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Abstract

Improving community health networks for people with
severe mental illness: a case study investigation

Vanessa Pinfold,’ Daryl Sweet,! lan Porter,2 Cath Quinn,2
Richard Byng,? Chris Griffiths,3 Julie Billsborough,

Doyo Gragn Enki,?2 Ruth Chandler,4 Martin Webber,>
John Larsen,3 John Carpenter® and Peter Huxley”

TMcPin Foundation, London, UK

2Primary Care Group, Peninsula Schools of Medicine and Dentistry, Plymouth University,
Plymouth, UK

3Rethink Mental lliness, London, UK

4Sussex Partnership NHS Foundation Trust, West Sussex, UK

5International Centre for Mental Health Social Research, University of York, York, UK

6Department of Social Work and Applied Social Sciences, University of Bristol, Bristol, UK

7Centre for Social Work and Social Care Research, University of Swansea, Swansea, UK

*Corresponding author vanessapinfold@mcpin.org

Introduction: Policy drivers in mental health to address personal recovery, stigma and poor physical health
indicate that new service solutions are required. This study aimed to understand how connections to
people, places and activities were utilised by individuals with severe mental illness (SMI) to benefit health
and wellbeing.

Methods: A five-module mixed-methods design was undertaken in two study sites. Data were collected
from 150 network-mapping interviews and 41 in-depth follow-up interviews with people with SMI;
in-depth interviews with 30 organisation stakeholders and 12 organisation leaders; and 44 telephone
interviews with practitioners. We undertook a three-stage synthesis process including independent lived
experience feedback, and a patient and public involvement team participated in tool design, data
collection, analysis and write-up.

Results: Three personal network types were found in our study using the community health network
approach: diverse and active; family and stable; formal and sparse. Controlled for other factors we found
only four variables significantly associated with which network type a participant had: living alone or not;
housing status; formal education; long-term sickness or disability. Diagnosis was not a factor. These
variables are challenging to address but they do point to potential for network change. The qualitative
interviews with people with SMI provided further understanding of connection-building and resource
utilisation. We explored individual agency across each network type, and identified recognition of the
importance and value of social support and active connection management alongside the risks of isolation,
even for those most affected by mental illness. We identified tensions in personal networks, be that
relationships with practitioners or families, dealing with the impact of stigma, or frustrations of not being
in employment, which all impact on network resources and well-being. The value of connectedness within
personal networks of people, place and activity for supporting recovery was evident in shaping identity,
providing meaning to life and sense of belonging, gaining access to new resources, structuring routines
and helping individuals ‘move on’ in their recovery journey.
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ABSTRACT

Health-care practitioners recognised that social factors were important in recovery but reported system-level
barriers (workload, administrative bureaucracy, limited contact time with clients) in addressing these

issues fully. Even practitioners working in third-sector services whose remit involved increasing clients’

social connection faced restrictions due to being evaluated by outcome criteria that limited holistic
recovery-focused practices. Service providers were keen to promote recovery-focused approaches. We
found contrasts between recovery ideology within mental health policy and recovery practice on the
ground. In particular, the social aspects of supporting people with SMI are often underprioritised in the
health-care system. In a demanding and changing context, strategic multiagency working was seen as
crucial but we found few examples of embedded multisector organisation partnerships.

Conclusion: While our exploratory study has limitations, findings suggest potential for people with SMI to
be supported to become more active managers of their personal networks to support well-being regardless
of current network type. The health and social care system does not currently deliver multiagency
integrated solutions to support SMI and social recovery.

Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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This is not a full glossary but contains key terms used in the report, where clarification might be required,
on how the study team have applied a particular term. Where words appear in bold, they are also defined
in this glossary.

Alters These are the people in an individual's personal network: the ties to which an individual
is connected.

Community health network This term was devised by the study team when submitting the original
research proposal for funding; it is not a term found in published literature. It refers to the multilevel focus
of networks taken in this research considering connections through people, places and activities.

Ego In social network analysis, ego refers to the individual at the centre of the network: the person whose
personal network is being studied.

Joint Strategic Needs Assessment Joint Strategic Needs Assessments analyse the health needs of
populations, physical and mental health, as well as the well-being of individuals and communities, to
inform and guide commissioning of health, well-being and social care services within local authority areas.

Network density Network density means how interconnected a person’s social network is: the
proportion of possible ties between the alters in an ego’s network that actually exist. The more a person’s
social network ties know (are connected to) each other, the denser the network. We measure this
structural feature in our study using a network efficiency score.

Network enhancement or network development or connection-building (used interchangeably)
These refer to a person-centred goal-led approach for practitioners to work with people with severe
mental illness to actively manage their network of connections to people, places and activities. It does not
imply normative assumptions that healthy networks should grow, but looks at active steps to manage
networks at a point in time and could include strategies to reduce connections to enhance well-being.
Rather than a top-down intervention approach, we use these terms in relation to personal goals and
building individual agency to achieve them.

Patient We tended not to use this term in the report to describe people with mental health problems
using services. However, this is a term used widely by general practitioners, and it features in many of the
direct quotations. It also appears to describe hospital treatment when people were inpatients.

Personal network We use the term ‘personal network’ to refer to individual-level social networks.
Personal networks in this study were an individual’s connections to people, place and activity, mapped
using the community health network approach. We use this term rather than the commonly used
‘egonetwork’ as ‘personal network’ has more conceptual clarity to the non-network specialist.

Patient and public involvement This term is used by the funder — the National Institute for Health
Research Health Services and Delivery Research programme — to describe the involvement of direct
beneficiaries of any research, within a research project. In this study, patient and public involvement is
the involvement of people with mental health problems who had worked in various roles alongside the
research team and as part of the study team.
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Resources Resources were measured in three ways in our study: (1) assets within the community including
both people and places — a library, a park, the clinic, dentist, general practitioner, gym instructor; (2) social
capital or health assets accessed/exchanged within individual lives including personal resources — friends,
family and colleagues; (3) inner resources such as self-esteem, self-confidence, inner determination that have
been collectively assessed in this study to understand the impact on well-being.

Severe mental illness Also known as serious mental illness or severe and enduring mental health
problems, this was defined using the diagnostic criteria in the Mental Health 8 indicator under the primary
care Quality Outcomes Framework, with a focus on adults of working age and excluding those with a
primary diagnosis of personality disorder or dementia and those with chaotic drug or alcohol use.

Social capital In this report we focus on social capital measured at an individual rather than community
level. Seen in this way, social capital refers to the availability of social resources that were accessed by an
individual through their social network.

Social network In the formal sense used in social network analysis, social network refers to features
regarding the specific structures and features of social ties between sets of actors that make up a network.
The term is also often understood in a lay sense to refer to social relationships more generally.

Well-being Well-being is a term with various meanings. In this report, we use well-being in reference to
the Short Warwick-Edinburgh Mental Well-being Scale, which defines mental well-being as individuals
realising their own abilities, coping with ordinary stresses of life and working efficiently and purposefully,
as well as making a contribution to the community.
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Plain English summary

his research aimed to understand the personal networks of people with severe mental illness (SMI) —

connections between people, places and activities — using an approach termed the community health
network. The idea was to look at how personal networks were structured, impacts on well-being and the
role of practitioners and organisations in accessing resources.

A five-module design was used across two study sites including a patient and public involvement team.
Network data were collected from 150 people with SMI and there were 41 follow-up in-depth interviews;
42 organisation stakeholder or leader interviews; and 44 practitioner interviews.

Three types of personal networks were identified in the study sample: diverse and active; family and stable;
formal and sparse. All networks included people, places and activity connections. Important factors for
well-being included having close relationships and involvement in social and structured activities. Networks
were important in shaping people’s identity, for example through hobbies, work or relationship roles.
Helping people with SMI become motivated to engage in activities was an important role; as one
participant emphasised ultimately ‘it is down to me’ but practitioners can assist the process. Service
providers acknowledged personal networks were important for recovery but recognised that the social
aspects of supporting SMI, such as friendship and wider connectedness, can get overlooked.

The study identifies potential for people with SMI to become more active managers of their own networks,
and roles for practitioner and service systems supporting this process.
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Scientific summary

Introduction

Policy drivers in mental health to address personal recovery, stigma and poor physical health indicate new
service solutions are required. Reconfigurations to health services highlight a need to understand the
resources that individuals with severe mental illness (SMI) access and the balance of formal and informal
connections to support well-being for this population. Our study was carried out to understand how social
contacts, meaningful activities and places that people with SMI had connections with were utilised to
benefit health and well-being. We examined what happened in people’s lives using a network-mapping
technique termed the community health network (CHN) approach; how community assets were used

to support recovery; and the influence of primary care and secondary mental health practitioners in
personal networks.

Study aims

The main aim of the study was to understand the personal networks of people living with SMI from their
own perspective and how personal well-being was supported by resource exchanges. Through this, we
come to better understand how personal networks of people with SMI may be supported by practitioners
and mental health providers. Specific research questions were:

1. How do people with SMI use their personal networks to support their health and well-being?

2. How do community-based practitioners and organisations support people with SMI to use their
personal networks to support their health and well-being?

3. How do primary care, community-based mental health providers and other organisations work together
to develop personal networks for people with SMI to improve their overall health and well-being?
What were the barriers and enablers to achieving this?

In our study the use of the term ‘network’ had two meanings:

® as a technical term in the field of social network analysis to describe the structure of ties between
different nodes such as people or organisations

® as a lay understanding of networks and networking which describes connections and relationships
more generally.

Methods

A five-module mixed-methods design was undertaken in two study sites. A patient and public involvement
team participated in tool design, data collection, analysis and write-up:

® in-depth interviews (n = 30) with organisation leads to understand the local service and policy context
for supporting people with SMI

® network mapping of individuals with SMI (n = 150) to collect personal network data on people, places
and activities as well as measures of social capital, well-being and health functioning

® in-depth follow-up interviews (n =41) to explore how individuals with SMI managed and developed
their connections over time.
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Practitioner telephone interviews (n = 44) with general practitioners (GPs), psychiatrists, care
co-ordinators and third-sector staff to understand their role in facilitating growth of social, activity

and place connections.

In-depth interviews with 12 stakeholder leaders in primary care, commissioning and mental health
service delivery organisations to share study findings and gain policy updates.

The study was largely descriptive but we undertook detailed interpretative analysis, following a
three-stage synthesis process including independent lived experience feedback, to build explanations
to support our conclusion and recommendations addressing the ways in which people with SMI shape
their personal networks and the potential for services and practitioners to work alongside them.

The primary analyses described personal networks and revealed critical issues about locality and
organisational context:

Three types of personal networks of people with SMI were generated by k-cluster analysis to
understand heterogeneity within and similarities between people in our study in terms of network
characteristics: diverse and active; family and stable; formal and sparse. These incorporated dimensions
of people, place and activity, an approach that was broader than measuring social ties alone.

Only a few factors in our data set explained variance in network type, and the significant factors found
could potentially be altered, although this was challenging to do: living alone or not; housing status;
formal education; long-term sickness or disability. Network type differed significantly by diagnosis but,
when controlled for other factors, did not explain variance; though participants in the schizophrenia/
psychosis group had significantly fewer social ties than other diagnostic groups, 42% of this group had
diverse and active network types.

Some key observations about network types:

Diverse and active networks had higher numbers of people, place and activity connections.

Those with these networks had the highest proportions of new connections and highest network
satisfaction. Qualitative analysis found active management of connections, resources and

network opportunities, but that big was not always better. Diversity and variety could be associated
with enhanced personal well-being and more durable networks, but for some people connectedness
caused stress and distress. Manageable routines were important and stigma featured prominently;

as networks diversified, the potential for mental health discrimination increased.

Family and stable networks had the highest access to social capital and health resources, but lower
levels of activity and place connection than diverse and active networks. Participants with these
networks spent most of their time at home but tended to live with others. Qualitative analysis
found high levels of social support and building blocks for wellness and recovery through family
connections; however, such support could also restrict access to wider social capital and well-being
resources. Reciprocal relationships were highly valued.

Formal and sparse networks were significantly smaller with lower access to social capital and health
resources, poorer functioning and well-being. They were the least active, having fewer friends,
family and wider contacts, and practitioner contacts were more dominant. Qualitative analysis
found mental iliness featured most strongly in these networks framing decisions and experiences.
We found agency in some of these networks, despite limited resources, and potential building
blocks for recovery; others needed help identifying potential opportunities. Formal and sparse
networks were sometimes considered beneficial for supporting individual well-being. Strength

was also gained from identities developed away from diagnostic labels and there were signs

of resilience and determination to move on from mental illness. These networks also revealed

the resentment that some people feel when relying on practitioners to support mental health

and well-being.
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The study investigated access to health and social capital. We found these resources were mostly
accessed through family and friends, with practitioners generally having a more limited role, although
practitioners were more prominent in networks lacking informal social support. Connections to
activities, including employment, and places were important, as they were gateways to social ties.
Our study participants had access to lower social capital than the general population.

The qualitative interviews helped us to explore heterogeneity within the study population. We found
individual agency across all network types and surfaced tensions, including relationships with
practitioners or families; dealing with the impact of stigma; employment and financial frustrations.
The value of connectedness in countering the risk of isolation and loneliness within personal networks
and supporting recovery was evident. Connectedness shapes identity, providing meaning to life and
sense of belonging, gaining access to new resources, structuring routines, helping individuals ‘move on
in their recovery journey.

Networks in London showed more bridging capital properties, with higher numbers of wider contacts
and access to more diverse relationships and place types. These networks had fewer family contacts,
and lower social capital.

Networks in the south west showed more features of bonding capital with close family and friend ties
and dense interconnected lives. Challenges for practitioners lie in working with individuals with
networks where family ties were negative or absent.

Health-care and third-sector providers were reportedly keen to promote a recovery-focused approach.
In a demanding and changing context, we found a contrast between recovery ideology, contained in
mental health policy, and recovery practice, with few specific examples of how social interventions and
outcomes were prioritised within and between organisations.

Health-care and third-sector practitioners, including GPs and psychiatrists, recognised social factors
were important in recovery but reported system-level barriers (workload, administrative bureaucracy,
limited contact time with clients). Skilled care co-ordinators acknowledged the importance of network
development but currently did not believe they had enough time to sufficiently focus on ‘the social’.
The health and social care system currently does not deliver fully integrated multiagency networking
solutions to support SMI and recovery. We also found competing tensions in policy agendas shaping
provision of mental health services; primary and secondary care were not using the same approach to
the management of SMI.

