say if me and my partner lived in separate houses, yes we could communicate
like this like we did before we moved in together but it was never the same where | could physically
hug her. | think that’s what contributes a lot to the loneliness in the pandemic because there’s that

physical connection.
P21

Discussion

Our sampling approach, which focused on recruiting people who are less likely to be included in
research, allowed us to explore common features of loneliness and highlighted the complexity and
nuances of loneliness among adults which is not age related. Our findings underline how loneliness is
more multifaceted than a discrepancy between the relationships we desire and the relationships we
have, which is the basis of widely used contemporary definitions.

Experiences of loneliness were also highly subjective, often linked to the absence of a significant
person and associated with participants’ societal roles and identity. Indeed, for many participants,
loneliness arose from inadequate integration and feelings of alienation within society which were
generated by insufficient care and community resources, stigmatisation and feelings of being
abandoned by those in power. They felt dehumanised by not being heard, and unjustly treated. While
research in this area has focused on micro-level characteristics that predispose people to loneliness,
de Jong Gierveld®! highlighted the need to explore the wider social and economic circumstances
contributing to loneliness. We found a wide range of macro-level factors that generate feelings

of loneliness.

Our study provides a nuanced understanding of the reasons people may struggle to talk about loneliness
as loneliness. The causes are often shrouded in shame, trivialised and ignored. Consistent with existing
research (e.g. Franklin et al.’°?), our participants could be reluctant to discuss the subject for fear of
being stigmatised.
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We recognise that the stigma attached to loneliness means that people who feel the need to shy away
from the label may not have been included in our study,'®® and suggest further research is needed to
explore the interplay between wider structures and loneliness. Our study also highlights the need to
normalise the experience of loneliness in public discourse and promote openness among those who are
affected by it. As discussed in Chapter 1, existentialist theory of loneliness views loneliness as a painful
and intrinsic human condition which generates personal growth,** while a biological viewpoint is that
loneliness acts as an aversive signal, like hunger or thirst.%> Like many mental health-related issues,
loneliness is discussed in the realm of private life and personal control and responsibility. Furthermore,
because of the enduring stereotype of loneliness as relating to old age, younger lonely people can be left
to dwell in their loneliness.

Barreto et al.’s> global study of loneliness found that young people feel the loneliest, with 40% of 16- to
24-year-olds reporting the experience of loneliness often or very often compared to 27% of those aged
75 years and older. We argue that loneliness should be reframed as a recurring condition of human life
that transcends age, gender and geography. At the same time, it is important not to minimise its severe
consequences and the need for effective support. Loneliness can be a grave issue when left unattended
and when it settles long enough to create a persistent self-enforcing loop of negative thoughts,
sensations, and behaviours.1%¢

Many participants described a form of prolonged loneliness since childhood despite not (always) living
alone or lacking satisfying relationships. Their loneliness was attributed to a lingering rejection of their
identity and an enduring sense of feeling different. Our research, therefore, expands existing criteria that
reveal factors generating prolonged loneliness. Most participants longed for emotional togetherness,
and the presence of social contact could not combat this. This could be further worsened by using social
media, which was perceived by some participants as a double-edged sword.

Conclusion

Our interview study contributes to understanding how loneliness is experienced by a wide range of
adults. The findings suggest that loneliness may stem from unfulfilled interpersonal social needs but also
from a societal undermining and invalidation of people’s social identity. Unmet care and support needs,
ignored by those with the power to help, meant participants felt unheard, in turn perpetuating feelings
of abandonment and social alienation. Furthermore, the stigmatisation of loneliness left the most
vulnerable to endure the phenomenon in silence. These findings should be considered when developing
interventions that aim to ameliorate loneliness.
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Chapter 4 Discovery phase: staff interviews,
methods and findings

his chapter addresses the second part of objective 1, that is, to understand how loneliness is

characterised by social care and the voluntary sector staff. The purpose of the local, Doncaster-
based discovery phase staff interviews was twofold. First, to gather staff perspectives on loneliness and
their views on current local support to prepare a summary to facilitate discussion in the co-design phase
staff workshop; and second, to raise the profile of the co-design work and engage participants’ interest
in taking part. The smaller number of national interviews was undertaken to understand whether
and how the wider loneliness support context differed from that in the Doncaster area, to help with
understanding the generalisability of the study findings.

Sampling and recruitment

A small study working group in Doncaster was created to support the discovery phase and co-design
work. Its three members comprised a Public Health Lead from Doncaster Council (Robson), the
Programme Manager of Doncaster’s local Social Isolation and Loneliness Alliance of VCF organisations
offering support (the Alliance), and the evaluator (Madison) from the research team. The two
Doncaster-based members facilitated sampling and recruitment by raising awareness about the study
with colleagues via their respective networks. These efforts established connections with other work
around loneliness, helping to build cooperation and embed the co-design phase in the wider pattern of
loneliness work.

The project proposal suggested at least 8 of the 20 interviews should be with local staff; the Doncaster
working group agreed on 12 local and 8 national interviews. This ratio was influenced by previous
AEBCD studies which interviewed only local staff and used the interviews as a way of engaging local
staff in the subsequent co-design phase, which would be seeking 10-15 local staff participants.
Recruitment of local staff ensured a mix of people in managerial and front-line roles and those working
for Doncaster Council and other organisations whose work included loneliness support.

National interviews were planned as a mix between staff from other local authorities in the Yorkshire
and Humber region known to be working on aspects of loneliness, with the remainder involving staff
from further afield. The latter group included a representative from a national loneliness charity, with
the rest drawn from diverse local authority areas to explore examples of potential good practice

in loneliness support. A shortlist of examples was compiled from knowledge among study working
group members and evaluator discussion with the office of the Campaign to End Loneliness, which

had recently published an updated report of ‘promising approaches’ to tackling loneliness.>* From the
shortlist, the study working group selected participants they felt would provide the most useful learning
for Doncaster.

Data collection and analysis

Overall progress was slower than anticipated due to ongoing and severe COVID-19-related work
pressures on the capacity of Doncaster Council and VCF staff working in this field. Interviews carried
out by Maddison were completed between March and August 2021, conducted via videoconference or
telephone and, with consent, were audio-recorded for transcription. A template interview topic guide
was used (see Report Supplementary Material 2), adapted according to each participant’s work context.
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A total of 19 interviews were completed with 20 participants (1 joint interview). Table 3 gives a
breakdown of these participants by organisation type. Of these, 12 interviews (13 staff) were

with managers and front-line staff working in a range of roles in Doncaster Council and local VCF
organisations. Some participant roles focused on loneliness (e.g. befriending), while others engaged
with loneliness as part of a wider brief (e.g. home care, social prescribing). The secondary aim of these
interviews - to inform/engage staff about the co-design phase - was successful, with staff agreeing in
principle to be recontacted.

The seven (national) interviews involved five participants based in other local authorities and two from
organisations that were able to offer a regional and national perspective on loneliness programmes.

Analysis of the Doncaster staff interviews focused on identifying and collating key points to present and
discuss at the co-design phase staff workshop. Two broad headings were used: how staff understand
loneliness and experiences of being lonely; and the ‘hallmarks’ of good loneliness support (a term
participants preferred to ‘touch points’). Data included under the second heading included how well
participants felt Doncaster was faring regarding tackling loneliness, and suggestions for improvement.

The national interviews were analysed similarly with the aim of sharing learning points for Doncaster.
This included identifying additional issues around conceptualising loneliness and factors that help or
hinder loneliness support interventions.

Findings from the local staff interviews

Understanding loneliness and people’s experiences of being lonely

Local staff (who were predominantly community-based or working in the VCF sector) recognised that
there was more to learn from people with lived experience (PWLE) of loneliness. Some participants
thought local authority adult social care staff less likely to understand loneliness owing to having fewer
opportunities for ongoing, community-based contact with PWLE. Learning from PWLE was discussed
as key for understanding how people negotiated loneliness and discovering what people valued from
loneliness support. This greater understanding could lead to the co-design and development of new
activities or adaptations to existing support.

Local staff talked in terms of population groups or characteristics. Most commented that the focus of
loneliness support was on older people, echoing the research literature and our interview study findings,
with older people’s loneliness prompted by situations common in their life stage, such as bereavement,
living alone and loss of independence. Participants were aware of other population groups experiencing
loneliness, including younger people, people with poor physical health, people with mental health issues,
people from minority ethnic groups and people living in poverty. Staff recognised that younger people
experiencing loneliness received less attention and were often less visible owing to the associated
stigma of being ‘a bit of a loser’ or being pitied for having no friends. Staff also spoke about people

TABLE 3 Discovery phase staff interview participants by organisation type

Number of participants

Organisation type Local

Local authority 2 5 7
Private sector provider 1 0 1
VCF/third sector 10 2 12
Totals 13 7 20
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from minority ethnic communities feeling disconnected from their local community, for example due to
language barriers, or feeling undervalued because of their cultural identity.

Participants commented on how loneliness could be interwoven with changes in life circumstances such
as loss of employment, marital breakdown, retirement or taking on a new role such as that of an unpaid
carer. Also highlighted were situations such as domestic abuse, which might necessitate people moving
away from their local area, and substance misuse resulting in family members breaking off ties.

There was acknowledgement that anyone could experience loneliness. Some staff talked about their
own experiences, or those of people close to them, as available to draw upon when crafting and
delivering support. COVID-19 was highlighted as having increased awareness of loneliness and what it
can feel like. However, staff also spoke about loneliness as nuanced. For example, some people may not
be aware that they were experiencing loneliness because they had lived that way for so long that it had
become the norm. Similarly, people who may appear to be sociable, with many connections with family
or friends, could also feel lonely if lacking the special relationships they want.

‘Hallmarks’ of good loneliness support
For the purposes of prompting discussion in the co-design workshop, ‘hallmarks’ of good support were
identified from the analysis.

A key hallmark was identifying people in the community who are lonely. Doncaster participants
discussed including attention to loneliness as part of their Making Every Contact Count (MECC)
approach. MECC encourages staff who have routine interactions with people in the community to
initiate conversations related to how they might improve their health or well-being.1°”

Related to MECC, participants stressed the importance of looking at a person’s situation holistically
when they presented to staff for something other than loneliness, and finding out whether and what
they wanted to change. Key to this work was having time to develop trusted relationships that could
support people to help themselves.

A further hallmark of good support was the personalised matching of support with the person’s needs.
Local staff said they felt inspired by the range and volume of loneliness support on offer in Doncaster;
however, it could be challenging to be aware of everything and to keep information up to date, despite a
locality model in which staff had strong contacts with communities.

Physical accessibility of activities or groups was another hallmark. The affordability of public transport,
and for some people their willingness or ease of using it, could act as a key barrier.

Accessibility was also considered in terms of the lack of confidence people had to access groups and the
support needed to improve this. Participants were proud of their in-depth knowledge of the activities
available, sometimes attending new activities themselves to offer people a good match with their
interests. Having first-hand experience of an activity/group meant they could answer people’s questions,
so they could feel more confident about trying something out. A related issue was the value of offering
graduated support, more intense initially (e.g. accompanying someone to their first session of a new
activity) then tapering as the person gained confidence. Staff felt that better connections between
different providers of loneliness support would enable their different offers to be used in a joined-up,
stepwise manner as people’s confidence grew.

In turn, staff felt a further hallmark of good support was its function as a conduit to help people make
their own meaningful and authentic relationships. Local staff were pleased with the way support
services and activities actively engineered these initial opportunities for social contact which facilitated
people to find and grow their own meaningful connections. In carrying out this work, staff pointed out
the importance of recognising that some people might only want limited contact with others.
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DISCOVERY PHASE: STAFF INTERVIEWS, METHODS AND FINDINGS

Findings from the national staff interviews

The national interviews contained considerable overlap with the local interviews, and here we present
the additional insights offered. Participants mentioned:

e The challenges around balancing the right to privacy with the identification of people as potentially
lonely so that interventions might be offered to improve their well-being.

e The importance of shared goals across multidisciplinary teams. There were examples of common
goals and evaluation methods across geographical areas, encompassing statutory and non-
statutory sectors working towards a common measurement and understanding of successful
loneliness support.

e Having a local champion to keep loneliness support at the top of the local agenda.

e Considerations around loneliness support group size and longevity, and the importance of having
suitable exit plans.

e Stigma was raised in two ways: association with attending groups badged as addressing loneliness;
and association with some of the areas/venues where activities took place. This raised questions
about how best to describe and promote uptake of these local activities if not as loneliness support.

Conclusion

This part of the study was effective in generating knowledge about the local loneliness offer in
Doncaster and in raising the profile of the co-design work. The national interview data demonstrated
considerable overlap with the local interviews, suggesting that the findings of the co-design phase will
have relevance beyond Doncaster.

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



DOI: 10.3310/MYHT8970 Health and Social Care Delivery Research 2024 Vol. 12 No. 27

Chapter 5 Co-design phase methods

Introduction

Accelerated experience-based co-design is an accelerated version of EBCD, an approach to co-designing
healthcare quality improvements, which draws on both co-production and design science. The EBCD
process has two sequential phases: discovery and co-design. The discovery phase (see Chapters 2-4)
created two key outputs for use in the co-design phase: a catalyst film of themed excerpts from
interviews with PWLE of loneliness support; and a themed summary of interviews with staff who offer
support. While in this report we use the shorthand ‘PWLE’ to refer to people drawing on loneliness
support, we also acknowledge that staff who offer such support may also have lived experience

of loneliness.

Aim and objective

Aim
To assess whether an effective and efficient co-design approach, AEBCD, can be translated from health
to social care.

Objective
To explore, with one local authority, whether an approach to service improvement, known to be
effective in health care, could be adapted for use in social care.

Methods

The co-design phase comprised a local intervention (adapted AEBCD) with a parallel process evaluation
led by the University of York research team, using loneliness support as an exemplar for how AEBCD
could be adapted and transferred to a social care setting. The intervention and evaluation components
are described separately below. The research study funded intervention costs of venue hire,
refreshments, travel expenses for all participants and vouchers (£20) for PWLE/unpaid staff participants
for each co-design event/meeting and an evaluation interview. Not funded by the research study was
the time of the local staff who led and supported the intervention, principally the Project Lead and
Co-design Supporter (more on these roles below).

The intervention: adapted accelerated experience-based co-design

The adapted AEBCD intervention was carried out in Doncaster, where the local authority had identified
loneliness support as a priority and commissioned the creation of the Alliance of VCF support providers.
Doncaster Council’s Public Health Lead for Working Age and Healthy Lives was the designated ‘Project
Lead’ responsible overall for delivery of the intervention. She worked closely with the Alliance’s
Programme Manager, who provided a range of day-to-day support for the local co-design process,
including initial recruitment of staff and PWLE, a role described in this report as ‘Co-design Supporter..

Preparatory work

Preparation for the co-design began during the discovery phase. The Project Lead and Co-design
Supporter met regularly to develop and progress a local plan for the co-design intervention, supported
by the evaluator (Maddison). The work initially focused on familiarisation with the EBCD approach and
how its accelerated version had been used in the NHS, along with any limits on adaptations. Two main
sources were used: first, the online EBCD Toolkit'°® hosted by the Point of Care Foundation, which
provided practical information and advice from people involved in using the approach; and second,
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co-investigator Locock and a healthcare professional experienced in using AEBCD hosted an open
question-and-answer session for the Project Lead, Co-design Supporter, and evaluator.

Two features of the AEBCD process were identified as distinctive and essential for replication of the
approach: use of a catalyst film and of the co-design small group work. Other aspects, for example the
number and content of workshops, were open to local adaptation.

The next stage involved agreeing the respective roles of Project Lead, Co-design Supporter, and
evaluator, and planning the practical elements and sequencing of the intervention to fit within the
timescale for completing the evaluation and overall research study. During this period, the Project Lead
and Co-design Supporter also raised awareness about the co-design intervention within their respective
council and VCF local networks.

Recruitment
A total of 26 people took part in one or more elements of the intervention: 20 staff (15 paid; 5
volunteers) and 6 PWLE.

PWLE were recruited via participating staff. This strategy had two key benefits. First, staff already had
some knowledge about the co-design intervention, which was helpful when approaching people they
supported. Second, staff represented a wide range of participating organisations with potential for
recruiting people with experience drawn from different loneliness support. During the co-design work,
we learnt that the six PWLE recruited varied in age from 18 to 84 years. Five were female, one male,
and all were white. Three people described themselves as disabled. Two people mentioned having
current caring responsibilities; another person had cared for their spouse for several years before their
death and lost their own social network during this time. One person talked about feeling anxious in
social situations; another said they were sometimes affected by social phobia. At the time of the study,
types of loneliness support PWLE participants were accessing included community arts activities,
theatre projects, membership of a carer group, membership of an Age UK project, and Chair of the Board
of Trustees for a small VCF organisation. One person interested in accessing more support spoke about
barriers to accessing information posed by having dyslexia and not using computers.

Staff were recruited from two main routes: first, as in previous AEBCD studies, via taking part in a local
discovery phase interview; and second, the Co-design Supporter approached member organisations

of the Alliance that supported people in communities not yet represented, for example LGBTQ+ and
asylum seekers. An attempt by the Project Lead to recruit Doncaster Council social services staff was
unsuccessful, owing to severe COVID-19-related workload pressures. The council’s well-being team was
represented initially by a manager who later moved to another council and was replaced in the co-design
by a team leader colleague.

Volunteers were initially recruited as PWLE. This recruitment strategy was suggested by organisations
helping with recruitment who knew that some people’s experiences of loneliness had prompted them
to become volunteers. Therefore, in the first, workshop stage of the co-design (see Steps in the co-design
intervention), volunteers attended the workshop for PWLE, sharing their experiences of loneliness and
the personal value gained from volunteering, including how it helped counter feelings of loneliness.
However, in the later co-design group work, in which staff and PWLE worked together, volunteers
tended to contribute from their perspective as unpaid staff who offered loneliness support, rather than
as PWLE. While lived experience of loneliness and support is potentially universal, to avoid the study
overstating the number of people participating primarily from a PWLE perspective, volunteers were
recategorised as staff participants.

The Doncaster team did not formally collect participant characteristics as part of the co-design work.

However, during events and meetings, considerable diversity among staff characteristics was revealed
(as outlined above), including gender, ethnicity, disability, mental health and asylum-seeker status.
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Steps in the co-design intervention

Overview

The intervention in Doncaster followed the two-stage AEBCD process of a series of workshops followed
by small group co-design work. The first stage involved three workshops: one workshop for staff and
one for PWLE; and a third, joint workshop that brought staff and PWLE together to agree priority

areas for improving local loneliness support to be worked on in the second stage of the process. In

this stage, smaller co-design groups (comprising both staff and PWLE) focused on one priority area

each to co-design suggestions for improvements. A celebration event was held at the end of the
intervention phase.

Figure 2 shows a flow chart of the AEBCD process in Doncaster with the timings of events.

An external, professional facilitator, expert in social care co-design approaches, facilitated the
workshops. The facilitator worked closely with the Project Lead and Co-design Supporter, assisted

by the evaluator, to plan the content and format of the three half-day workshops. While there was
uncertainty about whether COVID-19 rules would permit in-person workshops (and a REC amendment
was secured to permit remote workshops), in the end, all three workshops took place as in-person
events. See Report Supplementary Material 3 for an example agenda (joint workshop).

Staff workshop

The staff workshop was held in November 2021. Nine people took part: seven from VCF organisations,
one from a housing association, and one from a private sector home care provider. Seven participants
were interviewed in the discovery phase. Following the AEBCD process, the catalyst film was not shown
in this workshop, to give the opportunity for staff to first consider their understanding of loneliness
and share related support issues from their provider perspective. To help prepare participants to

build a broad coalition around improving loneliness support and generate a list of priority areas for
improvement, the Project Lead spoke at the workshop about the history of local loneliness support

in Doncaster and how it became a local priority. The evaluator presented a thematic summary of

the findings from the local discovery phase staff interviews, which prompted discussion around staff
understanding of loneliness, hallmarks of good local support and potential areas for improvement.

The remainder of the workshop involved staff thinking individually about ideas for improving support,
then sharing these ideas in small groups and finally agreeing between groups an overall ‘top five’'
improvement list (not ranked):

e Information - to improve information about loneliness support and services available and connect
partner organisations
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FIGURE 2 Flow chart of the AEBCD process in Doncaster.
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e Group activities - to develop more tailored activities to better reflect diversity in the local population,
for example specific groups for people from ethnic minority communities

e One-to-one support - to improve this offer for people needing support to access group activities

e Transport - to improve this and other practical barriers to accessing loneliness support, especially for
people on low incomes

e Extending the ‘Circles’ model of support - currently in place locally for older people but seen as having
potential to expand to other people experiencing loneliness (a circle of support is a group of family,
friends and supportive workers who come together to give support and friendship to a person)

People with lived experience workshop

The PWLE workshop was held in January 2022. Seven people took part, two of whom were also
volunteer providers of support. The aim was to bring together PWLE to generate and prioritise ideas for
improving loneliness support to share with staff in the third, joint workshop. The Co-design Supporter
also shared information about Doncaster’s Alliance of 50+ VCF organisations offering loneliness support.

The workshop began with participants sharing their experiences and feelings around loneliness. They
then viewed the catalyst film developed during the discovery phase (see Chapter 2). The film was used
to prompt discussion around what constituted good and less good practice in loneliness support.
Then, mirroring the staff workshop, participants spent time thinking individually about their ideas for
improving support, then sharing these ideas with other participants, finally agreeing an overall ‘top five’
of improvement priorities. A live scribe created a visual representation of the workshop discussions
(Figure 3).

The top five improvement priorities were summarised by the facilitator (not ranked):

e Information - better information about ‘what’s out there’ in Doncaster for people
experiencing loneliness.

e Groups - providing more groups for people to attend where they can meet other people, share
experiences, support each other, and get involved in fun and meaningful activities such as cooking,
walking, drama, sports, singing and being with animals.

e One-to-one help and support - it can be difficult to come to a group for the first time, so people may
need support to do so. Everyone needs help of some kind. People want a chance to receive help and
help others.

e Transport - the costs of transport and the need for assistance because of disability, mental health
issues or long-term health conditions can create obstacles around public transport.

e Attention to other barriers - it is important that people are treated fairly and not excluded from getting
involved in groups or activities. This means paying attention to the various aspects which can make
it hard for people to get involved, such as disability, mental health issues, age, race, gender, sexuality
and not having English as their first language.

Members of the group volunteered to recap the main points on each topic in the third workshop. To help
members prepare, the facilitator circulated a summary of the conversation on each topic.

Joint workshop

The joint workshop was held in February 2022, bringing together staff and PWLE for the first time.
Thirteen people took part: six staff and seven PWLE (three of whom were also volunteer providers

of support). Eight people had attended a previous workshop: four staff and four PWLE (including one
person who was also a volunteer provider). The workshop aims were for staff and PWLE to build a
coalition around improving loneliness support, to agree joint improvement priorities and to form smaller
co-design groups to take these priorities forward to develop more practical steps.

Participants first shared their reasons for wanting to come together and carried out a practical group
task designed to prompt discussion around co-production principles. The catalyst film was then
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FIGURE 3 Live scribe representation of the PWLE workshop discussion. Reproduced with permission from Stephen Lee
Hodgkins.

shown - the first time staff had seen it - followed by an open discussion on issues raised by its content.
Staff felt the themes in the film resonated with their own work, the main area they discussed being
differing views on the extent to which it was appropriate for staff to share aspects of their personal
selves to people drawing on their support. This discussion was prompted by a clip in the film in which a
person cited this sharing from staff as a valued aspect of support.

Staff and PWLE then shared the five improvement priorities identified at their respective workshops,
four of which were revealed as common to both: information, transport, groups and one-to-one support.
The fifth priority identified by staff - to extend the Circles model of support - was left aside, since it was
known that work was already under way on this topic. The fifth priority identified in the PWLE workshop
- attention to other barriers - was also left aside after the agreement that attention to diversity and
inclusivity should underpin all improvement suggestions.

With the focus on the four common priorities, participants first decided that they had capacity to create
two co-design groups. After a facilitated process involving general discussion and a ranking exercise, it
was decided to leave aside the ‘information’ priority. Although information is crucial to finding support,
Doncaster Council was known to be repopulating its website information on all local activities post
COVID-19 and it was thought more appropriate to review information once that initial work had been
completed. The ‘transport’ improvement priority was selected for one co-design group and ‘support’ for
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the other (covering both group activities and one-to-one support to engage in groups). Before leaving
the workshop, participants volunteered to take part in one or other of these co-design groups. A live
scribe attended virtually and created a visual representation of the workshop discussions (Figure 4).

Co-design groups

Both the Transport and Support groups held seven 2-hour monthly meetings between March and
October 2022, working up improvement ideas for practical implementation. Seventeen people took part
in this stage. A few participants withdrew during the 7 months, for personal reasons. Thirteen people
remained in the groups throughout (six in one group, seven in the other). Both groups had two PWLE
members; other participants were paid and unpaid staff.

Each group had a ‘coordinator’, a role volunteered for by a group member and which was designed to
facilitate group discussions, note key meeting points and actions (in a meeting log) and maintain the
group’s momentum. The Co-design Supporter role in this part of the process was to support the groups,
primarily by carrying out associated practical tasks (agreeing meeting dates, arranging venues, booking
refreshments, and administering travel expenses and vouchers for eligible participants) but also being
open to supporting the groups in other ways that might emerge as needed during the process (including
nurturing individual involvement), given this new and different way of working.
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FIGURE 4 Live scribe representation of the joint workshop discussion. Reproduced with permission from Stephen Lee
Hodgkins.
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Celebration event

At the end of the period set aside for the co-design small group work, an in-person half-day celebration
event was held in October 2022. Although common in previous AEBCD work, this event was not
included in the original study proposal. The Project Lead, Co-design Supporter and evaluator discussed
the potential value of a celebration event. Three areas were identified: (1) to bring participants

back together to share and celebrate their work; (2) to consider what might happen locally to take
forward and build on what the process had achieved; and (3) to reflect on the experience of using the
AEBCD process.

The workshop facilitator collaborated with the Project Lead, Co-Design Supporter and evaluator on the
planning and agenda. Seven participants attended: three PWLE and four staff (of whom two were in paid
roles and two unpaid). Other attendees were from Doncaster Council, the Project Lead and two public
health colleagues; the Co-design Supporter; the Alliance lead; principal investigator (PI) and evaluator.

A live scribe created a visual representation of the event discussions (Figure 5).
Evaluation

Design
The process evaluation was guided by the following study research questions:
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FIGURE 5 Live scribe representation of the celebration event discussion. (Image drawn by Cara Holland of Graphic
Change). Reproduced with permission.
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What kinds of improvements did the co-design groups complete?
Was the process acceptable to staff and PWLE?

What suggestions might they have for improving the process?
What adaptations might be needed for future use in social care?

A range of data sources was used: ethnographic observation; questionnaires; individual and group
interviews; evaluator notes of in-person meetings; and e-mail conversations with the Doncaster Project
Lead and Co-design Supporter throughout the intervention.

Evaluation participants, ethics and consent

Research ethics approval for the co-design evaluation was obtained as part of the approval for the wider
project (see Chapter 2). Staff who had consented to an earlier discovery phase interview were consented
separately for the co-design evaluation. All staff and PWLE were given a participant information sheet
explaining the steps of the intervention and the accompanying evaluation. All participants gave consent
to be observed and interviewed.

Data collection
Data collection took place between November 2021 and November 2022. Table 4 shows the evaluation
data collection methods and participants involved in each.

Observations of workshops, co-design group meetings and the celebration event totalled 46 hours.
These events were not audio-recorded in case recording inhibited participants from speaking freely. The
evaluator made field notes.

An evaluation form was completed at the end of each workshop. A total of 24 forms were completed
from 29 participants (6 people needed to leave the workshop early). Whole-process evaluation forms
were completed by 9 of 14 participants (all 13 participants who remained in the co-design groups at the
end of the study were asked to complete a form, along with another participant who had attended only
early meetings but had not formally withdrawn).