I

Perhaps the most striking issue emerging through our work was the heterogeneity of personal networks.
The three types generated by the cluster analysis provide another lens for policy-makers and practitioners
to view the lives of individuals with SMI without reducing the diversity of experiences and meaning
located in personal networks. We found that, as well as a pattern of interactions with people, places
and activities, personal networks generated a map of meaning, helping others to understand SMI and
connectedness, identity, recovery, stigma and resilience as well as providing insights into the social
management of well-being.

Individual agency in developing and maintaining networks was found, but many people with SMI require
support. Identifying the building blocks of individual agency, which can be nurtured with the help of
others, is a vital aspect of recovery, particularly where individuals lack belief in themselves and

inner resources.

Service systems appeared to thwart the agency of practitioners, creating obstacles to person-centred
outcome-focused care, even within the third sector, where people wanted to work in this way but were
restricted by commissioning arrangements. Developing the personal networks of individuals with SMI
was not an organisational priority in the way that management of symptoms, medication and risk was.
As long as this remains the case, it seems unlikely that this population will be able to build personal
networks that make use of the full potential of inner and external resources.
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This was an exploratory study piloting the CHN approach, adding places and activities to social networks
as a means of understanding the lives of people with SMI. The approach allowed consideration of what
connections were important to individuals as well as what was missing. Many participants reported the
mapping interview useful as a way of reflecting on their circumstances, and at follow-up interviews some
reported already making changes.

The study has a number of limitations. It was carried out in two geographically distinct areas but these
were not representative of the UK as a whole and sample bias in the network-mapping component from
low response rates (24% in the south west and 15% in London) weakens conclusions. For example, we
cannot be sure about whether one network type is more dominant in the whole SMI population or not,
or indeed if other network types exist. Findings must be viewed in this context.

The network types produced through clustering are, however, a potentially useful way of viewing the lives
of people with SMI, providing an alternative to mainstream diagnostic symptom clustering. The following
developments are recommended as a consequence of the research:

Developing the CHN methodology as a tool to understand connectedness and support recovery.
Important elements of networks are recognised within recovery frameworks, and practitioners draw on
aspects of this work in current practice, particularly meaningful activities and social support. Having

a structured approach to social and community asset mapping could support more social interventions
in mental health care. A connectedness tool would require adaption of a research process into a
clinical intervention.

The need for improved organisational collaboration. Several service ‘silos’ were in operation and we
found there was a significant community resource knowledge gap; many practitioners rely on their
own interests and professional networks to learn about community opportunities to support clients.

A system that could encourage interorganisational community information sharing, and ideally
practitioner and service use feedback on the value of local resources, was recommended. It was
acknowledged that keeping such a system updated would be a major challenge.

Supporting people with SMI to make active use of social resources. Meaning and direction must come
from people with SMI themselves but practitioners have a vital connection-building role, in part by
showing that networks and the resources within them matter to recovery, alongside medication and
psychological therapies. Organisations also have a key role to play and, in times of change or
restructuring, this includes planning how changes in community resource levels might impact on
vulnerable populations such as people with SMI.

Primary care. GPs need a greater understanding of the value of social recovery for SMI. They also need
to develop closer working relationships with other providers; particularly the third sector when
providing for individuals who have been discharged from secondary services.

Health and social secondary care. Skilled care co-ordinators acknowledge the importance of network
development, but need support to make it a larger part of their role. Creating shared care processes
with primary care and the third sector will become fundamental in the management of SMI; being alert
to the importance of connectedness through people, places and activities should feature in

care planning.

Mental health third-sector services. They have an important network development role linking,
facilitating, empowering and encouraging, but often in isolation from other services. They could
develop these models further and include group and peer elements; and are likely to be more efficient
if more closely linked to primary and secondary care.
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e Commissioning. A crucial gap in practice was the lack of any overarching framework for the provision
of services to people with SMI following a recovery approach. Social outcomes of care are largely
absent in the current NHS outcomes framework which applies only to secondary care. Building a set
of social outcome indicators for SMI and including network indicators that operate across service silos
would incentivise joint working and promote social inclusion. New models located in primary care are
worth exploring. Payment or incentive systems would need to be developed; existing direct payments
or emerging payment by results tariffs could be utilised.

Recommendations for research

We recommend research be undertaken to develop and evaluate a simplified version of CHN mapping as
a formulation and monitoring tool with therapeutic benefit through its effect on individualised outcomes.
It could be used in primary care, secondary care and shared care models of mental health provision.
Research could examine which practitioners, including peer support workers, are best placed to deliver
CHN mapping, and the potential for a version which individuals with SMI use without support. It would
also enable further exploration of heterogeneity in networks, assessing connectedness and personal
network meaning for different subgroups recruiting larger population samples to further develop
network-type clusters.

Funding

The National Institute for Health Research Health Services and Delivery Research Programme.
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Chapter 1 Introduction

Study overview

This research study was carried out to understand how personal connections of social ties, activities and
places of people with severe mental illness (SMI) were structured and had evolved in their local community.
The purpose was to explore the impact of these connections on well-being, through people’s ability to
utilise and exchange resources, and their influence on personal roles and identity. The study both mapped
and documented what individuals described as important for well-being and explored the meaning of
these connections; our epistemological approach worked between a realist stand point’ building on
positivist traditions and a socially constructivist approach which emphasised changes over time and situated
meanings.? Individual members of the research team understood the principles underpinning both of these
approaches, and what they contributed to the research as a whole.

The study examined what happens in a personal network of people, place and activity connections using
people’s own accounts; how community assets were used to support recovery from SMI; and the role of
primary care and secondary mental health practitioners.

The research was interested in:

® Inner resources: we approached this by describing the capacity within individuals to direct their own
lives, make decisions and choices as well as reciprocally supporting others.

® Personal relationships and social resources: we approached this by describing the personal relationships
people had with others and the links and roles they had within social groups. These were positioned
within specific sociocultural contexts and constitute a social framework that generates subjective
meaning and value to life.

® Meaningful activities and places as resources: we approached this by describing the everyday routines
that people adopt and assessing those that were social or lone activities, those that were structured or
unstructured, in meaningful place settings and their impact on well-being.

® Organisational composition and collaboration: we approached this by describing formal organisations
and groups existing within a local geographical area and the way in which these, through their
practices, link together in terms of formally agreed or informally constituted working relationships.

The role of social networks for managing mental health and chronic illness has long been established.

The Team for the Assessment of Psychiatric Services (TAPS) study in the 1990s*® documented the impact
of deinstitutionalisation on the social networks of people with SMI. Studies of chronic illness have
examined aspects of social support within social networks and particularly the role of the family with
positive and negative impact on outcomes.®’” A recent conceptual framework for personal recovery in
mental health® identifies five processes including the importance of social networks as a dimension

of connectedness, and having a purpose or meaning in life including roles and goals. It builds on previous
conceptual work defining stages of recovery.®'® Having friends was important for recovery, and connecting
with others through shared interests and activities can be therapeutic, although not all relationships and
social interactions are experienced as positive or supportive.”" Activities can provide structure and meaning,
and the benefits of volunteering and work are well documented for people with SM1."? Conceptual
definitions of recovery also emphasise the importance of personal responsibility in recovery — people as
active agents in driving change in their lives.® The five ways to well-being approach™ highlights areas that
are of interest for building social connections: connect, be active, take notice, keep learning and give.
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INTRODUCTION

People’s lives are affected by service structures, policy changes, the economy and other structural
determinants. For people with SMI, primary care services and general practitioners (GPs)' are increasingly
important both as a monitor on physical health problems, incentivised through the Quality Outcomes
Framework (QOF), and as a lead provider of care for people with mental health problems. Research has
found a high proportion of cases of SMI are supported solely by a GP (31%) or with minimal secondary
care input.”™ This was not a new finding. A review of the role of family practitioners reported about
one-quarter of people with schizophrenia saw only their GP'® and only 64% of sampled service users were
in contact with a psychiatrist.” However, there was a specific current discourse that many GPs were less
keen on supporting people with SMI than other medical conditions,'® GPs lacked specialist knowledge
and skills" and they had clear ideas that the role should be limited to physical health checks and
medication.?®?" In the context of recovery-focused services, the dominance in primary care of a chronic
illness management model was important to acknowledge.?

This research study considered both the individual with SMI and the systems in which they lived; it
collected research data from people with SMI, community and health-care organisation leaders, and
practitioners working with people with SMI to gather their own perspectives. Community health network
(CHN) was conceived by the research team for the initial research proposal to help articulate the focus of
the study. It was not a concept that was found in published literature. We instead started this study by
exploring research that might explain connections to support health, well-being and recovery underpinned
by several connected theoretical frameworks: social capital; social network analysis (SNA); and personal
recovery (Figure 7). The focus of the investigation was the individual and their personal lives linking social
contacts (relationships), activities (things people did) and place settings (where people went). Resource
exchanges shape connections to people, places and activities and we emphasise agency and active strategy
in our network approach.? We examined the lives of people with SMI using a network methodology and
follow-up qualitative inquiry in order to understand possible health and well-being protective or facilitating
factors and conditions. The study was exploratory and as such did not provide evidence to explain the
variations we observe or infer causality; we can only describe the observed trends and provide possible
explanations, leaving further research to test these suggestions. Our approach allowed an analytical
perspective directing focus on individuals with SMI and how services and community resources may best
support them, rather than taking services and systems as a departure point.

Mechanisms under
investigation

Theoretical

HEINENIS

e Social capital * Networks of e At the level of
* Social network people, place and person with SMI:
e Personal recovery activity well-being
e Structural (recovery
determinants outcomes)
mediated through ¢ At level of services
the network and community:
e Individual agency recovery
® Resource flow and approach and
exchange resource
* Practitioners’ availability
recovery approach
and contribution
to network
facilitation
- J - J & J

FIGURE 1 Study approach to exploring networks of people with SMI.
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Study aim

The main aim of the study has been to understand the personal network of people living with SMI from
their own perspective and how their well-being, as well as mental and physical health, was supported by
resource exchanges alongside roles of external structures and individual capacities using a CHN approach.
Through this, we come to better understand how they could be supported by practitioners using network
facilitation strategies, if these were prioritised by providers of mental health care, which could involve
shrinkage or expansion of current people, place or activity connections.

Research questions

1. How do people with SMI use resources in their personal networks to support their health and
well-being?

2. How do community-based practitioners and organisations support people with SMI to use their
personal networks to support health and well-being?

3. How do primary care, community-based mental health providers and other organisations work together
to develop effective personal networks for people with SMI to improve their overall health and
well-being? What were the barriers and enablers to achieving this?

Research objectives
In order to answer the research questions, the following objectives were specified:

1. to map the personal networks utilised by people living with SMI to support their health and well-being
using the CHN approach

2. to identify practitioners and organisations in primary care and community health services that contribute
to developing effective personal networks for people living with SMI

3. to identify the enablers and barriers to organisations collaborating to provide effective support to
people to develop their personal networks

4. to provide recommendations for practitioners, managers, service users, and health and well-being
boards for organisational changes to establish and support, if appropriate, the CHN approach.

In our study the use of the term 'network’ needs careful clarification. It has two meanings. Firstly it was
used as a technical term used in SNA*? to describe the structure of ties between various nodes such

as people and organisations.?®?” Secondly it was used in a more general or lay sense to describe the
connections to people, places and activities. Throughout the report care was taken to minimise the use of
network as a general term, to avoid confusion with SNA, but at times it was included because this was
an appropriate description of resource flows and connections within an individual’s life.

Policy context

The study’s policy departure point was longstanding preoccupations about the need for person-centred
care provision in mental health and also three important mental health policy developments:?®

® Addressing the poor physical health outcomes of people with SMI. Research shows that this group are
dying up to 25 years younger than the general population.?®!

® Addressing the stigma of SMI: combating stigma and discrimination through co-ordinated
awareness-raising and behaviour change programmes targeting multiple audiences, including
people with SMI, to address self-stigma.?3*
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Building recovery-focused mental health services acknowledging the importance of person-centred
health and social care driven by the needs, goals and aspirations of an individual. The approach
emphasises that personal recovery is different from the absence of clinical symptoms of mental illness.
The individual with SMI leads the process of recovery towards ‘a life worth living" with services
supporting the development and achievement of personal goals, hopes and dreams.®’

These led us to the conclusion that, in order to develop appropriate person-centred services, a much
greater understanding of what individuals’ personal networks of connections currently consist of and how
individuals and practitioners contribute to these was needed. This would complement the primary focus
of most service delivery: assessment, diagnosis and treatment with National Institute for Health and Care
Excellence (NICE)-recommended interventions that emphasise medication management and psychological
therapies for SMI.383°

Since the research project was commissioned, a new mental health strategy and implementation
framework has been published®**“° and other significant mental health policy developments have been the
introduction of the NHS outcomes framework®' alongside changes to commissioning arrangements within
the NHS. The ambition of the strategy was that:

More people with mental health problems will recover: More people who develop mental health
problems will have a good quality of life — greater ability to manage their own lives, stronger social
relationships, a greater sense of purpose, the skills they need for living and working, improved chances
in education, better employment rates and a suitable and stable place to live.

Introduction of local Clinical Commissioning Groups (CCGs), health and well-being boards and directors
of public health within local authorities from April 2013, informed by joint strategic needs assessments
(JSNAs) of health and social care needs in the local population, provide another opportunity to reshape
mental health service provision. In this structural change context there have been budget pressures, with
public finance reviews driving cost reductions across all government departments in England.

The academic literature context for this study was extensive. We undertook a focused and thematic
background literature review of key themes that influenced how we studied the networks of people

with SMI. We searched published literature and reports for factors that influence network composition,
structure and outcomes, identifying in particular studies that had worked with people with mental health
problems. The aim was to produce a list of potential factors for data collection to cover, or make explicit
decisions to exclude. The key search terms included diagnoses and recovery as well as people-, place- and
activity-related words.