TABLE 4 Co-design evaluation data collection and types of participants

Evaluator

observation Questionnaire Interview
PWLE PWLE PWLE workshop evaluation form Exit interview (group)

workshop Joint workshop evaluation form

Joint Whole process evaluation form

workshop (completed on or after celebration

Co-design event)

meetings

Celebration

event
Staff (paid and Staff Staff workshop evaluation form Exit interview (individual)
unpaid) workshop Joint workshop evaluation form

Joint Whole process evaluation form (com-

workshop pleted on or after celebration event)

Co-design

meetings

Celebration

event
Doncaster project Co-design N/A Interim interview (joint) after
team: meetings workshop stage
(Project Lead and (Co-design Exit interview (group - joined
Co-design Supporter) Supporter) by colleague of Project Lead)
Workshop facilitator All three N/A Individual

workshops
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Template questionnaires are in Report Supplementary Materials 4 and 5.

A total of 11 exit evaluation interviews were carried out with 14 people. Eight of these interviews were
with study participants: seven individual staff interviews and one group interview with three PWLE.

A template topic guide for participant interviews can be found in Report Supplementary Material 6. The
remaining three interviews comprised one with the workshop facilitator and two joint interviews (one
interim, one exit) with the Project Lead and Co-design Supporter. In the latter’s exit interview, they were
joined by a colleague in the Project Lead’s public health team, who had attended several co-design group
meetings to identify potential links into local public health work.

Interviews were audio-recorded and either transcribed in full or, for shorter interviews, summarised
from the recordings. Questionnaire feedback was entered verbatim into a spreadsheet. Observations
and brief conversations were recorded as field notes. The evaluator kept an ongoing note of issues
arising throughout the intervention relevant to the transfer of AEBCD from health care to this new
social care setting.

Notes of meetings with the Doncaster project team were taken by the evaluator and shared with the
Project Lead and Co-design Supporter. All team e-mail correspondence was saved for the evaluation.
Other data supporting the evaluation included photographs of flipcharts from the workshop priority-
setting activities and co-design group work and the live scribe drawings capturing discussion in two
workshops and the celebration event.

The evaluator also kept a reflective diary on maintaining the boundaries of their role, which covered
reasons for occasional active involvement in the management intervention itself and their impact.
Locock was on hand throughout for general advice on how the role had been handled in previous
AEBCD studies.

Analysis

The data were analysed thematically, drawing on a framework approach,’® a widely used iterative
approach to qualitative data analysis, particularly suited to applied research. Analysis was guided by the
four overarching evaluation questions.

The first stage of analysis involved familiarisation with the data in Table 4. Each item was read to identify
relevant issues and concepts, enabling a framework to be built of potential themes for interpreting the
findings under each question. Relevant data were then summarised for visual display in a (spreadsheet)
chart. The chart column headings related to each evaluation question with its themes. Each row was a
data source item (e.g. an interview transcript), with summarised material entered into cells under the
appropriate evaluation question columns. Cell entries included notation for easy reference back to

the fuller source material. Reading down the chart columns therefore displayed visually a summary of
the data under each evaluation question. Reading across the rows displayed the full summarised account
for a data source item such as an interview transcript. Observation field notes and other material
available to the evaluator (e.g. notes of Doncaster team meetings) were included for data triangulation
and further interpretation of the data. Having the chart enabled the evaluator to view an initial full
summary of the data and then move back and forth between the summary and its source material to
develop and refine themes. The analysis process was supported by ongoing sense-checking dialogue
with the Doncaster project team and research team members, and discussions with the project advisory
panel and SSC.
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Chapter 6 Co-design phase findings

Results

The co-design work in Doncaster sought to explore whether the AEBCD approach to service
improvement could be adapted for use in a social care setting, using loneliness support as an exemplar.

This section presents implications of the change in setting from the NHS to social care loneliness
support for the set-up and operation of the co-design groups, followed by additional sections covering
findings for each of the four questions that guided the evaluation.

Implications of the change in setting for the set-up and operation of co-design groups

Unlike the use of AEBCD in NHS organisations, where staff and patients are drawn from a single ‘host’
service/organisation, the Doncaster co-design work was undertaken by staff and PWLE involved in
varied types of loneliness support offered by a range of (predominantly VCF) organisations in the local
community. This had implications for the set-up and operation of the co-design group work.

The main implication was that the co-design groups had a broad remit to work across as many or as few
organisations and/or areas of support as necessary.

A second implication of working across multiple services and organisations was anticipation that routes
to implementation of co-designed solutions would be longer and more complex than for comparable
work within single organisations. The timescale for the small group work (7 months: March-September
2022) was defined by the evaluation period. Groups were free to decide on area(s) of focus, asked

only to be in a position at the end of the evaluation period to describe their proposals or make
recommendations in sufficient detail to be taken forward locally.

Third, the appointment of co-design group facilitators was also complicated by the number of
organisations involved. In NHS AEBCD work, there is the option to draw on in-house staff from the
‘host’ organisation to facilitate the groups. In the current study, without a single ‘host’, the model of
seeking a volunteer from each group as its Co-ordinator was used.

For both groups, a staff member volunteered for this role. In one group (Transport), the Co-ordinator
ran a voluntary organisation, a role which brought valuable experience and skills, including consensus-
seeking and ensuring all voices were heard. In the Support group, settling on a Co-ordinator proved
more difficult. The role was initially taken by a staff member skilled in one-to-one listening and sourcing
support. At the end of the first meeting, another staff member, experienced in PAR methods, offered

to work alongside the Co-ordinator in a support role, for example recording key points as discussions
flowed. However, for personal reasons, the original Co-ordinator withdrew from the group, after which
two other staff members agreed to rotate the Co-ordinator function flexibly, according to who was able
to attend. The member who had taken on the support role continued throughout, although was unable
to attend all sessions. When present, their support in helping to facilitate and noting key discussion
points on a flipchart to retain for subsequent meetings proved invaluable, both for giving members
visual recall and for encouraging momentum to move on from discussion to identifying action points.

Asking the Co-ordinators to complete meeting logs proved unsuccessful owing to capacity pressures
and no protected time being available for this task. As a result, co-design group meetings began to
lose efficiency, each needing to begin with recall/recap of the previous meeting, and actions promised
between meetings being forgotten. In response to this problem, the Co-design Supporter gradually
extended her role. She took notes in each meeting, e-mailing participants a summary of key points
discussed and any actions agreed. She reshared the e-mail with members before the next meeting as
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a reminder and contacted Co-ordinators to help shape a plan for the session. This liaison proved more
challenging for the Co-design Supporter in the case of the Support group, given their arrangement for
two rotating Co-ordinators. The evaluator, who attended all co-design meetings, took meeting notes as
a safety net for the Co-design Supporter.

Question 1: what kinds of improvements did the co-design groups make?
This section describes how each co-design group decided on the main support improvements they
wanted to influence and what they did.

Transport group

Main focus of improvement activities

At meeting 1, the Co-ordinator acknowledged the breadth of the chosen topic and potential limits of
the co-design group to directly influence transport services. Members shared their reasons for interest
in this topic, the ensuing discussions scoping three potential areas for improvement: buses, community
transport and taxi travel.

The group decided to focus on taxi travel because both PWLE and staff felt that although taxis were

the preferred form of transport for some people (such as people who used a wheelchair or people with
dementia), taxi travel could be a potentially unsafe experience, for example when drivers appeared
reluctant to take wheelchairs or refused a certified assistance dog. People were unsure which drivers
would be reliable and responsive to their needs. During the meeting, the idea was suggested of
developing a recognised ‘gold standard’ for taxi drivers regarding customers made vulnerable in this way.
Group members were keen to take this forward.

At the second meeting, the group started to scope how a gold standard for taxi drivers might work.
They envisaged it as an optional scheme, with the gold standard awarded when a taxi driver completed
additional training around working with ‘vulnerable’ customers. On completion, drivers would display a
‘gold standard’ badge in their taxi which would serve as a marker of reliability. When booking taxis, the
group envisaged customers being able to enquire about the availability of drivers with the gold standard.
Before developing the idea in more detail, the group decided to explore their proposal with Doncaster
Council’s taxi licensing officer, who was invited to their next meeting.

The Co-design Supporter sent the taxi licensing officer a summary of the outline idea. He attended

the meeting virtually and responded positively. He envisaged the gold standard as a potentially
valuable counterpoint to his own role, seeing it as a positive/aspirational ‘carrot’ to encourage good
driver practice rather than relying solely on the regulatory licensing role of a ‘stick’ to address poor
driver practices. Should the group wish to seek views from drivers at any point, the licensing officer
volunteered to circulate requests, and/or set up ‘Survey Monkey’ feedback via a regular newsletter he
sent to all drivers. He envisaged potential spread of a gold standard beyond Doncaster to neighbouring
local authorities through his membership of a South Yorkshire network of licensing officers. The network
sought to maintain consistent policies and practices across the county and was a forum for sharing
ideas. The positive reception from the licensing officer encouraged the group, and members committed
to working up more detailed content for a draft gold standard.

To help understand the scope of relevant existing taxi driver training, the group Co-ordinator and
Co-design Supporter attended a routine taxi driver safeguarding training day. This helped them to
understand and report back to the group, the drivers’ perspective, and to gain an appreciation of the
wide range of issues around which drivers were expected to be aware in relation to safeguarding. Group
members continued to flesh out details in their meetings, becoming increasingly aware that operating
such a scheme would require a host organisation and funding. They acknowledged that both were
unlikely to be achieved within the evaluation time frame.
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At the final meeting, the group agreed the Co-ordinator and Co-design Supporter would make an
application for Motability funding to continue developing the initiative. A follow-up meeting was arranged
with the taxi licensing officer for December 2022, after the formal end of the intervention and evaluation
period. At that meeting it was agreed that a wider group would be set up (potentially involving members of
the Transport co-design group) to develop a funding bid for submission in March 2023.

Short-term legacies
In addition to the main work developing the gold standard, the Transport co-design group initiated other
improvement actions regarding taxi transport:

e Improving information about new statutory guidance on access to taxis and private hire vehicles for
disabled users - group members were initially unaware of this new guidance (issued June 2022) which
dovetailed with their work. They thought many disabled people who used taxis might be unaware
of this strengthening of their rights, which might help people feel more confident about challenging
unsafe practices, for example insufficient securing of wheelchairs. The Co-ordinator approached the
local Citizens Advice Bureau who agreed to run an information campaign about this new guidance.

e Improving information about taxi complaints procedure - at the group meeting attended by the taxi
licensing officer, he commented that while people complained about poor taxi services on social
media, there were few formal complaints to the licensing team, meaning action could not be taken.
He explained that, had a formal complaint been made about the group’s example of a taxi driver
refusing a certified assistance dog, the driver’s licence would have been revoked since no taxi driver
in Doncaster currently had the medical exemption required for such a refusal. Group members were
surprised to learn that the formal taxi complaints process route was via the local authority, having
assumed a customer would need to make a complaint to the taxi company. The taxi licensing officer
agreed to investigate making the complaints process clear on Doncaster Council’s website, along
with the taxi licensing e-mail address for complaints which was at that time (unintentionally) ‘buried’
within the site.

e Participation in related research - when exploring potential funding opportunities for the gold
standard, the Co-ordinator noticed that a national organisation supporting independent living
(Leonard Cheshire) was researching disabled people’s experiences of using taxis. The Co-design
Supporter contacted the study team, who invited her and the Co-ordinator to take partin a
joint interview for their study, findings from which were launched in the House of Commons in
January 2023.110

Longer-term legacies
The Transport co-design group’s work included the following potential for longer-term legacies:

e The Alliance has included the group’s work in its draft strategy to be taken forward with its members
and Doncaster Council.

e The Doncaster Project Lead is taking forward work on potential connections with other Doncaster
Council agendas, in particular, the Disability-friendly and Age-friendly agendas. Transport is already
a named domain in the Age-friendly agenda. Group members hoped Doncaster’s acquisition of
city status during the co-design period might help push forward the take-up of transport issues
within these agendas, owing to some local cities having done more sustained work on loneliness
and transport.

e Group members expressed interest in continuing their contribution in some form, whether as a
standing Transport group member, or as part of a wider group of interest on this topic. In making this
suggestion, members were mindful that in focusing on taxi provision, they had left aside community
transport and bus travel issues which would also likely benefit from co-designed improvements.

e The group’s Co-ordinator was approached about taking part in a further transport-related
research project.
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Support group

Main focus of improvement activities

The group’s initial sphere of interest spanned two priorities for improvement: (1) group activities for
loneliness support; and (2) one-to-one support to help people access groups or otherwise become
involved in their community.

After discussion in the first meeting, the strongest concern to emerge was that some people who
formerly used loneliness support had become more socially isolated during the pandemic and appeared
reluctant to re-engage. This issue was initially raised by staff in the group, but PWLE members
concurred, being aware of people in this situation. Staff members explained that although they were
offering face-to-face loneliness support activities again, they had limited capacity to work in depth with
people who were not re-engaging.

The group agreed to focus, at least initially, on how to fill this perceived gap in one-to-one outreach
to help people re-engage with loneliness support. Some members expressed their desire to also
leave time for the second priority, the provision of group activities, thought particularly important for
underserved groups.

The group drafted a pilot one-to-one outreach support model which comprised six chronological steps:
(1) identifying the person’s barriers to taking up support; (2) identifying their interests; (3) identifying
appropriate provision; (4) connecting to transport if needed; (5) initial accompanied support to attend;
and (6) follow-up to identify with the person what worked or did not work (for the person and for

the pilot). The sixth step meant that the model could be used as a cycle, moving on to repeat steps if
necessary. The model was represented in diagram form on a flipchart which the group referred to in
later meetings.

The group then became uncertain about how to proceed, for three reasons: they lacked the capacity or
funds to trial the model; they had no obvious route to recommend its uptake for trialling by others; and
they felt unsure about the extent to which the model might overlap with existing ways of one-to-one
working by other community-based staff such as social prescribers and community connectors.