An important context for the study was emerging work around recovery and mental illness that challenges
services to undertake a values shift.*' A central process within recovery theory is empowerment.? Personal
recovery is a person-centred concept, led by the individual focusing on their strengths, not deficits;*

an active sense of self, including a determination to get better with a role for the person themselves in
this process, was a feature.*® Recovery pathways are often coproduced; people may require help to

‘own’ and lead their recovery journey but with the right kind of support can get to a place of greater
self-determination. The study team were, however, aware that theory underpinning the recovery
‘movement’ was still developing, and wanted to contribute to this through empirical work rather than
basing methods on it. We were also mindful of the wider pitfalls of normative assumption modelling and
had been aware of assumptions such as ‘big was better’ in respect to social ties, meaningful activities

and place-based connections, over-riding individual preferences linked to coping strategies, life context and
health decisions. Much of the social network literature in mental health focused on social network size or
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number of relationships, reporting how people with psychosis tended to have smaller social networks than
the general population.**4* Other research acknowledged that the nature of networks and their quality
were as crucial as size.*® While there may be potential benefits from larger social networks, we note the
potential for negative effects of social relationships. We need to treat with caution the idea that larger
social networks are a desirable and manageable outcome for all individuals. The team had therefore
explicitly adopted a person-centred critical approach to the research, seeking to understand how people’s
life-worlds can be examined through the lens of social, place and activity connections, and had not
reviewed normalisation literature or any associated studies.

For some people and in some stages of illness, smaller networks of key contacts may be perceived as more
comprehensible, manageable and meaningful, drawing on a sense of coherence theory, rather than a
large network of ties that may lack emotional closeness and involve a complex set of roles or stressful
relationships. Antonovsky's sense of coherence theory regards coping and adapting in life as an active,
dynamic and continuous process. A high level of sense of coherence was health promoting, predictive of
how well people manage stressors and stay well.*’*® Problems with social cognition associated with
schizophrenia may also make relationships difficult to manage.* Moreover, the quality of relationships may
be more important to well-being and recovery than the number of ties.*® The approach was informed by
critical realism and took a mixed-methods approach to enable the socially constructed and situated
elements of meaning-making to be balanced against the quantitative network data. Social network
studies had called for more qualitative work to understand the relative value of network characteristics
and explanations for differences in network size, satisfaction, social support and well-being.>’ The
mixed-methods approach adopted in this study assisted us with balancing network characteristics with
meaning mapping.

Health and well-being

'Health’ was defined in 1948 by the World Health Organization as ‘a state of complete physical, mental
and social well-being and not merely the absence of disease or infirmity’.>* This has been contested but no
new international definition agreed, though the British Medical Journal reported that global conversation
has suggested health be defined as ‘the ability to adapt and self-manage in the face of social, physical,
and emotional challenges’ (p. 343),% recognising health was personally defined. Well-being has been less
clearly defined.>* A recent review of well-being®> proposed ‘a new definition of wellbeing as the balance
point between an individual’s resource pool and the challenges faced’ (p. 230). Resources and challenges
referred to the psychological, social and physical. These definitions bring concepts of health and well-being
closely together but, as in the recovery literature, allowed for individuals with significant psychiatric
"disorders’ to achieve a sense of well-being.s*

It is well established that attention is needed to improve the physical health of people with SMI*® because
of consistent findings that their health was poorer than the general population.?' Health issues include a
higher prevalence of cardiovascular disease,* diabetes,®® obesity®' and a shorter lifespan, estimated at
13-30 years less than the general population.®? Our study deliberately sought to understand the
connections people with SMI have, to address the neglected focus of physical health. The reasons behind
these physical health issues appear to include both lifestyle factors as well as consequences of treatment.
Antipsychotic medications are linked to weight gain and metabolic dysfunction, which in turn has a
negative impact on quality of life.®® A recent systematic review of evaluations of health behaviour
interventions designed to improve physical health in people with SMI found that the majority produced
positive effects.®* One of the successful mechanisms in such interventions was increased regular physical
activity within the local community, but sustaining engagement was challenging.®>% Within this study we
were interested in the potential of network interventions for addressing health inequalities. Data were
collected about strategies for maintaining physical and mental well-being.
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INTRODUCTION

The recovery approach

The recovery approach has been adopted by secondary mental health services. Its underlying theory is still
in the early stages of development and includes several threads: (1) that the outcomes of interest include
non-disease-specific constructs such as having a purpose or meaning in life; (2) that individuals should

be central to setting goals and decision-making; (3) that engaging in a wide and inclusive range of
activities and relationships will improve outcomes;*? and (4) that practitioners and services should work
alongside and support individuals with mental illness rather than impose treatments based on disease
labels.™ There was strong policy leadership for recovery-orientated practices in the UK, and staff
development and training programmes were beginning to show how to work in recovery-orientated
ways.®” 8 In this study we were able to explore aspects of recovery, such as community engagement,®
housing,”® employment,’® stigma’' and social skills development,” using a network perspective. The goal is
for greater social inclusion and active citizenship for marginalised groups including people with SMI. Our
network-mapping approach may help shed light on the extent to which individuals are integrated into the
community or living in isolation.

A key resource within recovery-orientated mental health services was practitioners, who will need new
education and training and new skills such as coaching techniques.” Services needed to adopt a
different values base, requiring significant changes to practice, services and culture.** A review of
recovery-orientated practice guidance found lack of clarity and suggested that four practice domains
provided focus: promoting citizenship; organisational commitment; supporting personally defined
recovery; and working relationships.” Our study explores the practitioner perspective of their role in
network development, assessing the place of social interventions as a treatment priority in primary and
secondary care.

Social networks, social support and friendship

Within the field of mental health, literature on social networks, social support and friendship overlapped.
We provide only a brief summary of key points in this section. One qualitative study which influenced

this project investigated friendship in the UK.” It explored individual micro-social worlds to understand the
‘role of friendship as a form of social glue’ (p. 156)” shaping social life. Acknowledging the trap of
deterministic labelling, the authors did look at how factors such as gender, education, ethnicity and age
impact on friendship. In using a CHN approach to understand the range of friendship resources (confidant,
emotional support, practical assistance and playmate), demographic information on social ties may be
important alongside establishing how, when and why different relationships matter at points in time.

Social network analysis has been used to understand connections to people, places and meaningful
activities.”®’” A fundamental assumption of SNA was the importance of dynamic structures to understand
observed behaviours and outcomes: the connections that individuals had; the impact of their actions and
beliefs; access to resources; and outcomes through various socially constructed mechanisms.?*?* Social
network approaches allow examination of the social structure of connections that individuals have, and
have therefore been used to understand how social capital’® and social support’ are accessed. However,
the approach has been critiqued as paying insufficient theoretical attention to the role of human agency
and culture alongside social structures in explaining network transformations.®’ In this study we seek to
understand the dynamic interplay of socially structured and creative human actions on personal networks
of people with SMI.

Social network studies of people with SMI have often used counts of relationships rather than formal social
network structural measures as shown by Macdonald et a/.%* and studies comparing people with SMI with
the general population.*®®' Early work in the 1990s, such as the TAPS study, found people with SMI had
small networks which did not increase in size after leaving hospital but the quality of relationships
improved; while living in the community was much preferred, little social integration was achieved.™
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A study in Sweden reported similar results®' and emphasised the link between negative symptoms and
social interaction. This finding has been replicated in studies which had also reported a lack of social
support, and unmet needs around social interaction and community belonging.?2# Studies which
examined composition of social networks of individuals with psychosis had found them to contain fewer
friends*® and more service practitioners® than the general population, and the onset of psychosis can
involve changes in social networks and the loss of friends.®® It is the multifaceted and dynamic nature of
social networks that this study explores, looking beneath a map of connections to understand the
negotiated meaning, sets of choices, capacity for growth and qualities such as reciprocity.

Social networks, and change in networks, may directly influence health and well-being.® Increased social
interaction has been associated with improved quality of life and self-esteem for people with mental
iliness®” and, while some social ties can be negative, on the whole studies find a correlation between larger
numbers of social ties and improved outcomes in this population.®® One of the key mechanisms of this
seemed to be social support, wherein social ties provided emotional, informational, instrumental and
appraisal social support, which may help improve well-being’®#° and provide a stress-buffering role®'
related to the perception that support was available to help an individual navigate and cope with

stressful situations.®?

There was well-established evidence that the characteristics of an individual’s personal social network can
impact on health behaviours and outcomes, through various mechanisms that may include social influence,
sense of control and perceived support.®® The influence of social network contacts such as family and
friends can directly impact health-related behaviours such as use of health services,** while network
typologies had been developed to show that resourceful networks are linked to lower alcohol abuse and
higher physical activity.”® We also noted that the quality of social relationships rather than the number of
ties may provide a better indicator of well-being; not all social ties are positive and supportive.*® Having
social support available, especially in the early years of mental illness, can reduce an individual’s perception
of stigmatisation or rejection due to their mental illness® and can improve access to services.® However,
individuals with severe and enduring mental illness tended to have limited availability of this resource.®
Within the field of chronic illness management, researchers had used social network methodologies to
understand the types of social support or ‘iliness work’ within personal networks of people with long term
health-limiting conditions including mental illness.’ A study comparing family support available to people
with schizophrenia with those with physical conditions found the former had much lower levels of social
support available in emergencies.’ A literature review outlined how social networks influence a number
of practices of self-care in long-term illness, including how the individual perceives their illness, norms

and influences around physical activity and health service access.’® This review team highlighted the
importance of home life including social connections within the home in the day-to-day management of
long-term conditions. This work emphasised the importance of incorporating resources and social context
within individuals' lives into self-care plans.'®

Networks are not simply sources of support but are integral to personal identity; individuals can have
different identities in different settings, and access to a wider range of settings can facilitate the
development of new identities central to the recovery process.’®'% In contrast, having fewer identities,
specifically the role of a sick person or being defined by one’s mental health only, can be damaging.'%
All relationships involve a role such as husband, sister, friend, teacher; it has been argued that these role
identities and expectations provide behavioural guidance which in turn can foster healthy habits and
well-being.®’ Engagement in wider social networks, meanwhile, can provide identity through shared roles
and belonging.

Finally, there has been some evidence in the past that outreach programmes can improve the quality and
quantity of the social networks of people with mental illnesses.' Interventions to help support people to
build new social contacts may be particularly important, and effective, for those with especially limited
social networks.® Interventions based on strengthening social networks and community engagement for
people living with SMI may improve their subjective quality of life."® """
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‘Social capital’ refers to the set of resources embedded and accessed through social networks which can
then be used for purposive action.”? Social resources can include material resources provided by social ties
such as goods or money, reputation and social credential benefits of having a particular social contact,
access to other useful contacts through a social tie or symbolic and expressive resources such as advice and
reassurance.’” The concept can be divided into two main forms; structural social capital, referring to the
composition of connections and roles, and cognitive social capital, referring to beliefs, values, norms and
the qualities of relationships.'* Social capital has received attention because there was evidence that
measures of social capital are related to health outcomes.” It has also been critiqued in its application

to mental health, with differences of opinion over the merits of applying it as a population- or
individual-level concept.®

In this study we apply social capital at the level of the individual. An important distinction has been drawn
in the literature between three forms of social capital that can be accessed from different contacts:
bonding, bridging and linking capital. ‘Bonding social capital’ refers to close intimate ties that offer support
and which are characterised by common identities, and can be seen as capital that helps people ‘get by'.'"
‘Bridging social capital’ refers to weaker ties through which one can access different groups of individuals
demographically distinct from one another,'"® through which resources and information flow, and through
which one can ‘get ahead'.”" ‘Linking social capital’ meanwhile, refers to vertical connections within
power hierarchies, co-operative ties between individuals on unequal levels of power."® When personal
networks for people with SMI were considered, linking capital was less prominent in practice and studies
had not addressed it."*’

Importantly, the precise mechanisms through which social capital may affect health are still not fully
understood.'? However, social capital was relevant for understanding social inclusion, recovery and the
social determinants of mental health.'*'" At the individual level, cognitive social capital, such as trust, has
been shown to be inversely associated with incidence of common mental disorders. Individuals who rated
their own level of resources through networks and community participation as low had a higher incidence
of mental illness. Current understanding of the link between mental health and social capital uses primarily
cross-sectional data, for example Webber and Huxley,'? and therefore the nature of causation is not clear
and may be bidirectional: lower social capital may increase vulnerability to mental disorder and as mental
iliness progresses it is possible that access to social resources decreases.'** The evidence of collective social
capital’s influence on health is still inconclusive and the strongest associations have been found at the
individual level.”" It has also been shown that, at the group level, social capital links to inequality and
exclusivity. When accessed through groups, the resources that some individuals obtain will come at the
expense of other people.'®

There are, however, a number of conceptual issues in the definition of social capital, particularly as the
construct overlaps with other social concepts, such as social support and social participation.”” It has been
suggested that social capital should be seen only as a societal or whole network concept, in order to
distinguish it from social support and personal social networks."®'"® However, at the individual level, the
concept of social capital can be useful in understanding the effects on health of resources an individual
can access because of their position in different networks, and bonding and bridging forms of social
capital offer a distinct conceptual approach to understand what types of network are beneficial or
damaging to health, and for whom."® This potential also extended to social capital interventions which
had challenged practitioners to actively nurture and develop approaches aimed at increasing the resources
available to individuals through their social networks.'®
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Meaningful activities

Having a purpose or meaning in life was one dimension of recovery,® making meaningful activities
important to understand. Meaningfulness for people with SMI (and most of us) refers to the sense of
achievement, connection, routine, enjoyment, autonomy and purpose that people can attain from
activities.””® This engagement in meaningful activities was associated with life satisfaction for people with
mental illness,’’” and feeling competent and having pleasure in daily tasks and activities was linked to
subjective quality of life."?® We suggest that participation in activities results in different emotional and
cognitive responses in different individuals at different times, and that this sense of connectedness,
achievement and positive identity resulting from participation can be seen as dimensions of recovery
outcomes such as well-being and quality of life. For example, a 3-year prospective study in the USA found
that, while recovery outcomes were sustained in fewer than one in ten people with schizophrenia, the
likelihood of such favourable outcomes was associated with factors such as being employed, undertaking
independent leisure activities and more daily activities.'*

There was also some evidence that engaging in meaningful activities may have a beneficial role in
supporting recovery from mental illness, independent of the social support that engaging in such activities
often provides.”™ Hendryx et al.*° suggest that specific activity type may not be vital but that having a
choice over what activity people engaged in could contribute to building a sense of control and that
having meaningful activity may be even more important where social support is lacking.

Employment was a particularly important ‘meaningful activity'”' because it facilitates access to social
interaction, a sense of identity, self-esteem and improved finances.”™ At a population level, unemployment
was linked to poor mental health, while gaining employment can improve mental well-being and social
inclusion.”™ While some aspects of employment can be stressful for some individuals, a 10-year study
found that being in steady employment was significantly associated with a reduction in mental health
service use over this time period.'** However, individuals with SMI are much less likely to be employed than
the general population,'** and face a variety of barriers to gaining employment such as poor functioning
due to illness™® as well as stigma in the form of negative employer attitudes.' Furthermore, while we
undoubtedly need to increase the level of employment for those with SMI, for some individuals certain
forms of employment may be unobtainable.

Place

The final dimension explored in the literature to inform data collection was the importance of place as a
therapeutic support for recovery.’ The evidence base exploring place and mental health was weak;
however, some research has linked factors such as poor housing and environmental noise to psychological
distress.”™ Supportive and empowering environments in the community had been identified as enabling
factors in recovery, while stigma and disempowering environments had been identified as inhibiting
improvements in mental health.® An individual’s perception of their neighbourhood, in particular sense of
cohesion, can affect mental well-being.™’

The existence of nearby green spaces such as parks and nature has been positively correlated with
perceived health'? and mental health,' particularly in urban environments linked to stress reduction and
social cohesion.'* People rate fresh air as particularly effective for improving mental health.’* Green space
can provide a buffer which reduces the impact of stress on an individual’s health and well-being'* through
a number of mechanisms such as social interaction generated by recreational walking with friends.' In
the field of sustainable development, natural capital in the form of access to resources such as green
spaces was seen as one of the five forms of capital (alongside human, social, built and economic capital)
that are needed for a community to flourish.'’
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INTRODUCTION

An important aspect of this study was rural and urban geography. Would living in the city shape networks
of people with SMI in different ways from those living in rural communities? It was important not to
import stereotypical views of rural’®'* or urban mental health landscapes. However, research does show
higher levels of psychosis within inner cities and deprived communities,™ which could impact on our data.
Neuroscientists are also interested in the impact of place. Research has shown greater rates of SMI in cities,
leading to work looking at environment—gene theories and city neighbourhood studies to explore the
impact of urban dwelling on mental health.”™" A promising area called social neuroscience was emerging
from work linking urban upbringing and city living with stress processing.'* By working in two distinct
geographical areas, we were able to use the CHN approach to explore the impact of locality on network
characteristics and report these as case studies in Chapter 7.

Stigma and discrimination

Most people living with SMI experience public stigma and discrimination'**'** and many people are also
affected by self-stigma.'*® There was a large research literature documenting the conceptualisation of
stigma and discrimination,®*'*® as well as actions that can be taken to address public attitudes,'*’ self-stigma'®
and discriminatory behaviours.?® The present research did not measure stigma but the impact of stigma
would probably be a feature of the world in which participants lived.

Summary

This brief review of literature relevant to personal networks of people, place and activity for people with
SMI, and contextualised by the recent interest in the ‘recovery approach’, has emphasised the potential for
connections in the network to generate well-being, or a range of recovery outcomes, as well as negative
outcomes. We have emphasised that individuals’ networks can be seen as a means of resource exchange
but we also recognise the roles of outside structures and individual capacities. The former might include
the effects of structural social and financial inequalities, of policies and of geography, which may be
manifested in the places and people individuals are connected to. The capacity individuals have to make
decisions and engage in activities in different places includes their state of health, their cognitive abilities
and their agency. Agency, a construct used to represent the ability of subjects to influence their own
future and the world around them, can be seen as having three inter-related types:*°

® ‘jterational’ agency or ‘habitual’ agency: ‘the selective reactivation of actors of past patterns of thought
and action’ (p. 971)
‘projective’ agency: ‘the imaginative generation by actors of possible trajectories of action’ (p. 971)
‘practical-evaluative’ agency: ‘the capacity of actors to make normative judgments among alternative
possible trajectories of action [in the present]’ (p. 971).

Similarly theory related to individuals’ roles and identity were potentially important when examining the
network of connections of individuals with SMI. These diverse influences have not been covered in this
focused review, but are considered during the analyses and interpretation of the results as we draw further
on wider published literature. Finally it is worth emphasising that we have chosen to examine the worlds of
those with diagnoses of SMI not because we consider the disorders to be precise entities but because as a
group of individuals they face some similar challenges, including cognitive and social functioning,' and
because services are currently aligned with them as a group.
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Chapter 2 Method

Ethical review and protocol changes

The study was reviewed by Central London Research Ethics Committee 4, on 2 December 2010. Favourable
ethical opinion was received on 31 January 2011. We submitted four minor and three major amendments
to the protocol and study materials. The study, with approval of the funder, changed in the following
substantive ways:

® The short-form health survey with 36 questions (SF-36) was replaced with the Short
Warwick—Edinburgh Mental Well-being Scale (SWEMWABS)'® and Dartmouth CO-OP charts'® (from the
Dartmouth—Northern New England Primary Care Cooperative Information Project), as these were
preferred by participants in piloting.

® A survey of organisations was replaced by a practitioner interview study in response to study team
CONCerns over survey response rates.

® The application of study findings to a third site was replaced by dissemination events which will take
place after the report is submitted, in response to feasibility concerns within the study timetable.

® The recruitment of participants in primary care was extended to recruit through secondary mental
health teams in both study sites because of slow recruitment rates.

Methodological overview

Mixed methods

In order to answer the research questions, the study used mixed methods'*'%* and a three-stage synthesis
process, including two context-specific case studies,’ to explore the lives of people with SMI. The study
data collected from individuals with SMI aimed to be both descriptive of what was happening within
personal networks using applied SNA,**% and be used to derive critical insights into network meaning for
individuals with SMI. There were tensions in the approach adopted: we had a framework measuring
incidences of connections — people, places and activities — sitting alongside reflexive analysis by lived
experience researchers and the core study team. We have taken a priori research questions into the study,
informed by published literature, and have carried out further consultations to understand concepts such
as health and well-being or explored other published literature to make sense of emerging findings.
Alongside these data sources we have integrated insights from other informants providing a practitioner
perspective and organisation viewpoints. Thus the mixed-methods study has produced findings both
grounded within the data and informed by deductive processing of research questions. The mixed
methods were balanced, with no one approach overshadowing others either in the planning, collection of
data or analysis stages.'®® Dual competency in methodological techniques'® was achieved by a team
approach with all members trained in one method and some conversant in both.

Figure 2 provides an overview of the individual data collection modules and how they inter-relate.

A specific focus of the study was using the CHN approach to map connections of people with SMI and
follow up with interviews to explore meaning within these personal networks. In network studies, the
population under investigation was often highly defined, for example examining the impact of drug use in
the social networks of people with bipolar disorder.’” However, we adopted an inclusionary and broad
approach, as the study was exploratory. This broad approach does present methodological and analytical
challenges because we were exploring many varying factors in people’s lives, situated in people’s own
explanations, which describe heterogeneity, not network categories or types. We were mindful of these
challenges and throughout the report emphasise that the work was largely descriptive and exploratory.
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Influences Module
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interviews
round 1
Literature \ Netw9rk
review mapping
Team In-depth
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Practitioner
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Lived \ —
experience Organisational
(PPI input) interviews
round 2

FIGURE 2 Interaction between study modules: planning and data collection. PPI, patient and public involvement.

Thus, we were cautious in our conclusions but forthcoming with potential explanations and definite
recommendations based on data synthesis.

Approach to data collection and synthesis

It was important to emphasise that throughout the study, we have been grounded in emerging data and
reflexive in making sense of these data.'®® We have worked iteratively and sought to explore the data

by returning to literature or to further data collection and engaging our patient and public involvement
(PPI) group to draw tentative conclusions. Thus, data sets were collected in sequence. First, network
mapping (see Chapter 3) and in-depth interviews (see Chapter 4) were collected, as details from the former
were used to recruit purposively for the latter and because the interviews involved reflecting on the
mapping content and process. Second, the initial organisational interviews (see Chapter 5) and the last
organisational interviews (see Chapter 7) were collected in sequence because the findings of the former,
and other data sets within the study, were used both to select interviewees purposively and to refine the
topics for discussion. Overall within the study the data were collected and analysed largely in parallel,

as recommended, to allow for learning from one data module to inform the others throughout the data
collection process.’® The combining and synthesising of data allows the exact same phenomena to be
examined from different perspectives, which should result in a more comprehensive multiperspectival
understanding. Mixed methods are best suited to explore complex issues that can benefit from the
integration of different types of data; it was at the synthesis stage that this approach yielded benefits.'®

Informal synthesis between the data sets took place throughout the study, as data were shared by the
research team and used to both inform other modules as well as identify potential areas justifying deeper
exploration; this was achieved by regular team data-sharing and discussion sessions including the PPI
group members.
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The formal synthesis took place in three stages. The first stage of synthesis (see Chapter 7) was the

two case studies which combined data from the network mapping, in-depth interviews and organisational
interviews. The goal was to understand ‘'meaningfulness’ in our data: we understand this in the sense
articulated by others who champion interpretive case studies as seeking not generalisable causal
explanations but contextual understanding of the meaningfulness in human experience.'”® The two case
studies were not designed to compare and contrast; rather they sought to explore the phenomena under
study in a context-specific way. This included examining both how personal networks were influenced and
moderated by the local context and also identifying and examining any salient features, within the context
of each case study site, and the locally defined opportunities and resources that they might provide.

The second stage involved working with our PPl group (see next section) to review the findings from
Chapters 3-6 and interpret them using a reflexive methodology based on personal experiences of living
with SMI. The final synthesis stage involved modelling the CHN approach to understand if it can usefully
contribute to recovery theory and practice.”" A matrix was used to test our model against data summaries
from Chapters 3-7. Our model contained three dimensions: external structures and systems (shaping
choice and change); individual agency (how individuals were impacted by their own agency or lack
thereof); and available resources (access to people, places or activities).

Patient and public involvement

A key part of the study methodology was the integration of lived experience expertise to understand local
community resources in the two sites, the design and redesign of study materials and the interpretation
of study findings. A team of six lived experience researchers worked on the study as a PPl group, with
five completing the reflections analysis process at the end facilitated by an independent lived experience
research consultant (full report in Appendix 7). A summary of PPl input for each module is provided in
Figure 3. The two modules with the highest level of involvement in both planning and analysis were SMI
in-depth (see Chapter 4) and practitioner interviews (see Chapter 6). The team were recruited to provide a
diversity of perspective in terms of lived experience of schizophrenia, bipolar disorder or other psychosis
as well as age and gender. We attempted but did not successfully recruit a black and minority ethnic
(BME) perspective into the PPI group, which was a limitation of the study.

PPl input Module

Organisational
interviews round 1

Support roles
¢ Piloting tools
¢ Feed back on report drafts

Network mapping

Part of module team
¢ Schedule development
® Analysis team
e Write up In-depth network
interviews

Practitioner interviews

Organisational

Minimal . :
interviews round 2

® Review draft chapter

1111

FIGURE 3 Patient and public involvement in the CHN study.
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METHOD

Data collection and initial analysis

Organisation interviews: series 1

Over the initial months of the project, face-to-face semistructured interviews were conducted with the aim
of gathering contextual information on the organisation of services, and provision of support for people
with SMI in both study sites.

Data collection

Data sample
Thirty face-to-face semistructured interviews were conducted (Table 7).

Recruitment

Key organisations were identified by the study team, chosen to reflect the composition of local services at
both sites: health, education, sports, employment and job creation, arts and culture. Invitation to
participate was via e-mail and follow-up phone calls. We used snowball sampling; where people were
unavailable we asked for suggestions of alternative contacts to approach.

Development of interview guide

The study team developed a semistructured interview schedule (see Appendix 2) to explore how local
organisations worked with individuals, and with each other, and make active use of individual's networks
to support well-being of people with SMI. The research themes were addressed in a focused way, and
flexible space was also allowed for fresh ‘off script’ concepts to emerge. Interviews were digitally
audio-recorded and transcribed verbatim.

Data analysis

A framework approach was applied with the support of the NVivo 9 (QSR International, Warrington, UK)
data management tool. The framework analysis method entails organising and summarising research data
resulting in a robust matrix which allows researchers to conduct analysis by case and by theme. It was a
focused, well-defined approach that allows for the inclusion of a priori as well as emergent concepts, and
was suited to addressing specific research questions.'? We followed the five-step analysis process for
framework analysis, with a modification to the mapping and interpretation stage, detailed below.'”?

1. Familiarisation: this was carried out by two of the research team (one from each site), who had
contributed to developing the interview schedule and carried out the interviews. The checking and
anonymising of the transcripts contributed to the familiarisation process.

2. ldentifying a thematic framework: the thematic framework combined both a priori concepts previously
identified as being important for these data and inductively generated themes. The inductive generation
included the two researchers who had undertaken the ‘deep familiarisation’ and two other members of

TABLE 1 Organisation leadership participant profile series 1

Trust/social care leadership 5 5 10
Mental health third sector 3 2 5
Primary care 0 1 1
Community organisations 5 7 12
Commissioner 0 2 2
Total 13 17 30
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the research team who had either conducted some of the interviews or listened to some of the audio
recordings. Seven main ‘themes’ were generated from both the study research questions and deductive
insights matching research literature and study data (care provided, change, encouraging reciprocity,
organisational partnerships, organisation’s relationships with service users, personal networks,

other challenges).

3. Indexing: one of the researchers who had undertaken the familiarisation process then applied the
themes to the transcripts within the framework format using the NVivo 9 data management tool.

The application of the coding was validated by the other researcher who had participated in the
familiarisation process; they paid particular attention to contextual details that could have influenced
the interpretation of the data coming from the site at which they were based. Another qualitative
researcher from within the research team checked that the data were being allocated within the
framework consistently.

4. Charting: this was initially conducted by the researcher undertaking the indexing, discussed with them
and the researcher responsible for consistency and then validated with the wider research team.

5. Mapping and interpretation: the findings for each theme were summarised by the researcher who had
applied the indexing and charting. Any divergent findings and any differences in data between the
two sites were noted. Extensive discussions within the wider research team agreed that surfacing
cross-cutting themes would not add any value to the products of the analytical process. The team
agreed that what was most relevant in the products of the analysis was what was not there. This stage
was modified to allow the researcher to re-examine the data to see whether this was an unintended
consequence of the analysis process followed or these were true ‘gaps’ which may need to be
addressed in other areas of data collection.