Similar to the breakthrough the Transport group had when they met the taxi licensing officer, the
Support group had a breakthrough when a Doncaster Council staff member was replaced by a colleague
who led a community-based team supporting people to find ways to improve their well-being, including
tackling loneliness. This new member saw immediate potential for working with the group’s ideas, which
helped members situate their model more firmly in the VCF sector, distinguishing it from council-led
work and from social prescribing. The latter also had the disadvantage of being accessible only via
general practitioners, when not everyone who was lonely would necessarily disclose this.

In the final meeting, members decided to target the model for use with ‘trusted organisations’, meaning
VCF organisations (such as those represented in the group) which people struggling to re-engage

with loneliness support had previously used. The well-being team leader was not able to attend this
final meeting, but since their own team focused on well-being support, the group'’s proposal was that
members of the well-being team could pilot spending time in VCF ‘trusted organisations’ using the
model. Staff from these organisations could identify people at risk of disengaging from, or struggling

to re-engage with, their support. Crucially, being already known to these people, staff felt they would
respond to their personal request to visit the organisation’s familiar surroundings for a conversation
with a well-being team member. The team member would then assist the person to re-engage with the
original support or access other loneliness support offers.

The Co-design Supporter volunteered to discuss this proposal with the well-being team leader. If well-

being teams could not help, the group agreed that VCF trusted organisations would apply for funding,
supported by the Alliance, for a shared post to create capacity for someone to spend dedicated time in
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several organisations using the model to encourage known individuals back into loneliness support. In
December 2022, after the close of the study, the Co-Design Supporter met with the new lead of the
Alliance, who agreed the Alliance would take forward/oversee the next work stage, focusing on the
group’s suggestions and identifying any feasible alternatives.

Short-term legacies
In addition to the main work developing the one-to-one outreach model, members of the support
co-design group initiated individual action points:

e One staff member began using co-design principles and experiences from the group to inform their
humanitarian work around well-being.

e One staff member planned to use the one-to-one outreach model with individuals they supported.
e Members of the group spoke about being better informed about local loneliness support as a result
of their discussions, and one PWLE member felt ready to take part in more community activities.

e The Co-design Supporter helped this PWLE to complete an online well-being team referral form and

the person was visited soon after by a well-being team member.

Longer-term legacies
Longer-term legacies focused on staff potential for building on the discussions and contacts forged in
the group around members’ shared interests in loneliness support. For example:

e The Doncaster Council staff member was keen to strengthen links with the Alliance to improve the
two-way flow of information and potential for collaboration.

e Staff members identified others in the group for potential collaboration around further topics.
For example, the Support group’s second priority is to consider group activities in the community,
particularly with regard to diversity. This work had not been tackled owing to the time constraint of
the evaluation.

e The Alliance has included the group’s work in its draft strategy, to be taken forward with its members
and Doncaster Council.

Question 2: was the accelerated experience-based co-design process acceptable to

staff and people with experience of loneliness support?

A key focus of the evaluation was whether the AEBCD approach was acceptable in social care, in this
case to the community setting of loneliness support. Overall, the AEBCD process as evaluated in the
community setting of loneliness support in Doncaster was experienced positively and considered by

participants as worthwhile.

Acceptability to staff

Staff workshop

Staff involved in providing loneliness support in Doncaster first came together in the staff workshop.
When asked for feedback on the event, the participants, workshop facilitator and Doncaster project
team commented on the lively atmosphere. Owing to COVID-19 restrictions, the workshop was the first
in-person work event people had attended for some time, which attendees said added to their sense of
energy and enthusiasm.

Overall, staff feedback was positive and focused on three areas: the opportunity to connect with others
whose work included loneliness support; the useful ideas generated by the discussion; and the prospect
of carrying ideas forward into co-design group work.

Staff attended from a range of organisations and clearly valued the workshop to ‘connect’ around their
shared interest in improving loneliness support. Attendees also commented on the workshop being an

opportunity to have ‘an important conversation’ and saw the project as an early, tangible piece of work
for members of the Alliance to collaborate on:
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... it felt good to be able to meet colleagues from other organisations who have shared goals.
... like-minded people coming together all understanding each other’s issues - feels really positive.
... seeing the passion everyone has.

Staff talked about learning about other loneliness support offered locally. One person noted the
workshop’s value for front-line staff like herself, since usually only managers were members of networks
for exchanging information and ideas. The same person commented on the value of the facilitator, who
created an atmosphere of openness in which attendees felt safe from the start to say what they really
thought, rather than feeling wary of what staff in other organisations might think of their views.

Discussions at the staff workshop were reported as ‘focused’ and ‘positive’, yielding useful
improvement ideas:

... some really good ideas and priorities . . .
... lots of ideas for moving forward.

Staff also valued the workshop because it was the start of a process. Staff said they were looking
forward to co-design group work with people who used loneliness support; they were ‘interested to
hear their thoughts and ideas’ and expected the process would help staff ‘to understand more about
loneliness’. One person reported feeling nervous about the prospect, saying, ‘| don’t want to offend or

»”

seem “top down".

Despite the positive atmosphere, one attendee was cautious about whether and how any proposed
improvements would be taken forward, given that VCF organisations were the main providers:

It’s early days . . . We think the issues are important but need recognition of it from funders/public sector
- not individual funding bids that don’t join up collectively!
Nonetheless, staff thought a co-design process might be a way ‘to move forward in partnership working’
and felt the process ‘may yield some long-term results’.

Joint workshop

After this workshop, in which staff and PWLE worked together, staff noted in their feedback how
enjoyable the event had been, appreciating it for giving them ‘a real insight’ into different experiences
and perspectives among staff and people with experience of loneliness and support. They reported
‘recognising so many shared experiences and priorities’ and feeling ‘energised’ about the prospect of
taking forward priorities into the co-design group work:

It was nice to hear about similar themes from different communities.
I hope that what we share can make some changes in meeting needs of those who are lonely. Would like
to talk more, so meetings for future groups are a good idea.

One staff member also identified opportunities at the workshop to collaborate with staff from
other organisations.

Staff viewed the catalyst film for the first time in this workshop. They commented that the film had
been valuable in three main ways: for hearing about further lived experiences of loneliness and related
support; for resonance with their own work; and for its relevance to the improvement priorities under

local consideration for the co-design groups:

| found it engaging, thought-provoking and valuable to hear people’s unique experiences.
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As mentioned in Chapter 5, the film prompted discussion about where staff draw professional/personal
boundaries in terms of sharing personal experiences. For one staff attendee, any sharing risked leading
to ‘client dependency’, whereas other staff saw decisions around sharing as more nuanced, part of their
professional judgement, since some sharing could be valuable for rapport and authenticity in supporting
people. The person who had focused on ‘dependency’ later commented that they could see the validity
of this alternative view.

Staff reported being surprised at the joint workshop to discover the strong overlap in improvement
priorities identified by staff and PWLE in the two earlier workshops. However, reflecting on working as
a whole group to select final joint priorities, two people reported tensions between the group approach
and their own perspective:

[The process was] good, but as there are so many organisations we all come from a very different angle . . .
[for me] the outcomes are really what we already have, ‘groups’ all over - | run four a week alreadly.

| felt it difficult to separate the priorities between those | knew we could support as an organisation

and the priorities identified by the group. | was sceptical at first about our capacity to tackle some of

the priority objectives chosen. However, | acknowledged the [choice of priorities] and recognise the
importance of the group. | can see now how we could work to a better understanding of the issues and
how we might be able to have some influence [to make change].

Co-design small group work
Staff in both groups reported positive attributes to the process. Across the groups, staff members
commented on the passion and motivation inherent in group conversations:

Everyone was passionate about the topic and open to looking at ways of making improvements.
Staff member, Transport group

| think the group of people who came together were all really motivated to make change and discuss ideas,
and this is key in any project.
Staff member, Support group

They discussed the importance of the ‘power’ of bringing together people with different perspectives so
that they could share experiences, listen to and learn from each other:

I'm passionate about making a change to how individuals are supported across the borough . . . | can take
some of the information/concerns passed to me back to my team, and we can hopefully start to address
some of these.

Staff member, Support group

Some staff members in the Transport group wanted to continue the group’s work or take part in other
projects they hoped might lead to ‘something similar’:

| started a little sceptical and was pleasantly surprised.
Very satisfying, we had a wide remit and were able to land on a topic we could focus on.
| feel amazed - it exceeded my expectations.

In both groups, staff commented on the importance of listening to people’s experiences and using
these to steer the work of the group. In the Support group, staff members talked about long, rich and
satisfying discussions which raised awareness about how loneliness was experienced and supported
in different communities. However, at times the sheer diversity of what was being shared could

feel overwhelming:
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There were so many different voices and ways of self-expression in the group, different languages and
worlds, the width of the tangents sometimes blew my mind.
Staff member, Support group

A Transport group staff member commented that, although they previously thought themselves
sufficiently aware of transport problems, hearing stories of transport user experiences strengthened
their own, and the group’s, determination to find solutions:

A really great group. First-hand experience was key, it helped identify the areas to explore.
Staff member, Transport group

Staff from both groups were satisfied with the service improvements they developed. Support group
staff members commented on their one-to-one outreach model’s applicability across Doncaster’s diverse
range of communities. Its proposed use with trusted organisations was also seen as a new and important
step for loneliness support:

... it’s a proper gap. [Senior managers] expect people to take individual responsibility and [simply take up
the local loneliness support available], but marginalised people can’t necessarily do that.
Staff member, Support group

While the co-design process was reported to be generally acceptable, staff from both groups reported
common challenges:

e Unfamiliarity with co-design processes - although staff had experience of collaborating with external
organisations and drawing on the views of people using the support they provided, they reported
finding it unusual to bring these perspectives together over time with a sustained focus on local
support improvement.

e Openness of expectations - working with a ‘blank canvas’ was reported to be unusual. In staff
experience, collaborative work was usually directed towards a specific outcome from the start. One
person who felt happier as the process moved on to developing more ‘concrete’ recommendations,
reflected how ‘[i]t was tricky at the start, wondering what the group could deliver - where are we
going? | found that frustrating' (Staff member, Transport group).

e Openness of the process - staff found the ambiguity of the process challenging, given the breadth
of the priority areas, the fixed timescale for the work and the range of perspectives among group
members. However, for staff more comfortable with ambiguity, being non-directed offered a
freer way of working which they felt could bring benefits: ‘Sometimes you don’t know what
will happen and being organic is good, as it allows for getting differing ideas’ (Staff member,
Support group).

e The scope of the priority area - staff in both groups reported that managing the wide-ranging scope
of the chosen priority areas was difficult, with Support group members in particular describing
boundaries as ‘loose’. One staff member expressed concern that some of the group’s wide-ranging
discussions had drifted into a focus on aspects more immediately relevant to staff, which risked
sidelining the voices of PWLE.

e Lack of capacity - staff reported that they lacked time to attend all meetings and were unable to carry
out tasks between the sessions.

e A sense of unfinished business - at the end of the 7-month co-design period, staff commented some
work felt unfinished. This came from concerns that their priority areas had been tackled only in
part, and uncertainty about whether and how the groups’ work would be taken forward after the
project ended:

Providing the recommendations to the council licensing team are taken forward by them, | think we moved

things forward relating to helping improve transport services.
Staff member, Transport group

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



DOI: 10.3310/MYHT8970 Health and Social Care Delivery Research 2024 Vol. 12 No. 27

Despite these challenges, staff reflections on the co-design work were positive, summed up by one
person as ‘a valuable tool for connecting on a human level' In their exit interviews, several staff said they
had found it a ‘privilege’ to have been involved.

Acceptability to people with experience of loneliness support

People with lived experience workshop

People with lived experience first came together in this workshop. In their feedback, some members
reported feeling apprehensive beforehand because they were not sure what to expect. However, as one
person stated, they had wanted to come along ‘to see what the project meant to me as | had no idea
what it was until | took part’.

Attendees commented on the relaxed and open atmosphere at the workshop. They described how this
put them at ease and made them able to share emotionally painful experiences around loneliness and
ideas for improving support:

It felt just right, apprehensive at first but being with like-minded people made me feel at ease.

| feel great and [now] know there’s more [lonely] people out there of any age.

I really enjoyed it, it’s a lovely open group and | felt relaxed. It also helped to formulate thoughts as to the
best way to move forward.

When asked what they saw as the most important outcomes from the workshop, participants’ responses
focused on two areas. People spoke about the revelation, through talking together as a group, that
feelings about loneliness, including stigma, were remarkably common, despite differences in age and
personal situations. The other outcome was motivation; attendees wanted to carry on with the priorities
work they had started to make improvements to local support:

We all agreed that we all have the same feeling about loneliness.
Knowing that there are things [we can] ‘do’ something about.

The catalyst film contributed to both outcomes. After viewing the film, attendees commented on how it
had brought more diverse voices to the workshop and underlined their sense of shared feelings about
loneliness. An extract from an interview with a man with human immunodeficiency virus was cited as
particularly hard-hitting in its messages about the need to consider diversity and sustainability in loneliness
support. This crystallised attendees’ commitment to pay attention to both aspects in any co-design work.

Joint workshop
People with lived experience reported that the joint workshop with staff was a positive experience. They
felt the sharing of perspectives with a wider group created a sense of all contributions being valuable:

It was interesting, nice to hear from the professionals’ viewpoint.
| enjoyed taking part. | made some kind of difference.

One person also commented the group was ‘starting to gel’ because there was a sense of staff and
PWLE coming together as a group with shared interests around loneliness.

At this workshop, PWLE viewed the catalyst film for a second time. They reported that this second
viewing helped them notice more content and confirmed their commitment to wanting to help other
people who were lonely. The process of working with staff to agree priorities to take forward cemented
for PWLE the value of the workshop stage:

By the end of the afternoon it seemed like it could be a productive and interesting piece of work. It was
interesting to determine individuals’ viewpoints on loneliness and the effects it can have throughout life
no matter who you are, before we continued in more depth.
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| found the meeting very encouraging . . . and [felt] privileged to be part of a group trying to find ways of
incorporating lonely and isolated people into social groups.
A big responsibility, but the chance to make a difference will make it worthwhile.

Co-design small group work
Overall, PWLE said they enjoyed taking part in the co-design groups, particularly because they felt able
to contribute to the process and be listened to:

| felt like | had a lot of experience in this [transport] subject, both positive and negative, that may add
value to the group as a whole. . . . | always had the opportunity to share my experiences and views . . .
it seemed productive and it was good to get my experiences out there to new people. | feel like it is
important for as many people to know and understand as possible.

PWLE member, Transport group

| enjoyed having my voice out there making a difference . . . having input into something.
PWLE member, Transport group

They reported learning about and from others’ (PWLE and staff) experiences and perspectives:

Listening to other people’s life stories and experiences . . . learning from different cultures, things that
had been tried and failed, the effect of COVID . .. seeing things from the [staff] . . . point of view and

difficulties they face.
PWLE member, Support group

Similarly, PWLE appreciated learning new information, including about local support and how to access
it, and about the taxi complaints process and new legislation. Participation was appreciated by PWLE as
an intervention; being a co-design group member helped ease feelings of loneliness and/or the sense of
being alone in associated struggles:

I have enjoyed having a little input and loved being with so many lovely and dedicated people . . . it made
me feel much better about things . . . | have been very lonely.
PWLE member, Support group

| feel much happier within myself.
PWLE member, Transport group

It was nice to be reminded that | am not the only one that struggles to get transport, having the
sympathetic ear of the group was an extra comfort . . . [and] a sounding-board for feeling less alone when

bad taxi experiences happen.
PWLE member, Transport group

People with lived experience also reported experiencing some challenges in the process:

e Uncertainty about roles - at the start of the process, PWLE reported feeling unsure about the part
they could play and what their experiences could bring to the group: ‘At first | didn’t think | had
anything to give, | just wondered what | was doing there, but the group seemed to think it was OK’
(PWLE member, Support group).

e Group size - in both groups, there were more staff members than PWLE. This meant that in some
meetings only one PWLE member was present, which for some people made it a challenge to feel
confident sharing their views: ‘| felt listened to, everyone was kind and patient [but] | found it difficult
when | was the only non-professional there and | was asked to share my thoughts as the only one
from our side’ (PWLE member, Support group).
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o Asense of unfinished business - PWLE said that coming to the end of the work felt difficult, owing to
a sense of unfinished business and because people had enjoyed being part of the group and needed
to adjust to the process ending: ‘It took a lot of talk, time and commitment, a rollercoaster, but all
enjoyable . .. It's the longest time I've been involved in a single group, it feels a bit difficult to be
ending’ (PWLE member, Transport group).

People with lived experience expressed interest in being part of further work, but the opportunities for
that were (at the close of the evaluation period) unclear: ‘Thank you for the opportunity to be involved. |
am looking forward to seeing if there are any strands of work that arise from this, so | can continue to be
involved somehow’ (PWLE member, Transport group).

Workshop facilitator view on acceptability

The workshop facilitator was an expert in co-design approaches used in community settings but new
to AEBCD. In his reflections, he saw the workshops as a valuable preliminary stage to small co-design
work, particularly for enabling staff and PWLE to have time to work separately before coming together
to develop joint priorities:

I think the staff need their sort of safe group to start thinking about what it’s gonna be like involving
people who use services, you need to address their anxieties around that and sort of think it through with
them so they’re comfortable with it before you bring in service users into that equation. And in the same
way, | think it’s really important for the people who use services to have their own kind of safe group as
well, almost like . . . sort of working out their identity and that sort of thing, that’s kind of an ongoing
process. So in the service user group, trying to help them do that . . . and sort of empower them to see
what they had in common and what they really thought and give them the sense that their views are
really valued.

Workshop facilitator

Question 3: what suggestions might participants have for improving

the process?

This section builds on challenges outlined in the findings reported above. In addition to data from
participants, suggestions from the Doncaster project team and the workshop facilitator are included.

It is important to preface these suggestions by noting that this type of feedback from any local use of

a process such as AEBCD will necessarily reflect and blend components of the process itself with how
(and how well) these were adapted for local use (for the current study, described in Chapter 5, Methods),
along with contextual factors such as, in the Doncaster study, recruitment being lower than planned
owing to COVID-19.

Overall, there was strong support for the AEBCD process. Improvements were suggested in the
following areas: clarifying and reinforcing the process and expectations; ground rules; co-design
group facilitation and support; co-design group membership; routes to implementing co-designed
improvements; and dealing with endings.

Clarifying and reinforcing accelerated experience-based co-design process and
expectations

The co-design process was new to all participants. With some people struggling initially to understand
what was involved, suggestions for improving the process in this regard focused on making it as
transparent as possible from the outset:

e Explain the co-design group work in more detail - participants felt that more time could have been
spent during the workshops outlining the following co-design group stage. This would add depth to
information shared by the Doncaster project team and evaluator in writing and verbally, in advance of
the process and at the start of each workshop:
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| knew that the work was going to narrow down to key priorities and would be taken forward, but not
really what the co-design groups meant. Maybe more could have been said at the staff workshop to help
prepare mentally before [signing up to a group at] the joint workshop?

Staff member

o Clarify the time commitment involved - each group could set their pattern of meetings within the
co-design work period. However, it became clear in the joint workshop that members wanted
guidance on their expected time commitment, especially staff who struggled with capacity. It was
agreed each group would hold a monthly 2-hour meeting, a decision that was helpful to group
members and which gave the Doncaster project team more certainty around budget management for
venue hire and other costs.

e Offer guidance to help co-design groups navigate their priority area - the issue here was the openness
of the work; there were no predefined limits to the scale or scope of what each group might tackle
within their designated priority area. While this freedom was seen as having advantages for the
groups’ self-determination, participants felt more guidance would have been helpful. The following
suggestions were made for future co-design group work:

O Clarify expectations - clarify that groups are not expected to tackle all aspects of a large priority
area and outputs can vary. For example, a group might make recommendations, develop detailed
proposals, or trial improvement ideas. It is helpful to think in terms of distinguishing shorter-term
practical ‘wins’ and potential longer-term ‘legacies’ from the work.

O Start group work with a thorough discussion of the priority area - consider the priority and how
best to tackle it by sharing experiences and thoughts. Divide the priority into subtopics for
improvement, discuss each subtopic and agree a realistic focus to work on given the group’s
capacity. Make sure the experiences of PWLE are heard fully at the start to help identify a suitable
focus and unite the group around it.

O Agree an outcome and milestones - once the group focus is established, agree outcomes that can
help the group stay action-focused, and if possible, milestones to maintain momentum. Bear in
mind outcomes and milestones might need to be set out in very general terms, at least initially, to
allow the co-design work to flow in unforeseen directions.

o Clarify that groups can bring in external knowledge and expertise - co-design groups were not able to
predict at the start the topic knowledge and expertise which might be helpful. This was due to the
breadth of the priority areas of Transport and Support, coupled with the openness of the co-design
process which meant the work focus developed over time. Gaps in relevant knowledge or expertise
within both groups became apparent. Contacting Doncaster’s taxi licensing officer resulted in a
positive and informative response which helped steer the Transport group’s main work, opening
further areas for their influence. The Support group’s work slowed in part owing to uncertainty
about whether their proposal overlapped with existing support models. A new member bringing a
fresh route to collaboration allowed the group’s model to be targeted more precisely. Reflecting
on the impacts of seeking or not seeking external views, the Co-design Supporter felt it important
to clarify for co-design groups that they can seek external involvement in their work, and the role
of a Co-design Supporter should include this liaison (see Co-design group leadership, facilitation
and support).

Ground rules for co-design groups

Ground rules were agreed at the start of the three workshops but were not set in the co-design groups.
On reflection, the Doncaster project team felt this would have been valuable, not least since some
co-design group members had not attended the workshops. A recap of co-design group ground rules
would have been helpful as a reminder to involve all members and, for staff, avoid jargon.

Similarly, the workshop facilitator stressed the importance of using learning from the workshops in
the co-design group work, particularly learning about working in equal partnership. He was aware
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that in any group-based work there can be ‘schisms in the groups or personality stuff, or conflicts of
interest between organisations, or whatever’ and so during the joint workshop he facilitated a practical
exercise to help raise participants’ awareness of these issues. He suggested notes could be taken of
workshop discussions of this type and built into co-design group ground rules, to remind members of
previous learning.

Open conflict within the groups was experienced only once in an early meeting of one group when, as
one staff member described, the ‘parental tone’ of another staff member’s perspective jarred with the
otherwise ‘respectful’ nature of the conversations. Group members discussed their concerns with the
Co-design Supporter outside the meeting to resolve the issue. Any ground rules agreed by the group
about free speech and resolving conflict may have helped here.

Co-design group leadership, facilitation and support

Capacity pressures meant the tasks assigned to the Co-ordinator role were difficult to fulfil in

both groups. Very few meeting logs were completed, resulting in some loss of group memory and
promised actions between meetings. The Co-design Supporter’s role expanded to take on tasks of
note-taking and circulating key points and actions, freeing the Co-ordinator to focus on facilitating
the meetings.

Members of both groups drew attention to the importance of good facilitation for ensuring everyone
was heard, maintaining the agreed focus, and ensuring momentum. While all members in one group
felt this was achieved, some members in the other group felt their work would have benefited from
stronger facilitation. Both groups saw the expanded role of the Co-design Supporter as crucial to the
group’s achievements. They viewed that person’s own interest in, and knowledge around, loneliness
support as important, for example in nurturing individual members’ participation and in liaison with
external experts.

Reflecting on the approach taken to facilitation and support, group members and the Doncaster project
team recommended each co-design group should have the clearly defined roles of meetings facilitator
and process supporter.

o Meetings facilitator:
O This role requires skills essential for co-design work, such as ensuring members are equal partners
and helping the group achieve and maintain focus and momentum.
O The facilitator can be internal to the group, which brings valued characteristics of interest
and experience around the co-design priority. Time between the joint workshop and the first
co-design group meeting could be used by the process supporter to clarify the role in more detail
with group members, agree the best person for the role and identify any preparation they require.
e Process supporter:
O The process supporter should take on all tasks not covered by the facilitator, including:
- administrative tasks: agreeing meeting dates, booking venues/refreshments, participant travel
expenses and vouchers
- meeting note-taking, circulating summary notes and action points to members
- liaison with individual members, including encouraging/nurturing continued involvement
- liaison with people external to the group who might input to the work.
O The process supporter tasks could be split between more than one person, but an interest/
knowledge in the co-design priority is valued by group members.

Group membership

Participants suggested careful consideration of the size and composition of groups. Owing to COVID-
19, recruitment to the current study had been affected, meaning groups were smaller and less diverse
than planned (see Chapter 5, Methods).
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Group size

There were mixed feelings around the group size. Some participants said they preferred the groups
being small to make progress, while others felt larger groups would have offered benefits of protection
against some people dropping out of the process and enabled more opinions and experiences to

be heard.

Suggestions for helping recruitment to the process included:

e Payments for staff workload to be covered - staff spoke about how severe pressures on their capacity
affected their ability to maintain participation. Backfill payments were suggested to alleviate this
problem; some staff knew a similar scheme was under consideration for staff involved in work for
local Integrated Care Systems.

e Provide alternative means of involvement - the Co-design Supporter contacted a local Deaf community
group about taking part in the project, and it became evident the workshop format was a barrier to
inclusivity even with multiple British Sign Language interpreters. A separate meeting was scheduled,
with workshop themes shared with members of the Deaf community group for comments. It
was suggested by the Co-design Supporter that consideration be given to alternative forms of
involvement in future use of the process.

Group composition
In both groups, the number of PWLE was small relative to the number of staff. Participants felt that
increasing the number of PWLE in groups would be advantageous.

People felt that staff represented and brought perspectives from a variety of loneliness support
providers. This brought ‘dynamism’ to the group work and a willingness to share and listen to others’
views. While Doncaster Council staff participation was low, they made a pivotal contribution to both
groups. In the Transport group, this was in terms of external support from the taxi licensing officer.

Participants suggested widening staff involvement to include other organisations with roles in
identifying, referring or supporting people experiencing loneliness and social isolation, such as
Doncaster Council staff and representation from NHS mental health teams.

Routes to implementation and dealing with endings

Although the end of the co-design work was imposed by the evaluation and research funding,
participants said a defined timescale had been helpful when deciding whether to commit to taking part.
The evaluator observed that as the end date approached, co-design groups focused more intently on
what they could achieve by the deadline. Nevertheless, having tackled such broad priorities with limited
capacity, there was understandably a sense of unfinished business.

A connected issue was sadness around the work ending after a period during which people enjoyed
working together. For some staff this was their longest group collaboration on a single issue, and PWLE
described feeling sad to be ending what had been a positive experience in distinct ways: having their
voice heard; feeling they could make a difference; and, in relation to experiencing loneliness, the benefit
of being part of a meaningful group activity.

Both issues led to suggestions for ensuring attention is paid to the end of the co-design period and what
might happen next.

e Routes to implementation - participants were uncertain what would happen to their work after their
involvement ended because this depended on funding and/or commitment from others to take it
forward. Attention focused on what the council might do. However, the Doncaster Project Lead was
not able to make firm commitments, in part due to the groups’ freedom to navigate their priority
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areas rather than having a predetermined focus with outcomes that the council could have planned
for or already included in other agendas. For some staff participants, this underlined the importance
of having more council staff as active members of co-design groups:

To be really effective you need someone from the local authority as part of the group because making
improvements is either dependent on funding or setting something up which they need to be involved in.
It's common that the local authority sets something up itself and then doesn’t fully participate because it
can’t get people to attend. Having everyone in the co-design room is important for impact.

Staff member, Transport group

e Dealing with endings - participants were motivated by unfinished business and for personal reasons
to carry on with the work. They suggested that thought should be given earlier to ways of continuing
the work, even if further work did not follow the co-design process. For example, the Transport group
might form the nucleus of a longer-term standing group, given transport was an existing priority in
local public health agendas.