The summaries of the themes and the ‘gaps’ identified in the data were then used to answer research
questions 2 and 3, the results of which are reported in Chapter 5.

Network mapping

The primary aim of mapping interviews was to collect data from individuals with SMI on their current
personal networks. This module involved a number of stages (see Figure 4), which are outlined in more
detail below.

Data collection instruments
The mapping interviews used the following instruments (a copy of these and more detailed methodological
information can be found at www.mcpin.org):

i. Demographics: a questionnaire collected key sociodemographic data including age, gender,
employment, relationship, education and housing status alongside background data on mental
health, such as current diagnosis, medication, length of contact with services and inpatient history
(see Appendix 3).

ii. SWEMWABS: the short seven-item version chosen to measure current well-being asking participants
about their experience of seven different thoughts and feelings over the previous 2 weeks; shows
strong validity and high correlation with the longer version."”

iii. Dartmouth CO-OP charts: chosen to measure physical, social and emotional functioning for ease of
completion and comprehensive dimensions. They consist of nine measures which ask about physical
fitness, social activity, daily activity, pain, social support, emotional distress, quality of life, change
in health and overall health."”

iv. Resource Generator UK (RGUK): this measures access to social capital within personal social networks
and has four internal scales: access to domestic resources, expert advice, personal skills and
problem-solving resources. It has been validated'?? (see Appendix 4).

v. Health Resource Generator (HRG): consultations and pilots indicated the RGUK did not fully measure
the types of resources that were relevant to the study with its particular interest in health capital.
The study team therefore devised a pilot scale in the format of the RGUK and based on resources
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FIGURE 4 Flow chart of network-mapping methodology.

that were identified in focus group consultations to capture access to health- and well-being-related
resources (see Appendix 5).

vi. Community health network-generating schedule: the team developed a version of the name-generating
and name-interpreting procedure used in SNA’ to map social ties, meaningful activities and meaningful
places (see Appendices 6 and 7). This tool emphasised the connections within personal networks that
support health and well-being.

The aim of the network-generating schedule was firstly to accurately map networks of people, place

and activity, to understand how they were composed and then to understand their impact in terms of
well-being. From the beginning, the team were aware of the challenges posed by this methodology when
applied to participants with mental illness. Network generation was time-consuming and cognitively
demanding, with concerns over accuracy of network recall having been raised by various previous
studies,”® including recalling colleagues and members of groups and friends.'”® Extending the method to
collect data on connection to people, places and activities and collecting the data on this population could
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potentially heighten these issues. The team were also aware that talking about potentially difficult
relationships could cause participant distress. To tackle this, the network interview process was streamlined
to have strong face validity and was designed to be as engaging as possible, with clear protocols for
minimising and responding to participant distress. Studies have shown that the choice of name generator
questions have a strong impact on the network mapped, impacting heavily on size, density and diversity."”’
Consultations and piloting assessed which network questions were most appropriate for mapping
networks. We picked standard name generators and added extra items on the basis of consultations.
These were refined based on whether or not they generated new names in piloting (if they did not, they
were removed). Activity and place were ‘domain-specific’ or contextual name generators, providing extra
prompts that improve recall and accuracy.

The final process is shown in Figure 5. For all three levels of network, boundaries were drawn by limiting
connections to those which were current and regular interactions, or which were meaningful to the
individual. The mapped networks were at a single point in time — the time of the interview. Questions used
to elicit these networks can be found in Appendices 6 and 7.

The sample of 150 was based on a sample size calculation to detect differences in mental and physical
health between a higher-need group, such as those in secondary mental health services, and a lower-need
group, such as those supported in primary care alone, using a social networks study of day hospital and
day centre service users.*

Recruitment

Recruitment process

The first wave of recruitment was exclusively through primary care. Invitations to take part in the study
were sent to all GP surgeries in study sites and the Primary Care Research Network (PCRN) assisted with
this process. Study researchers also presented to individual practice managers directly. When surgeries
responded with interest, members of the study team met relevant contacts to explain the recruitment

Review study Assess capacity to Start recording, collect
information and answer consent and collect demographics (self- or
questions consent researcher assisted)
v N
Names, places and RGUK and HRG SWEMWABS and CO-OP
activities generated data collected data collected
Y,
Activity and place Social network WeII-bngIlmpactdof
interpreter questions emotional closeness p;eoF & tp zce an
completed map completed activity rated using a
card sort
_J
Recording stopped, v

interview closed:
follow-up offered,
vouchers and
resource sheet given
to participant

Open-ended and
network overview
questions completed

Name interpreter
questions completed

I

FIGURE 5 Final interview process chart.
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process, including the inclusion and exclusion criteria and a recruitment log was used in primary care to
document each step of the recruitment process.

A second wave of recruitment was extended to secondary care, through early intervention services and
community mental health and recovery teams, as a result of slow response rates in primary care. We
targeted teams that covered the same geographical region of the South West (SW) as our GP surgeries,
and those serving our London borough. The recruitment process through secondary care was that Mental
Health Research Network (MHRN) staff presented the study to the team, who identified people who met
our exclusion/inclusion criteria and approached them with an invitation pack. We were not able to track
how many people were excluded by secondary care; we know only how many packs the teams were sent
but not how many they handed out. This has impacted on our response rates, as we were unable to
accurately assess how many service users were invited to take part. Our data, as presented in Figures 6
and 7, show 154 packs were given to secondary care practitioners to distribute. See Table 2 for summary
of final study population by recruitment route.

Data collection

The majority of interviews were conducted by the two study researchers; however, in London MHRN staff
were trained and supervised to carry out 14 interviews and a second SW researcher did 24 interviews.

All participants received a £20 high street shopping voucher as a gratuity for their time and contribution.

Data analysis
Analysis involved detailed stages:

i. Data entry, checking and cleaning: Microsoft Excel and Access (Microsoft Corporation, Redmond, WA,
USA) databases were used to store data, which were converted to SPSS (IBM SPSS Statistics for
Windows, Version 21.0, IBM Corp, Armonk, NY) and UCINET (UCINET for Windows, Version 6, Analytic
Technologies, Harvard, MA) for further analysis. Random accuracy checks were conducted in each site
based on paper copies of data. Data were cleaned to deal with missing cases and to categorise place,
activities and people (see Appendices 8 and 9).

i. Initial SPSS and UCINET analysis: this created network variables for each participant that were imported
into a master SPSS file. This included use of Burt’s network efficiency to describe network density
because this measure was least sensitive to network size in our data set.?%

iii. Detailed data exploration examining descriptive and univariate statistics to draw out significant
variables: this process was exploratory and reflexive, with initial results presented to team members to
guide further analysis.

iv. Clustering and regression models: these characterised network types and examined outcomes.
Regression models were also used to study the relationship between independent variables and key
outcome measures. Multicollinearity was tested using a variance inflation factor (VIF).

v. RGUK data: 149 out of 150 participants completed the resource generator. Missing data were few: out
of a total of 4023 responses the total number missing from those who completed was 49, or 1.22%
of total possible responses. Missing data were treated as not having access to a specific resource in line
with other studies that have used the RGUK (e.g. Webber and Huxley'?).

vi. HRG validation process, which removed one item from the pilot scale: the distribution of scores on the
scale was not normal. The majority of participants had higher scores and, therefore, the scale was split
into two groups, low HRG scores from 0 to 12 (51% of respondents) and high HRG scores from 13 to
15 (49%). We had no comparative data, as the study team created and validated this scale. Missing
data were treated as not having access to the resource, as with the RGUK.

The decision to use k-means clustering was based on the complexity of data and the number of available
network variables that made interpretation and write-up difficult. Clusters were based on network
variables only, rather than social capital or well-being data, as we were interested in describing types

of network based on characteristics of people, place and activity, and relating these to health factors.
Sorting individuals into small numbers of relatively homogeneous clusters provides a convenient

NIHR Journals Library



VOL. 3 NO. 5

4 4 1\
Combined primary care surgeries Excluded by surgery due to not
o MH8 list size ( meeting eligibility checks
g < Secondary care lists
C
? b * Does not meet inclusion criteria,
2§
* Meets exclusion criteria,
h 4 e Screened out by GP,
Invitation packs to distribute ° Reason not recorded, )
I
. [ ¢ Not sampled, a
* Primary care,
e Secondary care, . .
No response to packs
'Y
(. J
( ¢ 1\
p 4 N Declined on telephone or by
letter via primary care
2 Expressions of interest received No data collected in
g secondary care
s (10 from secondary care, 90
g from primary care and 9 unknown) ~ g
[J]
o Screened out on telephone by
~ d researcher
[N
Ll
(. J
( 1\
> Changed mind before interview
(. J
( 1\
N Could not contact
(. J
( . . . h
> Did not attend interview
— - J
A 4 s d - - \
5 Attended interview creened out at interview
-°;’ . ) e Lacking capacity to consent,
5 ¢ Interviewed in GP surgery,
£ . . . e Diagnosis not on inclusion list,
¢ Interviewed in supported housing,
(. J
\ <
( ) Screened out during analysis |
2 > * No mental health contact in
= v previous 2 years,
é ] ] ] e Excessive missing data,
Retained in analysis ¢ Diagnosis not on inclusion list,
A\ J (. J

Consort diagram for London recruitment. MH8, a register of patients with schizophrenia, bipolar
affective disorder and other psychoses. a, In larger GP practices not all patients were sampled, we randomly
selected 60 people to approach.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Pinfold et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



4 N\ 4 \

Combined surgeries MHS8 list size Excluded by surgery due to not
meeting eligibility checks
=2 Secondary care screening
g'qc: ¢ Does not meet inclusion criteria,
5¢
3 p{ ® Meets exclusion criteria,
¢ Screened out by GP,
A 4
— — ® Reason not recorded, )
Invitation packs to distribute I
[ * Not sampled, a
® Primary care ( I . )
.s dy ! Reason for exclusion not
econdaary care, recorded in secondary care
(. J
P
q No response to packs
(. J
4 v 1\ s * ~N
Declined on telephone or by
= Expressions of interest received letter via primary care
()
S (23 from secondary care and Declined via secondary care
2 75 from primary care)
) (. J
()
o
N\ J B
Screened out on telephone by
> researcher
(. J
s . B R N\
> Changed mind before interview
(. J
<
nl Could not contact
Ll
(. J
( . . . h
nl Did not attend interview
— d
v \ J
z Attended interview
()
< 4 N\
E ¢ Interviewed in GP surgery, Screened out at interview
€ ¢ Interviewed in participant’s home,
-_— J
L ) ¢ Interviewed at the university,
([ ) Screened out during analysis
0 g
S ¢ Excessive missing data,
© 4 . J
C
< Retained in analysis
(. J

Consort diagram for SW recruitment. MH8, a register of patients with schizophrenia, bipolar affective
disorder and other psychoses. a, In larger GP practices not all patients were sampled, we randomly selected
60 people to approach.

NIHR Journals Library



VOL. 3 NO. 5

Network-mapping interview recruitment by site (%)

Primary care 80 82.7 81.3
Secondary care 20 17.3 18.7

summary of the network data, aids in interpretation and may have important theoretical and
practical implications.'”®

Network types were identified based on 48 selected variables covering social network, place and activity
data. This number was reduced from 61 by removing highly correlated variables. The clustering procedure
involves both variables and cases; with reference to previous work on creating network types.’” We

used an agglomerative clustering approach to approximate the number of clusters for the 48 variables,
producing a dendrogram (see Appendix 10). The number of clusters was identified from the dendrogram
based on a ‘large’ change in level, aided by the fact that three clusters made more conceptual sense to
the research team when detailed analysis was carried out on each cluster. Four clusters were also tested
but analysis on the three-cluster model produced stronger differences and made more conceptual sense.
A k-means clustering approach was used to assign each participant to an identified cluster. Following this
process, we used a frequency table (see Appendix 17) to explore the direction of variables assigned to
each cluster in order to interpret and name them. In the report we refer to the clusters as network ‘types'.

Regression models'®® were used to model predictors of key outcome measures (social network size,
network type, RGUK score, HRG group, mental health contact type, SWEMWABS score), and the process is
explained in Appendix 12. This modelling was exploratory because of the large number of sociodemographic,
health status and network variables available.

Response rate

The response rate for the network interview data collection phase was disappointing. The overall response
rate in London was 15.01% (80 out of 533 potential eligible participants) and in the SW 22.45%

(79 out of 334). These are inaccurate, as, although we provided detailed log records to track recruitment in
each GP surgery, completion of the logs by some surgeries was poor. We suggest that actual response
rates based on participants successfully contacted were likely much higher but cannot accurately be
estimated because of the following challenges:

In secondary care recruitments, teams were handed printed packs. This number was an estimate of
those they told us would be eligible for the study: 75 in London and 79 in the SW. However, no
records were kept on how many people were actually approached to take part. These data were
requested but not recorded by the participating teams.

In London there were 340 packs sent by GP surgeries for which no response was received. No contact
was achieved by follow-up telephone call. It was highly likely that a portion of these did not reach the
participant because the surgery had the wrong address details, people on GP databases had moved
away from the area, people were living in accommodation where post was less likely to reach its
intended recipient and there were errors by postal services. These factors were likely to be more
prevalent in London than in the SW according to feedback gathered by the study researchers. This
figure was lower in the SW, with 185 packs distributed with no response received. For 61% of the
potential recruitment population we have no way of knowing if they ever received our invitation to
participate in the study.

We did not have data on those who did not respond or declined to participate, except that they were
on the QOF GP database under the mental health indicator ‘MH8’ (MH8 is a register of patients with
schizophrenia, bipolar affective disorder and other psychoses) or on team case loads in secondary care,
so we cannot compare non-responders with the 150 participants on key variables to assess the likely
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impact of sample bias with such low response rates. We did try to obtain locality population-level data
on people with psychosis but this information was not kept at borough or locality level.

In-depth interviews

Data collection

At mapping interviews, participants were asked if they would take part in the follow-up; most (127
people) consented. We selected 41 respondents to participate. People were purposively sampled to
represent variation in gender, ethnicity, site, age, network size, diagnosis, length of contact with services
and inpatient history (Table 3).