Participants saw the celebration event as important for acknowledging the end of the co-design period
and recognising what had been achieved. As such, they felt a celebration event should always be a
component part of the process.

Question 4: what adaptations might be needed for future use of accelerated

experience-based co-design in social care?

Experience-based co-design and its accelerated form AEBCD, used in this study, were originally
developed as an approach for co-designing improvements in patient healthcare experiences. Transferring
the approach to community-based social care identified adaptations to consider in three key areas: the
characteristics of the setting; the scope of the co-design work; and how staff and PWLE experiences are
framed. These areas are considered below.

Some participants felt using AEBCD in a more analogous single social care service/organisation
setting (e.g. a needs assessment process or a care home) may have proved more straightforward than
in community-based loneliness support, where provision is delivered by multiple providers. This is
not to say that the approach was seen as inappropriate in this context, and indeed a good deal of the
evaluation evidence suggests the contrary, but rather it was a stiffer exploration of the approach.

Furthermore, reflecting on the experience of running the workshops, the external facilitator summed up
some benefits of loneliness support as an exemplar in not being attached to a single organisation:

| think the nice thing about this was it was almost quite a pure form of co-production [and] it’s very
unusual that you are in that situation really, you know, [more often] . . . you're kind of trying to work out a
strategy of how you can introduce co-production into an organisation or into a project or something that’s
already got its sort of own momentum, whereas what was nice about this was that the starting point was
you had this topic but you were just sort of saying ‘Well what would help, you know, to improve people’s
isolation and loneliness?’ in a really open way . . . and so | think that was a really genuine place to start.
Workshop facilitator

Setting for the co-design work

Establishing boundaries

Community-based loneliness support is offered in different ways by a range of (predominantly VCF
sector) providers. This less defined setting means decisions need to be made about which organisations/
staff should take part and how to draw a sample to reflect the support offered. Similarly, as there

is no equivalent of the ‘patient list’, the method for identifying and sampling PWLE who have used
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loneliness support is equally challenging. While defining and mapping support over a geographical area
is a logical step, this is far from straightforward. At the time of the current study, Doncaster Council
was attempting to update its online information resource on loneliness support. Identifying relevant
providers and activities was difficult, in part owing to the frequent reshaping of support on offer due to
short-term funding.

A practical adaptation to AEBCD is to ensure recruitment focuses on variations in the characteristics of
provider organisations and personal characteristics of PWLE to make sure that as many types of support
and people as possible are represented. In this study, Doncaster’s local Alliance of (now over 50) self-
selected VCF providers proved a good starting point for initial recruitment. Other geographical areas
might have different networks to support recruitment.

Building coalitions

The absence of an existing ‘staff team’ (as in the NHS) means that using AEBCD in multiprovider settings
such as loneliness support requires additional work to build a sense of staff coalition. This is in addition
to the partnership between staff and PWLE required for the co-design work.

In Doncaster, staff experiences in the co-design groups suggest extra time may be needed at the start of
the process to build a coalition through sharing and understanding their different perspectives on and
contributions to local loneliness support. The Doncaster project team felt the local Alliance was helpful
in providing a degree of synergy as a starting point for the staff coalition. The workshop facilitator,
however, saw the multiplicity of providers, and therefore initial lack of coalition, as an advantage;

he felt it gave an element of purity to the co-design work, lowering the risk of ‘contamination’ from

an organisation’s internal politics, bureaucracy, or culture which, in his experience, could impact the
co-design process in single services or organisations.

In relation to the coalition between staff and PWLE, the Co-design Supporter raised the issue of PWLE
being less likely to know participating staff than patients taking part in an AEBCD approach in the NHS,
because staff represented different organisations. She felt this reinforced the need for time at the start
of the co-design phase for groups to find common ground and feel comfortable working together.

Additional expertise

A corollary of the loose boundaries around both the topic and recruitment is the need to stay alert
during the process for times when direction might benefit from additional local expertise. An example
here is Doncaster Council’s taxi licensing officer. His input could not have been envisaged in advance,
but the Transport group’s decision to approach him resulted in them receiving not only useful
information but also external validation which encouraged members to pursue their ideas and his
commitment to stay in touch with developments. In this example, seeking external expertise also served
to find potential linchpins connecting the developing co-design work with existing relevant provision
and so potential routes to effecting concrete change.

Implementing improvements

Without a ‘host’ organisation, clarifying responsibilities for implementing loneliness support
improvements was tricky, and co-design group members expressed uncertainty about what would
happen to the results of their work. These feelings were more pronounced in the Support group, who
were proposing to fill a gap in support, than in the Transport group, who were seeking to improve
the quality of existing provision and had identified a funding opportunity. More generally, VCF
providers saw themselves as influencing change in Doncaster, but with limited capacity or power to
secure implementation. The local authority was seen as the most appropriate organisation to lead on
the implementation of improvement suggestions, and both groups felt the focus of their suggested
improvements connected in a tangible way to the council’'s work to taxi licensing and the work of council
well-being teams.
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The local project team lead was a public health manager for Doncaster Council and as such was well
placed to consider how the longer-term legacies of the groups’ work fitted with wider local agendas.
However, with the co-design group briefs deliberately left open to group members, at the start she was
able to commit only in very general terms to seeing how suggested improvements could dovetail with
existing agendas.

Separating co-designed improvement suggestions into shorter-term ‘wins’ (with easier/quicker routes
to implementation) and longer-term ‘legacies’ proved helpful, for example in the Transport group for
identifying the Citizens Advice Bureau as a route for making disabled people more aware of their rights
when travelling by taxi. When members collated what had come out of their group’s work for the
celebration event, making this short-/long-term separation allowed them to appreciate some of their
wider, unintended outcomes of their work, such as forging new collaborations among members.

While overall responsibility and oversight for embedding co-designed improvements remained
unclear at the end of the formal evaluation period, the Project Lead (on behalf of the council) and
the Co-design Supporter (on behalf of the Alliance) committed to using the evaluation report to
help prepare their own joint internal report. This report will identify how the group work will be
taken forward. From the council perspective, this is likely to include embedding the work in local
Age-friendly and Disability-friendly agendas. During the intervention, the Alliance also emerged as a
valuable ‘home’ for the groups’ outputs, which will help to steer the Alliance’s emerging strategy and
search for funding opportunities.

Scope of co-design work

Co-design in healthcare AEBCD is about identifying gaps and opportunities to improve patient
experience along a clinical pathway. By contrast, the social care equivalents of clinical pathways,
especially in areas such as loneliness support, are less well defined, meaning questions about ‘what
works best for whom’ are more open to debate. A corollary of this difference between health and social
care is that the scope of AEBCD service improvement in social care might legitimately extend beyond
the experience of a service or support to addressing perceived gaps in provision itself.

In turn, where this is the case, and a support opportunity is co-designed, it is likely this will need funding.
By comparison, implementing NHS AEBCD co-design improvements does not always cost - and
sometimes may save - money. In the current study, a member of staff interviewed in the discovery
phase declined to take part in the co-design work owing to scepticism about the likelihood of obtaining
funding for any improvements suggested.

In the co-design work, the Support group sought to fill the gap identified to help people to re-engage
with loneliness support post COVID. The Transport group’s focus on developing a taxi driver gold
standard, although closer to service improvement, also required implementation funding. Extending the
scope of AEBCD to fill gaps in support or services, rather than focusing more narrowly on experiences
of a predetermined pathway, makes questions around responsibility and funding for the outputs of
co-design work more pertinent. Two participants suggested an adaptation for AEBCD use in social care
to include funds for an additional phase to trial co-design ideas. An alternative would be to identify
external funding opportunities as the work of co-design groups progresses.

Framing ‘patient’ and staff experience

There were differences around the use of the catalyst film compared with NHS AEBCD, where it is used
to map patient ‘touch points’ of experiences along the pathway or setting. In the current study, staff
struggled with the concept of ‘touch points, preferring the more general notion of ‘hallmarks’ of success
(see Chapter 4). However, although the catalyst film was not used in the same way as in NHS studies, the
evaluation found it was a valuable tool for resonance-checking, widening the diversity of voices being
heard and prompting discussion.
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In the design of healthcare AEBCD, staff and patient experiences are framed as distinct and unlikely

to overlap, though some may have illness/care experiences which influence their views. In the current
study, staff may have had experience of loneliness, and some staff shared these. Since most staff were
from VCF organisations, their work involved day-to-day contact with people experiencing loneliness and
seeking support. This commonality of experience was highlighted by staff, particularly how loneliness
had been heightened during COVID-19 restrictions. The impact of this potential for shared experiences
and understanding could be useful when thinking about future use of AEBCD in social care. Staff readily
relating to aspects of loneliness was a helpful start to the co-design work; the workshop facilitator
commented that it gave discussions more immediate shared meaning and allowed staff and PWLE to
connect quickly on a human level. However, these shared experiences may also account in part for

the lack of emotional impact reported by staff on viewing the catalyst film. This compares with the

film’s more powerful emotional impact reported in healthcare use, particularly on NHS staff previously
unaware of negative touch points, or hallmarks, in patient experiences along their clinical pathway.

The end-of-project event

A half-day event was held in Manchester Metropolitan University in January 2023. Just under 50
people attended either online or in person, including 9 members of the Doncaster co-design team,
self-advocates, social care and health professionals, commissioners, third-sector organisations and Care
Quality Commission representatives, academics, the project team, and members of the project advisory
panel and SSC.

The project design and findings were presented, and members of the co-design working groups
reflected on their involvement in the project.

Discussion

Transferring accelerated experience-based co-design to social care, using the

exemplar of loneliness support

The evaluation demonstrated the potential for transferring a co-design service improvement approach
called AEBCD from its original healthcare setting to social care, using the exemplar of loneliness
support. The process generated co-designed recommendations for improving local support for people
experiencing loneliness. Participants reported broad acceptability of the approach. Some challenges,
such as the quality of group facilitation, capacity constraints on staff to taking part, and complexity
around implementation of co-designed improvements, feature in previous studies (e.g. Adams et al.,?’
Locock et al.,® Tanay et al.1'1).

Donetto et al.*’ note considerable variation in how the concept of co-design is understood and practised
in the UK; it can often include limited, one-off feedback or consultation. They use the four dimensions
in Bradwell and Marr’s*° definition of co-design to set out how EBCD is operationalised. These four
dimensions are summarised as:

e Participation - co-design is a collaborative process in which as many stakeholders as possible
have input.

e Development - co-design evolves as a process, maturing and adapting as it takes place: ‘[I]t involves
the exchange of information and expertise relating to both the subject of the design process and the
process itself. In this sense, co-design teaches co-design.*°

e Ownership and power - co-design shifts power to the process, seeking to transform usual hierarchical
power relations between staff and ‘client’ stakeholders and generate collective ownership.

e Outcomes and intent - co-design has a practical focus, although unplanned processes and
transformations are likely to occur as side effects of the process.
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Bradwell and Marr#® acknowledge, as have others offering frameworks for co-design (e.g. Leach®), that
these principles represent ideals which can be difficult to achieve fully in practice. Nevertheless, they
serve as a guide to key aspects of co-design that deserve attention.

In relation to the current study, the evaluation found evidence of both achievement and challenges
across all four domains. Study recruitment was affected by COVID-19, with capacity issues and
competing pressures on local authority social care and public health staff particularly severe. This in turn
affected staff recruitment of PWLE. Nevertheless, a sufficiently diverse range of participants, including
external stakeholders, provided input to the process. The co-design groups evolved and matured over
time as participants built positive relationships and learnt more about the process and how to work as

a group. While ownership and power relations differed between the co-design groups, factors in this
social care setting suggest a less hierarchical starting point than assumed in health care. This is discussed
in more detail below. Finally, the co-design group focus was practical, but with the brief being open to
outcomes and intent, the process was exposed to more unplanned developments than anticipated in the
fourth dimension of co-design.

When considering how to adapt AEBCD for social care, evaluation findings suggest it is important to
reflect on its original healthcare context. Writing about the scope and challenges of co-production in
health care, McMullin and Needham* draw on Bransden and Honingh'’s'!? differentiation between
co-production in ‘core services’ and in ‘complementary tasks’ surrounding core services. For McMullin
and Needham,** this is a useful distinction in health care, where patients cannot co-produce clinical
practice or treatments due to the medical expertise required, but their lived experience can help shape
its delivery. This recognition of the limits of co-design is reflected in the AEBCD approach, developed for
co-designing improvements in the quality of patient experiences along their journey following a defined
clinical pathway or setting.

The social care context is different to health, as discussed in Chapter 1. Social care can happen in a range
of different settings across a community, with a diverse set of activities and tasks. The evidence base
around many interventions is also less developed, and what constitutes best practice is less bounded by
professional expertise. This difference widens the potential scope of co-design in social care to include
improvements to provision itself. In the current study, this is indeed what happened; one co-design
group chose to focus on filling a gap in one-to-one support to help people re-engage with group
activities to tackle loneliness post COVID-19. For social care, the potential scope for co-design work

to include gaps in existing provision raises issues around how and by whom the scope of the co-design
work should be narrowed or, if not, improvement suggestions taken forward and funded.

McMullin and Needham?* identified the hierarchical nature of expertise and knowledge in the healthcare
field - fostered by the highly professionalised character of the workforce, which typically requires many
years of training - as a particular challenge for co-production. This hierarchy can lead to personal and
cultural resistance to the value of patient expertise and a reluctance to engage fully in co-design.!!3

By contrast, in community-based preventative social care, such as loneliness support, provision

is dominated by VCF sector staff, paid and unpaid. In common with many areas of social care, the
relationship between practitioner and client is different to that between doctor and patient; decisions
about social care support are often shaped by strengths, or asset-based approaches, which, as McMullin
and Needham* point out, focus on people’s capabilities, rather than a deficit or impairment focus which
can prevail in healthcare contexts.

It follows that AEBCD was developed with awareness of aspects of health care which can run counter
to co-design principles. This context helps explain why a hallmark of the approach is the catalyst film
of patient experiences along their clinical journey. This generates often emotionally charged ‘touch
points’ for potential quality improvements. When used in health care, the use of the catalyst film

has been reported as having an eye-opening, positive impact on professionals’ commitment to the
co-design process.t'*
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By comparison, in the current study, staff’s emotional reactions to the catalyst film were low key.
Several reasons may account for this difference. First, loneliness as a universal experience was

observed as enabling staff and PWLE to connect on a human level. This is less likely when co-designing
improvements in, say, the patient experience of intensive care, or a hospital cancer pathway, where few,
if any, participating staff may have had a corresponding patient experience. Secondly, with multiple
providers involved in loneliness support and no single pathway or journey, the current study did not use
the film to identify or elaborate on emotional touch points along a journey but instead served to prompt
discussion more generally around support. These differences in the use and impact of the catalyst

film call into question whether it is always needed, especially given the effort required to produce it.
However, its prime aim to prompt discussion was successful, and retention of the film has been urged as
a distinctive feature by Donetto et al. following an international survey of EBCD studies:

The film is an important catalyst in the co-design process as the visualisation of patient experiences helps
(re)connect people with similar experiences and stories, whether users or providers of a service, and offers
an emotionally and cognitively powerful starting point for the co-design process.?°

The authors further suggest that using film makes the process distinct ‘from other consultative

formats in which anonymity and circumspection can hinder rather than enable quality improvement’.?°
Publishing the catalyst film on Socialcaretalk.org will make it available for use in similar co-design work
elsewhere. For future use of AEBCD in other areas of social care, questions arise around how similar
resources might best be created, given that healthcare AEBCD benefits from a longer-standing and more
extensive web video archive of patient experiences (https:/healthtalk.org) which can be drawn upon for
developing films on new AEBCD topics.

When considering the adaptations suggested for using AEBCD in social care, it is important to
remember that the study exemplar of loneliness support falls under prevention in social care, in a
community setting with multiple providers who draw on a variety of funding sources. This setting is
noteworthy for two reasons. First, it does not reflect all of social care, some of which - for instance, the
work of local authority social work teams - may have more similarities with healthcare teams, reducing
the need for some adaptations when using the AEBCD approach. For example, such single-service/-
organisation social care teams may be more comparable to those in health care, in terms of having
clearer lines of authority and accountability for taking forward co-designed improvement suggestions.
Second, despite differences between the new setting of loneliness support and healthcare settings
where AEBCD has been used, the approach produced positive results. Therefore, some adaptations
suggested by the evaluation are more a question of degree or nuance than departure from the original
model. For example, regardless of setting, time will be needed to build staff rapport, but more time may
be needed in a multiprovider setting to build a staff coalition/consensus at the start than in a single-
provider setting where staff will have some common understandings.

Transferring AEBCD to a social care setting does nevertheless throw up new challenges. Challenges stem
from extending the scope of co-design work into gaps in provision and, in community settings, the lack
of a clear host organisation for routes to, and funding for, implementation of co-designed improvements.

It is, however, important to acknowledge that previous studies demonstrate that implementing AEBCD
in health care is not necessarily straightforward. Barriers include staff culture being resistant to change
and uncertainties around how to take forward improvement suggestions which require commitment
from other services or organisations.®

The commentary at the end-of-project event was striking in terms of how people described the impact
on them. For example, one staff member said, ‘we learned from ourselves too’, and she was able to use
this learning in her voluntary work with a Chinese Elders group. A PWLE member joined a church-related
group due to finding the co-design experience rewarding. Group members underlined the importance of
listening to people’s stories and how empowering this could be, not least by learning that they were not
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alone in experiencing loneliness. It was clear from contributions that the two groups were supportive
and encouraging and that people felt a strong sense of achievement and commitment.

The discussion about the project findings more broadly involved robust challenge about the process, its
component parts and how it might fit within social care. Ryan received e-mails from attendees following
the event which added additional points for consideration. These included that AEBCD could be
conceived of as a project to tackle the loneliness of project members regardless of the project’s focus.
Concern was raised about the tension between creating a supportive group environment and that group
being necessarily short-lived, potentially leaving members with a sense of loss.

The event ended with one attendee reiterating the point that the exemplar of loneliness was a
challenging focus for exploring the use of AEBCD in social care. One attendee added that the findings of
this project should make it easier for people to use the approach in future since we had, in effect, tested
AEBCD ‘to the max_.

Conclusion

The evaluation found that AEBCD has considerable potential for transfer from the healthcare
improvement field to social care. The adapted process used in Doncaster was acceptable to co-design
participants, who reported a range of benefits and enjoyed the work. The co-design groups identified
a range of loneliness support improvements, some of which had more easily defined routes to
implementation than others.

Learning from the evaluation pointed to common aspects of using AEBCD in health care and in
loneliness support and differences requiring attention to improve the fit of AEBCD for use in social care
settings. We present our recommendations in Chapter 8.
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Chapter 7 Public involvement

I n this chapter, we describe how members of the public contributed to proposal development, project
oversight and management, and dissemination. The study was advised throughout by patient and
public involvement (PPI) co-applicants Bebbington and Lambat.

Proposal development

As part of proposal development, Pl Ryan spoke to older carers of people with learning disabilities about
their experiences of loneliness via the Embolden project, a small National Lottery-funded project led by
Oxfordshire Family Support Network. Vaid (a family carer and member of the SSC) provided continuity
between the Embolden project and this study. These individual discussions highlighted how loneliness is
a complex and debilitating experience.

Development of the proposal also involved input from co-applicants Bebbington and Lambat.
Bebbington has a learning disability and works for an Oxfordshire-based self-advocacy organisation,
My Life My Choice. She discussed the experience of loneliness with Ryan during monthly walks
Bebbington initiated to support people with learning disabilities to enjoy the outdoors and come
together socially. Loneliness was an important issue for several of the people who came on these walks.
Funding for support for Bebbington was incorporated into the proposal design to enable her to be
meaningfully involved.

Lambat is the manager of LMCP Care Link, a small registered charity based in Moss Side, Manchester,
supporting development and health improvements within the South Asian communities. Lambat has
extensive expertise in advocating on behalf of those at risk of social exclusion, and specifically to ensure
that equality and diversity are reflected in service development. Lambat provided feedback about the
plain English summary in the proposal, suggesting certain words that might be challenging for people for
whom English is not their first language, and the summary was rewritten with Lambat’s input.

Advisory Panel and Study Steering Committee

The Advisory Panel comprised professionals, the two PPI co-applicants (Bebbington and Lambat) and
two other members of the public: Monks (founder of a social enterprise) and Menan Mirza (expert
by experience).

Recruitment of PPl members to the advisory panel was discussed in initial full research team meetings.
The research team agreed to recruit two people who experienced loneliness and had eligible care needs;
however, it was not possible to find someone within the latter criteria, which proved to be a consistent
finding across the project. Monks was recruited via colleagues at Doncaster Council as a person who
has lived experience of social isolation/loneliness. Menan Mirza was a participant in the discovery phase
interviews conducted by Malli. Malli invited Menan Mirza to be part of the advisory panel following his
interview as he shared his insightful experience with loneliness and brought his experience of being part
of a minority ethnic group.

The advisory panel met for the first time in November 2020. At the start of the meeting, the chair, Ryan,
covered the role of public involvement, and an overview of the project was provided in a presentation.

The PPl member Monks contributed during the first meeting by instigating a useful discussion around
the COVID-19 pandemic and loneliness, highlighting how awareness of loneliness has been raised by
the pandemic and the impact of loneliness is profound and often forgotten alongside other issues such
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as well-being. Menan Mirza contributed separately during an initial conversation with Ryan and Malli

and raised issues pertinent to young people. He underlined how loneliness is typically characterised as a
problem experienced by older people, a point which is borne out by our research findings and in the wider
literature. These contributions highlighted how anyone can experience, or be susceptible to, loneliness.

Ryan met with people individually or as a smaller group, if PPl members of the advisory panel were
unable to attend meetings or if separate follow-up meetings were necessary to discuss pertinent issues
and/or ensure people felt confident to contribute. On some occasions, Vaid also joined these meetings
to maintain their engagement.

The separate SSC included two PPI representatives, Bostock (experienced PPI representative for NIHR)
and Vaid. Vaid reported on PPI activity at SSC meetings.

Training and support

The support needs of lay contributors were overseen by project managers, Martin (University of Oxford)
and Morrissey (Manchester Metropolitan University); this included providing minutes as an audio file
and in traditional written format. Training in how to participate in research and research ethics was
provided to Bebbington and Vaid. Training was provided by Bostock and was arranged jointly for PPI
representatives from other NIHR projects on which Ryan is Pl [both based on learning disability: HSDR-
funded NIHR129491 and School for Social Care Research (SSCR)-funded ‘Bridging the translation gap
between learning disability policy and practice in search of flourishing lives'].

Patient and public involvement: activities and influence during the study

As the project involved interviews and workshops with participants in the discovery and co-design
phases, the research design ensured we were working with the public during the study. This approach
ensured PPl was interwoven throughout the study rather than being a stand-alone activity, and this
approach was strongly encouraged by our two SSC PPI representatives.

Both PPI co-applicants either participated in full research team meetings and advisory panel meetings
when they were available or met with Ryan separately. For example, Ryan and Lambat met online
early in the project with co-applicant Wilberforce to discuss the recruitment of a diverse sample, and
Ryan and Lambat met in Manchester in November 2022 to discuss Lambat’s contribution to the final
stages of the project. Meetings were predominantly via videoconference due to COVID-19. Mindful
that it is not always easy for PPl members to contribute effectively via this route, we invited our PPI
representatives to separate, additional meetings with the project Pl where they were able to elaborate
their thoughts further.

Vaid sat on the interview panel for the appointment of researcher Malli. PPl representation on the panel
provided the team with different insights into candidates and helped candidates to consider questions
from a different perspective.

In the discovery phase of the project, PPl co-applicants Bebbington and Lambat suggested groups of
people and periods in one’s life where one might be lonely as well as keywords around loneliness and
social isolation. Bebbington and Lambat also helped to shape the questions for the interviews with
PWLE, and feedback on the interview topic guide was also sought from three participants after the
first few interviews. Feedback helped to shorten questions and order them in a logical sequence, and
ensured academic jargon was not used.

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



DOI: 10.3310/MYHT8970 Health and Social Care Delivery Research 2024 Vol. 12 No. 27

Patient and public involvement: role in developing outputs and dissemination

Patient and public involvement members have been consulted throughout the project about the
development of the loneliness resource on Socialcaretalk, including the list of summaries that were
written by Malli and Ryan and the content of the catalyst film co-produced from the interview data
(used in the co-design workshops and published on Socialcaretalk). We also connected with relevant
people and organisations on a regular basis, such as advisory panel members from Supported Loving, the
Campaign to End Loneliness and Doncaster Social Isolation and Loneliness Alliance. They will cascade
the project outputs via their networks.

Throughout the project, Monks underlined the importance of the outputs clearly presenting loneliness
as a condition we can all experience. Monks and Menan Mirza both cautioned against the mediums
(and language) we use in our outputs not becoming exclusionary in themselves, a point also raised by a
member of the Doncaster co-design team during the end-of-project event (see Chapter 8).

Lambat voiced concerns about the lack of culturally and religiously appropriate health and social care
resources more widely. This led to a strong focus in recruiting a diverse sample of participants for the
discovery phase public interviews, which was successful (see Chapter 2, Table 2).

Socialcaretalk resource

Ryan held meetings with Monks, Menan Mirza and Vaid to obtain their views on what should be
included in the Socialcaretalk resource as it was in development. Monks and Vaid provided useful
suggestions for ways of presenting users’ stories on Socialcaretalk, such as including poignant extracts
from a diversity of participants to highlight the fact that loneliness is a global problem and to ensure
there is a greater chance that people will connect with the resource. Malli also held meetings with five
participants from the discovery phase interviews to discuss how their experiences are presented on
Socialcaretalk to ensure the resource is accessible. This group felt the example resources shown from
Healthtalk.org (sister site of Socialcaretalk) were written for an audience with too high an educational
attainment; considerable effort was taken to ensure the new Socialcaretalk resource was written in very
plain English.

The resource consists of 21 summaries covering different aspects of participants’ experiences of
loneliness illustrated with video, audio and text extracts from the interviews. Individual summaries were
shared with our PPl and advisory panel members to make sure that they were accessible, resonated
with readers and had no glaring omissions. The feedback was positive, with people reporting that the
summaries were powerful, accessible and wide-ranging.

The various meetings have fed into a revised, less text-heavy and more accessible output for publication
on Socialcaretalk.org. Furthermore, a recent formative evaluation of Socialcaretalk led by co-applicant
Ziebland with Ryan, Martin and SSC PPl member for this study Bostock engaged with potential users of
the platform to develop recommendations for how material is best presented, and these were followed
in development of the loneliness resource.

Catalyst film for service improvement

Bebbington (supported by Davidson) was involved in the development of the catalyst film during its
production. Bebbington and Davidson highlighted areas that were too fast-paced, and requested an
easy-read version of the film. Feedback led to the addition of subtitles, a voiceover for the title of each
section of the film and an easy-read summary to explain the main points of the film.

Lambat reviewed the catalyst film and felt social care commissioners could learn from it as participants
made their points extremely well.
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Academic papers
Advisory panel member Kalpa Kharicha, who was the Chief Executive Officer of the Campaign to End
Loneliness, was a co-author on the first project paper.>®

End-of-project stakeholder event
All PPl members attended the end-of-project stakeholder event, which was held in Manchester in
January 2023. Bebbington introduced the event and briefly talked about her involvement in the project.

Relationship with the study team: lay panel view
Reflecting on his relationship with the study team, PPI co-applicant Lambat said:

As this was the first time | worked with Ryan, the Principal Investigator, | greatly appreciated her meeting
with me personally, face to face. This provided a valuable opportunity to learn more about the research
project and to share how | could contribute given my experience. There were ongoing opportunities

to learn about the progress and to provide feedback. The research administrators were very helpful in
providing guidance on paperwork completion.