Some participants were excluded because they had difficulties fully participating in the original interview
process. In the later stages of sampling, a decision was made to oversample purposively from those
with high levels of need, those living in supported housing, people from ethnic minorities and younger
people with a diagnosis of schizophrenia in the SW, to ensure that these needs and vulnerabilities were
represented, which might not have been the case if representative sampling had been used.™"

The interviews were carried out by the study’s two researchers, who undertook two pilot interviews to

redefine the data collection schedule. Written informed consent was taken and participants received a £20
high street shopping voucher.

TABLE 3 In-depth interview participant profile by site

Gender
Male 12 1M1 23 85
Female 8 10 18 65
Age range (years) 26-64 21-59 21-64 19-65
Diagnosis
Schizophrenia 7 10 17 59
Bipolar disorder 8 7 15 65
Other psychosis 6 4 10 26
Ethnicity
White British 20 7 27 103
White other (Greek, 0 4 4 12
French, Irish)
Asian 0 3 3 7
Black African/ 0 4 4 15
black Caribbean
Mixed 0 3 3 13
Network size range 6-43 8-38 6-40 5-64
Years since first mental 1-45 3-37 1-45 1-45
health contact (range)
Has ever been an 15 15 30 122

inpatient?
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The topic guides (see Appendix 13) began by reflecting on and deepening understanding of an individual’s
personal network. Each participant was presented with their visual network emotional closeness map, from
the first interview, and their three network descriptor words to anchor the interview initially in the data
previously provided. The topic guides then progressed to questions about changes over time and what
participants did to help themselves stay well. Review of some of the early interviews by two members of
the PPI group resulted in changes to the topic guide which reduced the overall number of questions and
encouraged the researchers carrying out the interviews to have the confidence to allow people to talk,
without worrying too much about ‘going off topic’. Interviews were digitally audio-recorded, transcribed
verbatim and anonymised before analysis. The schedule was not used to elicit the social network or discuss
network concepts as with some other studies' but instead used the quantitatively mapped network as a
springboard to explore how and why connections developed, the impact of iliness over time, the role of
practitioners and of self in shaping choices and access to resources.

Data analysis

The data analysis process took place in three stages; preliminary thematic analysis; within case, interactions
between themes; and full thematic analysis and reflection. Data presented in Chapter 4 were based on the
full thematic analysis but answer specific questions from emergent network dimensions prioritised as
important from Chapter 3, making use of the within-case maps to support the process.

Stage 1: data immersion and theme production

Broad themes were inductively developed following the principles of working with ‘reflecting teams’,

who discuss transcripts line by line, in a group, to consider all the possible layers of meaning.'®? Using this
technique for data immersion allowed the academic researchers to work in partnership with the lived
experience researchers. Jones states that it was more important that the members of the team work creatively
and imaginatively in partnership than that they have any specific knowledge of research methods.'®?

The academic researchers (two) and lived experience researchers (two) read through individually, and then
as a group, three transcripts and discussed what they thought were the most important things within
these transcripts. All members of the reflecting team made detailed notes on the transcripts, creating
memos of their thoughts both while reading and as a result of the group discussions. The group discussion
included considering whether or not differences in opinion were influenced by differences in experience
and/or training. The aim of this part of the discussion was not to resolve who was ‘correct’ in a positivist
sense, but to gain an understanding of the others’ perspectives. At the end of this session a list was
produced of the emergent areas of what seemed to be of interest in the transcripts from the perspectives
of research question 1 and what the research participants chose to talk about to the researchers.

The ‘reflecting team process’, as detailed above, was carried out twice more with one of the academics
and one of the lived experience researchers on a further four transcripts. At the end of this process

eight broad themes had been agreed on. Three of these were agreed to have emerged as important
because interview participants had been prompted to discuss them in the initial network interviews
(activities you participate in; strategies for keeping well; people). These broad themes could be considered
to be deductively generated. Three broad themes were agreed to have emerged as important because of
the temporal dimension that this more reflective interviewing style facilitated (past, future, changes in
networks over time). One broad theme was agreed to have been inductively generated by the involvement
of the lived experience researchers who identified hope and possibilities in what people had and could
achieve, when the academic researchers were hearing predominantly negative narratives (building blocks
to doing things for you). An eighth broad theme was introduced to cover information that was felt to be
important, but which otherwise might be lost (other). Information about physical health and reflections on
taking part in the network-mapping exercise were both covered by this theme.

These themes were applied, using the NVivo 10 data management tool, to all of the transcripts by two
researchers who checked each other’s coding and discussed refinements to the theme definitions.
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The convergences, divergences and newly emergent stories within each theme were examined and
discussed first within the analysis team and later with the wider research team.

For each participant a summary paragraph was also constructed blending key features of the network data
from Chapter 3 with the in-depth interview material; this included three network words or phrases chosen
by participants, demographical information, and diagnosis and key life events information.

Stage 2: within case, interactions between themes, analysis

We were interested in what was important to individuals and their experiences, rather than producing
generalisable themes across interviews. Instead of undertaking a cross-case thematic analysis we were
interested in what was important about these themes for the participants. Each broad theme, from
stage 1, was allocated a colour, and visual within-case analysis was carried out for each of the
participants to examine the interactions between themes within their accounts.' A landscape-oriented
piece of white A4 paper was used for each participant' (see Figure 8 for an example). On the left-hand
side of the page factors that had been coded as being significant in participants’ ‘past’ were drawn, or
written. On the right-hand side of the page the ‘future’ was represented. In the middle of the page a
figure of a person was drawn and under this was listed information from ‘other’. ‘Activities’, ‘Strategies’,
‘People’, ‘Changing Networks' and ‘Resilience’ were then all drawn or written around the remaining white
space, with interactions between any of the parts of the themes being indicated with arrows.
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FIGURE 8 Example of a within-case analysis picture. Key: green, past; pink, strategies; yellow, future; orange,
activities; purple, building blocks; light blue, change in networks; blue circles, people; red circles, other
information, usually statements about health or beliefs; red jagged edges, particularly stressful things in life,
including voices.
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We asked the lived experience researcher who worked closely with the study team on this module to
provide feedback on their role. The researcher summed up the involvement experience in three words:

energising

confirming (that | do have a valuable contribution to make)

committing (I was committed to the team and the project in the same way they were committed to
supporting me in my work).

| like to think that | contributed my experiences rather than my story of living with a diagnosis of SM.

My experiences, | think, enabled me to analyse the interview transcripts in a way that was reflective of the
subjective experience. | think | contributed a dry sense of humour — always helpful when the going gets
tough. Being on my own recovery journey looking at the past, present and future in the analysis really
fitted well with my view of peoples journeys, of which social networking and relationships are key parts.

Stage 3: axial coding and thematic analysis

The first two stages of analysis facilitated the process of data immersion and allowed the research team to
consider what was important across the data set and within individual accounts, with the additional
benefit of the perspective of the lived experience researchers. Qualitative components of network studies
can be, and are, used to provide a greater depth of understanding of how quantitatively generated
categories are experienced by individuals and to explore the heterogeneity within them.’® A consideration
of the individual in-depth interviews alongside the quantitatively derived network types and the factors
that had been identified as salient by the literature review allowed individual accounts to be explored for
wider meaning. Uncoded and anonymised copies of the transcripts were entered into the NVivo 10

(QSR International, Warrington, UK) data management tool. Abductive reasoning was used to produce 50
deductively (from the literature review and quantitative analysis) and inductively (from the two stages of
data immersion described above) derived codes. These axial codes, which included both categories and
concepts, were then applied to the transcripts by one researcher and checked, for consistency of coding,
by a second.” The axial codes were then combined into eight thematic categories by a process of
discussion and reflection between the two researchers and validation with other members of the research
team; there were different categories for each of the three of the quantitatively derived network types.'’
These nine codes were specifically chosen to explore defining features of these networks in order to
answer research question 1. The findings of this third stage of the analysis are reported in Chapter 4

and the implications for deepening our understanding each of the network types are discussed.

An important aspect of the study was engaging with practitioners to explore how personal networks
emphasising connections to people, place and activity were viewed both strategically and practically.
The original research design was for a survey to be carried out among practitioners but concerns over
poor survey response rates and the case study design led us to propose a change in methodology.
The telephone interviews specifically asked about personal networks and the CHN approach as well
as current concepts such as recovery.

Data collection

Semistructured interviews were conducted over the telephone with practitioners to understand their role in
building and supporting personal networks. All participants at the time of interview had to be employed

in a role where they had a case load including people with SMI (Table 4).

Recruitment

The sample was recruited using convenience sampling. We started with GPs, identifying participants in our
recruitment surgeries. Third-sector organisations mentioned by service users in mapping interviews were
contacted. The project team made presentations at secondary mental health team meetings, requesting
participation from team members. The MHRN also assisted by distributing study information sheets to
known contacts, particularly psychiatrists.
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Participant recruitment for practitioner interviews

GP 4 7 11
Psychiatrists 4 5 9
Care co-ordinators 9 6 15
Social worker 2 2 4
Senior mental health practitioner 2 2 4
Occupational therapist 2 1 3
Psychologist team leader 0 1 1
Community psychiatric nurse 3 0 3
Third-sector staff 5 4 9
Total 22 22 44

Development of semistructured interview guide
The semistructured interviews were designed by the research team with input from the PPI group. We
undertook the following process:

draft schedule developed and workshop held with PPI group to review

pilot schedule used with two participants and transcripts reviewed

schedule amended by study team and data collected from 18 participants

workshop held with PPl group to assess schedule and data collected; six transcripts assessed
revised schedule used with remaining participants (n = 26) (see Appendix 14).

We found that the original schedule was not providing us with as many data as we hoped around the
practitioner role and their view on network development. This had not been an issue in the pilot, where
we had two engaging interviews: one with a psychiatrist, the other with a social worker. In consultation
with the PPl group we revised the schedule, opening up the dialogue with questions on which all
practitioners would have an opinion: factors influencing recovery and SMI. The interviews directly assessed
practitioners’ views on their role within networks and network enhancement.

Interview process

To help keep track of the conversation within the interview, mind maps were created to help follow
responses, identify links between points and assist with decisions over follow-up probing. An example of
a mind map is provided in Figure 9.

Data analysis

We used a thematic analysis process before coding data in NVivo 9. The aim was to immerse ourselves in
the data and look across practitioner roles for emergent themes before coding commenced; this was both
a deductive process following research questions and an inductive-driven enquiry being led by the research
data.’®’ In total four people worked on these data before one researcher applied the final coding frame
and a second researcher checked the data coding. The main coding themes were allocated to explore:

approaches to recovery

stigma

roles within network (practitioner, individual, others)
resources within networks

network development goals

challenges for network development

practitioner feedback on the CHN approach

case studies.
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FIGURE 9 Example of researcher’s mind map to help navigate through interview.

Query reports were discussed and agreement reached for a final coding decision.

The practitioner data were written up in Chapter 6, structured to follow the research questions, providing
a similar format to the data reported in Chapter 5.

Organisation interviews: series 2

Data collection

After we had completed data collection in all the other modules, our final data gathering phase involved
returning to organisations in both study sites to re-interview informants. We decided to interview strategic
leaders covering commissioning, primary care, the NHS, local authority and mental health third sector
(Table 5). We did not interview mainstream community resource leads (education, sports and recreation) as
our interview schedule (see Appendix 15) required mental health expertise.

TABLE 5 Organisation leadership participant profile series 2

Participant type SW London Total
Trust/social care leadership 2 2 4
Mental health third sector 1 1 2
Primary care 1 2 3
Community organisations 0 0 0
Commissioner 1 1 2
Total 5 6 11
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Recruitment

We reviewed positions of responsibility among organisations and assessed appropriateness for second
interviews based on job title, data collected and alternative participants. In total, out of 11 interviews, five
were second interviews following up from module 1.

Development of interview guide

The second organisation interview schedule was developed by the study team following a project meeting
with our advisory group and PPl group, where all study data were considered. The goal was to keep
interviews to 30 minutes and to cover:

reaction to study data (we struggled to articulate clearly the study focus to practitioners; thus we
decided to root these interviews in the data by presenting case material and seeking a reaction to
this information)

local changes to policy and practice (in the past 18 months)

views on recommendations and dissemination routes.

Data analysis

The data analysis process repeated the approach outlined in Chapter 2 (section Data collection) following
a modified framework approach. These data were used within the case study synthesis (see Chapter 7) to
provide context for understanding the health and social care structures within which personal networks
for people with SMI operate.

We undertook a three-stage final synthesis process. First we undertook within-case synthesis for the SW
and for London, producing two site analyses. Second we commissioned the PPl group to review our
findings using their lived experience to assess the relevance of our data and interpret them with reference
to their own recovery journeys. Finally we brought together all data components to answer the three
main research questions using a bespoke model that emerged through research team reflection. The
research team, including the PPI group, found that network-mapping data, in-depth interview data,
practitioner interviews and organisational leads interviews all revealed the potential of the CHN approach
for understanding connectedness through people, places and activities in recovery (see Appendix 7).

To test this potential, each data module write-up was reviewed by two members of the research team for
evidence of individual agency, structures and systems, and access to resources for shaping people’s lives.
The results of this process are found in Chapter 8.

Social network analysis studies are increasingly incorporating and combining quantitative and qualitative
data in complementary ways.'®® We did not do this formally, but instead created a hybrid approach that
used network-mapping visuals as the springboard for detailed exploration of what life looks like now and in
the past for someone with SMI managing their health and well-being. Within mixed-methods studies there
was a danger that combining data sources could lead to clashes between the underlying assumptions of
both methodological approaches.'® We sought to overcome this using within-case synthesis by carefully
integrating qualitative and quantitative data, from a variety of perspectives in a geographically bound
context, working together as a study team to check each other and draw out shared meaning. The two
case studies were intended to present two contrasting cases. The case studies were quantitatively driven,

in that the salient features, such as the predominant characteristics of networks, were quantitatively
derived. The qualitative data were used to complement this by demonstrating what these generalisable
guantitative trends actually looked like in the context of individuals’ lives. The wider context was then
considered and the qualitative data from organisational lead interviews (series 2), for each site, was used to
examine the local barriers and facilitators for individuals when trying to develop their personal networks
through the context of wider community resources. Finally the case studies consider the implications for
how practitioners and organisations can help people living with SMI by using a CHN approach.
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Patient and public involvement group lived experience reflexive

expert review

The case for PPl in research rests on the claim that research that has involved the public at design stage
and through the research cycle is likely to be of higher ethical quality and relevance to the populations
that it serves.’ PPl has further been defined as an ongoing dialogue between informed scientific and lay
deliberators, each of whom adds different kinds of value to the public practice of science.’' More recently,
these ethical claims have been challenged with the suggestion that they are premised on a paradox: that
once the lay voice becomes scientifically informed the ethical claim is unfounded.'*?

The study team decided to approach this dilemma with an open mind. At present, the most compelling
evidence for PPl in mental health research has focused on the impact of involvement in design and
recruitment to studies, suggesting a correlation between the two."* Much less attention has been focused
on the impact of PPl on the interpretation and synthesis of data as an interactive learning journey and
even less on reflexive analysis around the role of lived experience in shaping findings and conclusions.
Consequently, the study team decided that the recovery focus around agency within the study
necessitated, on the one hand, a commitment to active involvement in the interpretation and synthesis

to remain congruent with an ethics of coproduction, and on the other, reflexive critical analysis to consider
the strengths and weaknesses of so doing.

We commissioned an independent lived experience PPl consultant who had not been involved with

the study to facilitate and lead an interpretative review of the analysis drawing on the expertise of the
existing study PPl group who had been employed on the project in a range of research roles. The reason
for choosing an independent consultant was to ensure critical independence of view, blinded from the
interests and research investments of the wider research team. Members of the existing PPl group were
involved with a wide range of research methods awareness and project knowledge, from very little to
having a role as research assistant in the data collection. All five of the PPl group had personal experience
of living with schizophrenia or bipolar disorder and wider interests in mental health service development
and well-being programmes. The PPl group both collaborated and consulted with the lived experience lead
throughout the interpretation process according to capacity and time availability.

Three stages followed:

® The independent PPl consultant used a clearly defined and iterative process adapted from previous life
story work around personal and social recovery with people with SMI to facilitate the interpretative
agency of all members of the PPI group across the range of recovery perspectives and research
awareness.'*'% This was combined with a ‘critical friendship’ approach to working with the study
team in which ‘warts and all’ review was combined with working towards the greater good of research
quality. This critical friendship approach to PPl has been shown in another study to improve
research quality.’®®

® There was no governance requirement to go to an ethics committee for PPl. However, we felt it was
important to be mindful of potential current vulnerabilities within the PPl study group. An initial
telephone interview covered agreement to use lived experience to interpret the analysis and checked
emotional safety around so doing. Appropriate disclosure issues were explored, as anonymous
perspectives were still likely to be recognisable to the study team.

® The PPI study group were initially given four questions by the PPl consultant, reflecting on their own
recovery journey within their work on the project. Responses from each lived experience expert (LEE)
were written up as an individual starting position to frame subsequent interpretation and develop
the interview schedule. Reflexivity was built into the interview schedule by asking each LEE to consider
how their answers were informed by their lived experience perspectives at each step. The group were
asked: What was interesting in the data? What was surprising? What was missing that they might have
expected to see? What was salient in relation to their experience? What did they think the conclusions
and recommendations and next steps should be?
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This proceeded as follows:

Draft report chapters from August 2013 — network and in-depth interviews — were read. This was
followed by a telephone interview with the independent PPI consultant to reflect back views from
reading the material. The consultant used the interview schedule to elicit feedback from all five PPI
group members.

Second set of August 2013 draft report chapters were circulated — organisation and

practitioner interviews.

Third telephone interview with research consultant was undertaken to reflect back views.

Research consultant drafted report based on all the feedback, supported by one member of the group
who had also collected primary data to check accuracy of report.

The draft report was circulated for comment and face-to-face meeting attended by PPl group and
principal investigator to discuss emerging findings.

Final changes were made to the draft report, which features as Appendix 1.

The original aim was to include the reflexive review as a separate chapter but on further reflection and
review we considered the greatest strength of its impact on the final synthesis was at a formative rather
than summative stage. The reflexive review took place at a point in time when the wider study team
were still making sense of the data and was never intended be more than a positioned and situated
interpretation to make the PPI collaboration within the broader work of interpretative synthesis visible;
there is as yet very little formal process around recording these activities in research studies. We consider
recognition of these situated limits to be a strength making the research more reflexive.

Four members of the research team, including those with quantitative and qualitative research skills,
read across all the results of all of the data sets. After immersing ourselves in the data in this way we
discussed what seemed to be important within it for understanding the networks of people with SMI.
We inductively brought to the surface several theories about how these different elements might be
functioning. These have been named ‘meta inferences’.’®’” Potential interpretive inconsistencies were not
avoided or ignored; following this direction ‘complementary inferences’ were used to provide insights into
different aspects of the same phenomena. Therefore, when combined they provide a more complete
meaning.'® We returned to the wider literature to examine how our thoughts related to the work of
others, including overarching sociological explanations, and then re-examined the data with these in
mind. We first used a matrix to pull together sources of data from Chapters 3-7 in order to ‘test’ three
dimensions of influence in networks: availability of resources; use of agency; and external structures and
systems. These three dimensions drew on conceptions of agency?® and considerations of structure, as
applied to health." We explored the data for:

signs of enactment of different types of agency within individuals with SMI and also in practitioners
and organisational leaders (the agency of others)

the availability of resources and their role in effecting change

the impact of external structures and systems enabling, and also acting as barriers to,

network development.
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Second, we used the products of this analysis to answer the three study research questions. We looked at
how personal connections to people, places and activities were used by people with SMI, and explored
practitioner roles within them as a distinct influence. We sought to understand how organisations used
network approaches that extended beyond social networks to support people with SMI. Finally we
addressed how wider community collaborations were built between organisations, and the partnerships
forged to provide interorganisation integrated networks of support for people with SMI. The LEE report
(see Appendix 1) was an additional data source at this second stage, providing insight into what the PPI
group thought was most important in the data set for answering these research questions.

Our study had been primarily empirically driven, with theoretical contextualisation, and this synthesis
process aimed to produce an empirically led provisional framework for understanding people’s lives and
contributing the wider recovery approach. We drew on concepts in published literature as and when they
deepened our understanding of these findings.
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Chapter 3 Network mapping

Introduction

This chapter presents the results of network-mapping interviews and SNA analysis. It aims to answer the
following protocol research question: How do people with SMI use resources in their personal networks to
support their health and well-being? In doing so we created several sub-questions to investigate:

1. What characteristics made up the personal networks of people with SMI?

2. What is the mix of formal and informal health-care provision within people’s networks?
3. Do these networks differ in composition, range, size and density across subgroups?

4. How does network strength and breadth relate to well-being?

In this chapter we present results of interviews which mapped connections to people, place and activity.
We explore the entire network-mapping data covering both study sites while site comparison is presented
in Chapter 7. Site differences are mentioned in this chapter only where significant in regression models.
We collected more information and undertook more detailed exploratory analysis than can be presented
within the report. Therefore this chapter was structured by key findings:

e three personal network types (section Network types) and exploring the study population (section
Participant characteristics) to describe who has which network type

® key characteristics of social [section Social networks (people)], place (section Connection to place) and
activity (section Meaningful activity) connections among our study population and satisfaction with
networks (section Satisfaction with current networks)

® access to resources (section Networks, access to resources, well-being and mental health contact)
through personal networks and their association with other outcomes (section Networks, access to
resources, well-being and mental health contact).

Network types

The network-mapping cluster analysis, described in Chapter 2 (section Data analysis), generated three
distinct types of network. We named these ‘diverse and active’, ‘family and stable’ and ‘formal and
sparse’, based on key differences in the variables within each network type.

Diverse and active networks

Diverse and active were the largest networks, containing the most people, places and activity connections
overall. They describe 36.7% of the study population (55 people). Social ties were characterised by larger
numbers of friends and wider connections (acquaintances and colleagues) and a high frequency of social
contact. With low social network density (ties were more loosely knit) and a high mean number of

different relationships, they were also the type which most closely resembled ‘bridging capital’ in structure:

weaker and wider ties to different contacts and groups.

Place connections in this network type were dominated by community-based settings such as education
and work, and a higher proportion of places where social interaction was mentioned, as well as place
connections which had been built through informal referral, such as recommendations from family and
friends. Participants with diverse and active networks spent the majority of their waking time outside
the home.
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Diverse and active networks also had high levels of meaningful activity including relational activities such as
socialising and physical activities such as going for walks or running. On average a fifth of these activities
were externally structured (either by organisations or through involvement in formal activity groups such as
book or cycling clubs). There was an even split between activities done alone and those done with other
people. These networks were also characterised by higher proportions of connections made within the last
5 years. The majority of place and activity connections in this type were less than 5 years old. Participants
with diverse and active networks also reported higher satisfaction with their connections.

Figure 10 illustrates a diverse and active network type. Mental and physical health settings were present,
but the bulk of the network was taken up by connections to community settings and there were also a
wide variety of social ties. The family network was large but did not dominate, smaller nodes indicate that
many family members were seen less frequently and the existence of separate components such as the
leisure centre, martial arts centre and work indicate a diverse network. In Chapter 4 we draw on a
qualitative interview with SUL29, where he is known by a pseudonym, ‘Kevin'.

Family and stable networks were the most bonded and durable network type and describe 32% (48)

of our study population. ‘Bonding capital’ refers to the presence of close ties with similar people and these
networks were characterised by larger numbers of family contacts including children, partners and wider
family. There were relatively few non-family ties. Stability and durability was reflected in the majority of
social contacts having been known for longer than 5 years. These networks also had higher numbers

of informal carers and neighbours inside the social network. Network density or the proportion of
network contacts who also know each other was highest in family and stable networks.

Place connections in this type were stable, the majority on average being older than 5 years. Mental health
settings make up a very low proportion of overall place connections. Participants with this network type
spent most of their time at home but tended to live with others; home was rated by most as a positive
place. They had similar levels of full-time and part-time employment to diverse and active networks and
higher than formal and sparse networks. There were high numbers of individually structured activities
(those activities where activity was structured by the individual, such as reading or walking, not part of a
formal group but alone or with friends and family) and a low proportion of activities which were
unstructured (such as watching TV or listening to radio).

Figure 11 is an example of a family and stable network showing a strong family-focused network where
home was the key hub but it was also a social place where social interaction and social activity took place.
The participant was managed by primary care for their mental health and rated this setting and their GP as
negatively impacting their well-being. They also had negative wider family contacts but on the whole the
network was positive and was structured around activities with family.

Formal and sparse networks were the smallest, least diverse or active of all the network types and describe
31.3% (47) of our study population. They were characterised by social networks with fewer family, friend
or wider contacts and a larger proportion of the network dominated by formal contacts such as mental
health or other health practitioners.

Participants with these networks spent most of their waking time at home and also tended to live alone.
Place connections were dominated by high proportions of mental health and physical health settings and
lower proportions of community settings. A higher number of place connections had been built through
formal referral (from practitioners and organisations) and a lower proportion of places involve social
interaction. Participants in this cluster had the highest number of unstructured activities such as watching
TV or listening to the radio.
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FIGURE 10 An example diverse and active network (SUL29). Shape of node: type of node. Circle = person,

square = place, diamond = activity. Colour of node =well-being impact. Red = very negative, orange = negative,
white = neutral, yellow = positive, green =very positive. Size of node: frequency. Larger nodes = more frequently
interacted with social ties/activities engaged in/places connected to. Colour of text: mental health network. Blue
text =mental health nodes, black =other. Note: These diagrams have been anonymised, including changing of
place names where they were too specific. Where social ties and activities were not attached to places this was
because they were not interacted with or done in any specific location. Similarly activities without connections to
people were those that were done alone. The participant was not located in these diagrams in order to reduce
complexity of diagrams but they were connected to everything within them.
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FIGURE 11 An example family and stable network (SUSW56). Shape of node: type of node. Circle =person,
square = place, diamond = activity. Colour of node =well-being impact. Red =very negative, orange = negative,
white = neutral, yellow = positive, green = very positive. Size of node: frequency. Larger nodes = more frequently
interacted with social ties/activities engaged in/places connected to. Colour of text: mental health network. Blue
text =mental health nodes, black = other. Note: These diagrams have been anonymised, including changing of
place names where they were too specific. Where social ties and activities were not attached to places this was
because they were not interacted with or done in any specific location. Similarly activities without connections to
people were those that were done alone. The participant was not located in these diagrams in order to reduce
complexity of diagrams but they were connected to everything within them.

Figure 12 shows a formal and sparse network with fewer overall connections and in which physical or
mental health settings were more dominant and most of the individual’s time was spent at home where
they live alone. Although two friends visited, most activities were done alone and various local shops
represented the only regular and current community setting connection. What connections the participant
did have were rated positive for well-being impact.
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FIGURE 12 An example formal and sparse network (SUL13). MH, mental health. Shape of node: type of node.
Circle = person, square =place, diamond = activity. Colour of node = well-being impact. Red = very negative,

orange = negative, white = neutral, yellow = positive, green = very positive. Size of node: frequency. Larger

nodes = more frequently interacted with social ties/activities engaged in/places connected to. Colour of text: mental
health network. Blue text = mental health nodes, black =other. Note: These diagrams have been anonymised,
including changing of place names where they were too specific. Where social ties and activities were not attached
to places this was because they were not interacted with or done in any specific location. Similarly activities
without connections to people were those that were done alone. The participant was not located in these
diagrams in order to reduce complexity of diagrams but they were connected to everything within them.
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Participant characteristics

In this section we describe the 150 study participants. Asterisks in tables throughout this section indicate
where differences were statistically significant across network types; only significant differences are shown.

Sociodemographics

Over half the total study population were male and over two-thirds were white British (see Table 6).
Gender did not differ significantly across network type but ethnicity did differ; fewer participants who were
not white British had family and stable networks. Mean age was significantly higher in formal and sparse
networks and lowest in diverse and active networks.

Mental and physical health

Table 7 summarises mental and physical health characteristics of respondents and network type.

The process of grouping diagnosis is explained in Appendix 8. We also found 88% of respondents
(133 people) took medication for their mental health problem, of whom 89.5% took medication orally,
6.8% both orally and via depot injection and 3.8% via depot injection only.