Practicalities of patient and public involvement: challenges faced and lessons
learnt

In the last SSC meeting, Vaid reflected on the importance of the careful ending of PPl in a research
project to ensure people are not just ‘dropped’ when the funding ends after being heavily invested in
the process, sometimes for a considerable time. This is an important point which is reflected in our
co-design phase. We will ensure that accessible project findings are shared with our public contributors
at the end of the project, and people will be individually thanked for the contributions they have made.
Furthermore, relationships developed during the project will continue in different ways. For example:

e Lambat and LMCP Care Link have invited Ryan to become a trustee, which will enable the
continuation of a working relationship and the potential for expertise and experience to be
shared reciprocally.

e Following their positive experience of involvement in the project, three PWLE co-design participants
have been recruited to Curious Minds, the PPI group attached to the University of York's research/
practice initiative, The Curiosity Partnership.

We faced challenges finding members of the public to join the advisory panel despite the team having
strong networks on social media and in real life. This was in part due to the impact of the COVID-19
pandemic and the associated disruption it caused.

The nature of the project, examining a co-production approach, meant that PPl was embedded through

the research design. However, we feel that we could have shared more regular updates, particularly
during periods of time when there were few involvement opportunities.
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Chapter 8 Conclusions and recommendations

I n this concluding chapter, we summarise equality, diversity and inclusion and public involvement
across the project and draw out concluding comments about the research. We finish by presenting our
recommendations for the future use of AEBCD in social care settings.

Equality, diversity and inclusion

The participant representation in both parts of the project was diverse (see Chapter 2, Table 2 for
participant identities in the discovery phase public interviews). Active steps were taken in the discovery
phase to achieve this, as a diverse range of different support groups were contacted to ensure that the
sample included different views and experiences. The sample of six people with experience of loneliness
support in the co-design phase included different characteristics (see Chapter 5, Recruitment). This
sample was recruited via participating staff.

The project aimed to be accessible, with easy-read versions of project documents produced for the
discovery phase interviews; time was spent making sure people understood what taking part in the
project involved, and we circulated audio as well as text versions of project meetings. The evaluation
suggested that people were not as well informed as we expected given the steps taken, and we suggest
that producing a clear, one-page graphic that presents the stages of the research and what will be
expected of participants would be useful in future research. This could be reshared at the start of each
meeting to highlight what stage the project is at and what is left to do.

As discussed in Chapter 6, the format of the AEBCD approach we used was not suitable for D/deaf
people, and the Co-design Supporter met separately with this group to discuss the project and share
themes from the workshop held for PWLE. While the workshop format was felt to be an important
part of the process, thinking of ways of increasing the accessibility of this format, or alternative ways of
bringing in people’s views for whom the format is a barrier, is important going forward.

While the academic research team members were white, the wider team including advisory panel,
SSC and PPI groups included members from groups that are under-represented in the field of social
care research. There was a range of experience and expertise across the team, and developmental
opportunities were offered to the researchers and project co-ordinator to attend training courses, for
example being involved in research and the use of Photosymbols (Photosymbols Ltd, Bristol, UK).

Public involvement

As outlined in Chapter 7, our ‘formal’ public contributors were involved with the project from the design
stage, across the discovery and co-design phases and the end-of-project event. We took a flexible
approach to involvement, which meant thinking about how people were able to contribute and how

we could improve our communications and engagement by offering to meet people outside of formal
project meetings and producing audio versions of minutes. Loneliness as a topic is something we could
all relate to, which enabled the development of good working relationships across the team that will
continue beyond the end of the project. It was apparent by the end of the project that people had grown
in confidence in relation to working on a research project.

In summary, the project was immeasurably enhanced by our PPI contributors in many ways, including
keeping us in check and asking critical questions, providing feedback and sense-checking outputs and
resources, offering ideas and thoughts based on individual experiences of loneliness, and helping us
to learn how better to involve members of the public in research. The importance of endings was a
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consideration in the final months, and we will produce an accessible and engaging findings document to
share with our contributors and wider public.

Study limitations

Both phases of the project were affected by the pandemic and associated lockdown conditions.
Fieldwork for the discovery phase was moved online or conducted by telephone, which may have
affected who could participate. The capacity of the Doncaster Project Lead to set up the intervention

in the co-design phase was affected because priority had to be given to urgent tasks in her council

role as a public health lead. Pandemic work pressures also led to smaller than hoped-for numbers and
types of participating staff, which had a knock-on impact on recruiting PWLE, since they were recruited
primarily via staff. COVID-19 also led to a delayed start to the co-design workshops to enable these to
be run in person rather than online, a decision taken in part owing to the topic of loneliness support and
a belief that in-person encounters may better support the development of human connectedness for a
genuine collaboration.

Turnover in the Doncaster project team during the planning stage created temporary challenges for
capacity in setting up the intervention. Towards the end of the co-design phase, the decision to add the
celebration event further extended the period required for evaluation data collection.

Future research

Discovery phase

The experience of loneliness and lack of emotional support experienced by people who are
unexpectedly bereaved is a neglected topic, including the social needs of bereaved people who do

not fit commonly held stereotypes. The findings further highlight loneliness in childhood, relating

to specific exclusionary contexts, an area identified by Mansfield et al.*” Research should identify
government mechanisms and social infrastructures that isolate people, rather than viewing loneliness as
a deficit located within the person. Our findings support other work that indicates loneliness is socially
stigmatised, and it is important to explore factors that contribute to this and ensure interventions do not
unintentionally further perpetuate shame and misconceptions around it.

Co-design phase

Areas for future research are: the costs and opportunity costs of the approach compared to more
‘top-down’ initiatives; exploring the purpose and focus of the catalyst film; the impact of AEBCD as an
intervention for people who use social care services - what this might mean to participants, and the
potential of the approach to generate service improvements; the adaptation of the approach to enable
greater inclusion and accessibility; and exploring whether using AEBCD in a more clearly defined area
avoids some of the challenges identified in this study.

The availability of the catalyst film based on a national sample of interviews and learning from the
current study might help encourage the replication of co-designing improvements in loneliness
support in other geographical areas. Such work could lead to refinements and/or additional suggested
adaptations of AEBCD.

Socialcaretalk.org includes new sections about social care topics with video and audio extracts of
people talking about their experiences. Recent and planned topics include self-funding social care for
older people!® [funded by NIHR Research for Social Care (RfSC)], the experiences of social care leavers
(funded by NIHR RfSC), and the experiences of carers of people with dementia and people with early-
stage dementia (funded by NIHR SSCR). Catalyst films for service improvement are a potential output of
these projects.

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



DOI: 10.3310/MYHT8970 Health and Social Care Delivery Research 2024 Vol. 12 No. 27

Concluding thoughts and recommendations

A strength of AEBCD is the opportunities it generates for developing or enhancing active citizenship
and democratic research practices. Co-production approaches have been linked to the creation of
public value, of satisfying a collective need jointly defined by government and the public.! Loneliness

as a UK government priority increased in importance as an outcome of COVID-19, which acted as an
unexpected backdrop to the project, and it remains a key strategic priority for Doncaster Council. Public
participants in both stages of the research presented compelling accounts of the importance of trying
to ameliorate or ease loneliness and of the complexity underpinning it, not least the importance of
exploring loneliness beyond ‘deficit’ and ‘personal failings’ lenses to broader societal and government
mechanisms and social infrastructures that generate or contribute to it.

There was consistent constructive collaboration across the stages of the project, and across existing
literature and the project findings. The analysis of public and staff discovery phase data sets underlined
how: loneliness is a stigmatised condition; there is a lack of focus on young people; and certain groups
are marginalised or disproportionately impacted by it. The field review, including pandemic-related
research, highlighted consensus around the importance of future research focusing across the life course
rather than on older people, with consideration of inequalities and the differential experiences and
impact of loneliness on diverse groups (see, e.g. Mansfield et al.#’).

We discussed criticisms of co-production approaches more generally in Chapter 1, and we return to
consider these briefly here. Criticisms include costs associated with AEBCD, the administrative burden,
the professionalisation of the process and tendency towards the over-involvement of middle-class
people, and risks of ‘co-destruction’ rather than co-production.®® Oliver et al.*® tabled a set of challenges
and associated costs, which include different priorities and values among stakeholders raising the
possibility of damage to relationships, reputation and credibility, challenges around analysis, framing the
findings, formulating recommendations, dissemination and implementing change.

In this project, these potential challenges did not materialise, and we suggest several factors that may
account for this:

e The recruitment in the discovery phase of people from groups that are under-represented in
research led to the production of a catalyst film that placed diversity firmly at the table for the
co-design phase.

e The co-design phase recruited a small and similarly diverse group of PWLE who brought a set of
experiences that widened the potential scope of what the co-design groups chose to focus on,
enhancing the robustness and relevance of the project findings.

e This was a funded research project with Maddison carefully encouraging ownership of the process
by the Doncaster co-design team while working behind the scenes to ensure that the stages of the
co-design process happened. The research funding covered the costs of venue hire, travel expenses
and an external facilitator for the workshops and the celebration event. It also gave the project an
identity, time-bound momentum and external accountability.

e Loneliness is a condition that everybody is likely to experience to a degree at some point, as
evidenced by the similarities in the priority lists generated in workshops 1 and 2. This sharing of
priorities helped to develop relationships and trust between group members early on.

We suggest this project contributes to the public values mentioned in Chapter 1.1 These contributions
are demonstrated by the strong articulation by working group members of feelings of empowerment
and the importance of being listened to. The development of active citizenship and political value is
apparent in the way working group members discussed how they would take learning from the project
to other settings, and their determination to continue with the work. As one member said at the end-of-
project event: ‘It's an open book for me now to realise what none of us knew before, the information we
found out
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CONCLUSIONS AND RECOMMENDATIONS

The project as a form of loneliness intervention was something discussed at the proposal development
stage and across the project. The strength of feeling and sadness expressed by working group members
at the project ending was unexpected, however, and raised ethical considerations. While the Doncaster
celebration event was not part of the original project design, it created a space for the co-design team to
come together in Doncaster to share and celebrate their work. The end-of-project event in Manchester
enabled Bebbington (supported by Davidson) and Lambat to end, in person, their formal involvement

in a project that had been conducted online for over 2 years although, as discussed in Chapter 7, new
opportunities have been created for ongoing partnership and collaboration.

It was apparent from the start of the project, in discussions about the meaning of social care in relation
to loneliness, that social care is a different context to health care for the use of co-design approaches.
The fuzziness of boundaries between social care, voluntary sector activities and health care at times
means pathways are not well defined, and it may be that some services that get funding from social care
resources do not outwardly market themselves as such, partly due to the stigma associated with using
council-funded services for some people. Our focus on loneliness, for which there is no clear definition,
amplified this lack of a clear pathway, which offered benefits as well as challenges. The co-design
groups had more freedom to take the work in any direction, which could be unsettling, and it was not
initially clear how the work of the groups would fit with the council agendas. However, it also led to the
development of unexpectedly creative and innovative ideas, the future development of which has been
taken up by Doncaster Council and the local Social Isolation and Loneliness Alliance. We finish with a
summary quote from a staff participant, who experienced AEBCD as ‘a valuable tool for connecting on a
human level'.

Recommendations

In designing this project, our focus was on whether AEBCD can be used effectively in a social care
setting, and we looked to its use in health care as a benchmark throughout. The evaluation findings and
end-of-project event discussions suggest that comparing the use of AEBCD in social care to its use in
health is less useful because of the myriad differences between the two settings. This may be because
our focus was on broad community-based provision of loneliness support rather than a narrower social
care service pathway such as needs assessment, which may have had more parallels with healthcare use
of AEBCD.

The strengths of the approach within social care are very apparent, and future research and practice
could explore the following areas: the costs and opportunity costs of the approach compared to

more ‘top-down’ initiatives; the purpose and focus of the catalyst film; the impact of AEBCD as an
intervention for people who use social care services and what this might mean to participants and the
potential of the approach to generate service improvements; the adaptation of the approach to enable
greater inclusion and accessibility; whether using AEBCD in a more clearly defined area avoids some of
the challenges identified in this study; and finally, using AEBCD in multisector improvement efforts, for
example in mental health care, learning disabilities and frailty in old age.

We end with a set of recommendations to start this process, many of which echo wider research on the
conditions for successful organisational change.

Recommendations specific to using accelerated experience-based co-design in social
care

¢ |dentify people or organisations who potentially could have responsibility for implementing
improvements, including finding relevant funding.
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e Identify an appropriate sample of staff and PWLE, taking time to fill gaps in representation of
provision, knowledge and people’s characteristics, and consider whether staff and PWLE have
distinct or shared experiences and how to build on these.

e Allow the necessary time for coalition-building, developing trusted relationships and understanding
different perspectives.

e Ensure information about the research and co-design phase is clear and accessible and reshare this at
the start of each meeting to highlight what stage the project is at and what is left to do.

e Consider whether PWLE and staff participants have pre-existing relationships or should be selected
on account of these, and the impact of having or not having such relationships.

e Consider opportunities for co-design group members to continue contributing their expertise.

General recommendations

e Ensure good facilitation of the workshops and the co-design group work. Facilitation is especially
important for agreeing ground rules and creating the right atmosphere for the honest sharing, open
discussion and mutual respect required for the process.

e Ensure that paid staff involved in the co-design - whether as participants or supporting the process
itself - have protected time for the work involved.

e Be clear about processes, aims and roles from the outset. This includes taking time to explain the
EBCD process of small groups working over an extended period and being clear about the time
commitment involved. In small group work, ensure expectations, goals and roles are discussed and
agreed. Remember to discuss how and when the co-design process will end.

e Ensure that groups are large enough to represent all relevant parties. Not all members will be able to
attend all meetings, so an over-representation of PWLE can help ensure individuals do not become a
lone voice for PWLE in some meetings.

o Keep the first two workshops separate - one for staff and one for PWLE. This helps to create safe
spaces where participants can build trust and think about issues from their perspective.

e Consider aspects of the process which may exclude some people, such as the workshop format, and
any adaptations to accommodate these, for example to enable deaf people to participate.

e Ensure co-design group participants know that they can seek outside views and bring in external
experts, as necessary.
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