Sixteen respondents (10.7%) had been admitted to hospital for physical health reasons in the last

12 months. Reasons for admission included hernia operations, kidney problems, overdose, gallstone
removal, cancer treatment and a shoulder operation; 86.7% recalled receiving a physical health check
from their GP or practice nurse and 50.7% were taking prescribed medication for physical health reasons.

Diagnosis was grouped as explained in Chapter 2. Groups differed significantly across network type;
significantly fewer participants with psychotic disorder/schizophrenia had family and stable networks while
almost half of those with manic episodes/bipolar had these networks. Mental health contact type also
differed significantly; more of those participants managed only in primary care had family and stable
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TABLE 6 Sociodemographic characteristics

Total study Diverse and active Family and stable Formal and sparse
population networks networks networks
Variable % (n) % (n) % (n) % (n)
Gender Male 56.7 (85) 35.3(30) 30.6 (26) 34.1 (29)
Female 43.3 (65) 38.5(25) 33.8(22) 27.7(18)
Ethnicity White 69.3 (104) 32.7 (34) 39.4 (41) 27.9 (29)
(x*=8.59*%) British
Other 30.7 (46) 45.7 (21) 15.2 (7) 39.1(18)
Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Age (F=4.01%) Years 46.3 (11.5) 429 (12.7) 47.8 (11.1) 48.7 (9.5)

SD, standard deviation.

Notes

For all tables, percentages under the three network type columns read horizontally, as we are presenting the proportion of
participants who have each network type, rather than what proportion of each network type is made up of, for example,
male or female.

Ethnicity is reduced to two categories. The ‘other’ category is composed of 4.6% Asian (Bangladeshi, Chinese and other
Asian), 10% black (African, Caribbean, other), 8% other white, 4.7% white Irish, 2.6% mixed white and black and

0.7% mixed white and Asian.

*p<0.05, **p<0.01, ***p <0.001. Differences are across network type.

TABLE 7 Mental and physical health

Formal and
sparse networks

Diverse and
active networks

Total study
population

Family and
stable networks

Variable % (n) % (n) % (n) VX (1)

38

Diagnosis groups Psychotic 39.3 (59) 42.4 (25) 16.9 (10) 40.7 (24)
(*=14.18*%) disorder/
schizophrenia
Manic episodes/ 43.3 (65) 29.2 (19) 47.7 (31) 23.1 (15)
bipolar
Other psychoses 17.3 (26) 42.3(11) 26.9 (7) 30.8 (8)
MH contact type Primary 38.7 (58) 32.8(19) 44.8 (26) 22.4(13)
2=7.66*
( ) Secondary 61.3(92) 39.1(36) 23.9 (22) 37.0 (34)
Inpatient history Has been 81.3(122) 40.2 (49) 27.0 (33) 32.8 (40)
inpatient for
MH (y?=7.63%)
Have been under 63.9 (78) 38.5 (30) 26.9 (21) 34.6 (27)
section
Never been 18.7 (28) 21.4 (6) 53.6 (15) 25.0 (7)
inpatient
Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Time since last Mean years since 8.9 (8.2) 9.5(9.8) 8.9(7.2) 8.1(6.8)
inpatient MH last psychiatric
admission admission
Length of contact  Mean years since 20.1 (11.7) 17.9(112.1) 20.9(11.4) 22.0(11.4)

with services

first sought help
for MH problem

MH, mental health; SD, standard deviation.
*p <0.05, **p <0.01, ***p <0.001. Differences are across network type.
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networks and fewer had formal and sparse networks. Inpatient (but not sectioning) history differed
significantly and there were fewer participants who had been a psychiatric inpatient who had family and
stable networks.

We note several sociodemographic differences in these mental and physical health variables; we did not
know why there were these differences in the study sample and the reasons were likely to be multiple,
relating to our study design and features of the delivery of psychiatric services. Gender spread was
significantly different by diagnosis; 74.6% of the psychotic disorder/schizophrenia group was male
compared with 47.7% of the manic episodes/bipolar and 38.5% of the other psychoses group {y?[degrees
of freedom (df)=2, n=150]=13.35, p < 0.01}. The mean age of those managed in primary care was
significantly higher than those managed in secondary mental health services, at 48.8 years compared with
44.8 (t=2.13, df =125.51, p=0.04). Significantly fewer participants who were not white British (23.9%)
than white British participants (45.2%) were managed only in primary care [y%(df =1, n=150)=6.09,

p =0.01]. Significantly more participants with schizophrenia/psychotic disorder had been an inpatient:
93.2% compared with 84.6% of those with other psychoses and 69.2% of those with manic episodes/
bipolar, [y(df=2, n=150)=11.95, p <0.01].

Time since last psychiatric inpatient admission was used as a proxy for illness stability. The median number
of years since last admission was 6 and the mode was 1. About a quarter (27%) of those who had been
an inpatient had been admitted in the last 2 years, 47.8% in the last 5 years and 74.8% in the last

13 years. We found no significant difference across network type but participants in touch with secondary
services had been an inpatient significantly more recently than those managed in primary care, at 7.2 years
compared with 11.7 years (t=2.81, df =76.60, p=0.06).

Accommodation and relationship status

Table 8 summarises participant living arrangements and relationship status. We grouped housing type into
three groups in which we inferred decreasing stability from ownership (most stable) to other (least stable).
‘Other’ housing types include residential homes or sheltered housing (8% of respondents), staying in a
hostel (0.7%), staying with a friend or family in own room (4.7 %), sofa-surfing (1.3%) or other (1.3%).
We split living situation by alone or with others. ‘With others’ included living with partner/spouse (28%),
parent(s) (8.7%), other family (2.7%), friends (2%), or other (8.7%). Marital status was grouped into
married/in a civil partnership or cohabiting (with an intimate partner), or ‘other’. ‘Other’ statuses include
separated/divorced (14.7%), single (55.3%) and widowed (0.7 %).

We found that age decreased significantly with less stable housing type [F(df =2, n=147)=28.81,

p <0.001] and participants who owned homes were significantly older (mean 51.1 years) while
participants in the other housing type were youngest (mean 39.3 years). Diagnosis also significantly differed,
with only 6.8% of the psychotic disorder/schizophrenia group owning a home compared with 38.5%

of manic episodes/bipolar group and 38.5% of the other psychoses group y2(df =4, n=150)=18.96,

p <0.001. Participants who lived alone were significantly older (t=3.63, df =148, p <0.01) and had been
in touch with services for significantly longer (t=2.55, df = 148, p=0.01) than those who did not live
alone, while significantly more of the psychotic disorder/schizophrenia group (64.4%) lived alone than the
other psychoses (46.2%) or manic episodes/bipolar (38.5%) groups [y*(df=4, n=150)=8.51, p=0.01].
Diagnosis also differed significantly by marital status, with more participants with manic episodes/bipolar
and fewer of those with psychotic disorder/schizophrenia married/in a civil partnership or cohabiting
[¥2(df=2, n=150)=12.10, p <0.01]. The reported presence of an informal carer who provides support
and assistance was significantly higher for participants who lived with others [y%(df =1, n=150)=9.42,

p <0.01], but we found no difference according to marital status; 65.9% of those married/in a civil
partnership or cohabiting did not report having an informal carer. Many of our participants viewed
partners and other relatives not as ‘carers’ but as ordinary family.

Table 8 shows that significantly more participants who owned their homes had family and stable networks
while most participants in ‘other’ housing types had diverse and active networks. Similarly, significantly
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TABLE 8 Accommodation and relationship status

Housing type Home 26 (39) 33.3(13) 53.8 (21) 12.8 (5)
(y*=17.55*%*) ownership
Home rental 58 (87) 33.3 (29) 27.6 (24) 39.1 (34)
Other 16 (24) 54.2 (13) 12.5(3) 33.3(8)
Living situation  Alone 50 (75) 41.3 (31) 10.7 (8) 48.0 (36)
2 = 35.52***
( ) With others 50 (75) 32.0 (24) 53.3 (40) 14.7 (11)
Children Have children 43.3 (65) 16.9(11) 52.3 (34) 30.8 (20)
(Xz :27.00***)
Living with 14.7 (22) 18.2 (4) 77.3(17) 45 (1)
children
(@ =24.82%*%)
Pets Living with pets 30 (45) 28.9 (13) 44 .4 (20) 26.7 (12)
Marital status Married/civil 29.3 (44) 22.7 (10) 72.7 (32) 45 (2)

(¥2=49.93***)  partnership
or cohabiting

Other 70.7 (106) 42.5 (45) 15.1 (16) 42.5 (45)
Informal carer Have informal 28.7 (43) 25.6 (11) 46.5 (20) 27.9(12)

carer

(x> =6.21%)

*p <0.05, **p <0.01, ***p <0.001. Differences are across network type.

more participants who lived with others had family and stable networks and those who lived alone tended
to have either diverse and active or formal and sparse networks. Significantly more participants who

were married/in a civil partnership or cohabiting, and who had an informal carer, had family and stable
networks. Very few participants who were married/in a civil partnership or cohabiting had formal and
sparse network types.

Education and employment

Table 9 summarises education and employment status of the study participants. Only a small minority

of participants did not have a formal education but fewer than 30% had full- or part-time employment.
Employment percentages add to more than 100%, as some participants had more than one employment
type. Qualifications included National Vocational Qualification (NVQ) level 1 or below (6.7 %), General
Certificate of Education (GCE)/General Certificate of Secondary Education (GCSE) O-levels or equivalent
(24.7%), GCE/GCSE A-levels or equivalent (12%), higher education qualifications below degree level
(12.7%) or degree level equivalent or higher (33.3%).

We see from Table 9 that network types differ significantly by both education and employment (full-time
employment or long-term sickness) dimensions; both more of those with no educational qualifications
and those who were on long-term sickness/disability benefit, had formal and sparse networks while fewer
of those who worked full time did not.

What type of individuals were in each network type?

We used multinomial logistic regression to assess which social, health and demographic variables remained
significant when controlled for other variables. For categorical response variables, the computed R? is
pseudo-R?, and thus the total variation was not reported but instead approximations were reported.

See Appendix 12 for the full list of variables used in this analysis.
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TABLE 9 Education level and employment status

Total study Diverse and Family and Formal and
population active networks stable networks sparse networks
VELEL]S % (n) % (n) % (n) % (n)
Education level No formal education  10.7 (16) 25 (4) 12.5(2) 62.5 (10)
2=8.35%
( ) Qualifications 89.3 (134) 38.1(51) 34.3 (46) 27.6 (37)
Employment status ~ Working full time 15.3 (23) 47.8 (11) 43.5 (10) 8.7 (2)
(x>=6.48%)
Working part time 14 (21) 42.9(9) 42.9(9) 14.3 (3)
Volunteering 10.7 (16) 62.5 (10) 18.8 (3) 18.8 (3)
In education/ 6.7 (10) 80 (8) - 20 (2)
training
Unemployed 15.3 (23) 34.8 (8) 26.1 (6) 39.1(9)
Long-term sickness/ ~ 35.3 (53) 22.6 (12) 26.4 (14) 50.9 (27)
disability
(¥*=15.26***)
Looking after 3.3(5) 20 (1) 60 (3) 20 (1)
family/home
Retired 10 (15) 33.3(5) 40 (6) 26.7 (4)

*p <0.05, ***p <0.001. Differences are across network type.

Table 10 shows that, when controlled for other variables, only four items remain significant in the model.
Participants on long-term sickness or disability benefit were significantly less likely to have diverse and
active network types than the other two network types, but this was variable did not significantly affect
differences between formal and sparse and family and stable network types. Participants with no formal
education qualifications were significantly more likely to have formal and sparse networks compared with
family and stable networks than those with formal qualifications. Participants who were living with others
were more likely to have family and stable networks than both diverse and active and formal and sparse
network types than those living alone. Although we found diagnostic differences in Table 7, when
controlled for other variables they are no longer significant.

TABLE 10 Significant variables associated with network type: results of multinominal logistic regression

Significant
Network types independent Coefficient
compared variables (standard error) p-value Odds ratio (95% Cl)
Diverse and active Long-term sickness -1.92 (0.943) 4.15 0.042 0.15 (0.02 to0 0.93)
versus formal or disability
and sparse
Formal and sparse No formal 4.38 (1.94) 5.11 0.024 79.92 (1.79 to 3573)
versus family qualifications
and stable . .
Living with others 3.74 (1.68) 494 0.026 41.95 (1.55 to 1133)
Diverse and active Long-term sickness -3.24 (1.53) 4.49 0.034 0.039 (0.002 to 0.785)
versus family or disability
and stable . )
Living with others 3.77 (1.64) 5.28 0.022 43.2 (1.74 to 1075)
Renting compared 4.16 (1.77) 5.53 0.019 64.2 (2 to 2062)
with ‘other’

housing status

Cl, confidence interval.
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Well-being and functioning

The Dartmouth CO-OP charts self-assessed current functioning, health status and quality of life (Table 77).
All questions were framed within the last 4 weeks from point of data collection and we used a published
coding frame for comparison where lower scores refer to better functioning.?® The CO-OP scores in our
study indicated poorer health and functioning on all of eight measures than for the large community
(general population) sample.?®

We saw significant differences across network types in the three asterisked measures in Table 11, where in
all cases, those with formal and sparse networks had the worst scores while those with diverse and active
networks had highest overall health and least limited social activities; those with family and stable
networks had the most social support.

Our SWEMWSBS was lower than the general population. We present a multiple regression model on this
scale in the last section.

Figure 13 indicates that, while SWEMWABS scores differed significantly across network type, all network
types included participants with higher and lower well-being.

TABLE 11 CO-OP Dartmouth and SWEMWSBS scores across network type and compared with the general population

Physical 1.61(1.35) 1.41(1.41) 1.48 (1.13) 1.91 (1.46) 1.35(1.25)
fitness

Emotional 2.07 (1.24) 1.87 (1.23) 1.96 (1.18) 2.43 (1.26) 1.37(1.18)
problems
(feelings)

Difficulty 1.57 (1.14) 1.36 (1.06) 1.50 (1.13) 1.89(1.18) 0.68 (0.94)
with daily
activities

Limited 1.57 (1.33) 1.33(1.23) 1.48 (1.13) 1.96 (1.56) 0.57 (0.96)
social

activities

(t=3.09%)

Experience 1.51(1.49) 1.27 (1.47) 1.50 (1.44) 1.79 (1.53) 1.19(1.19)
of pain

Overall 2.14 (1.16) 1.93(1.23) 2.04(1.11) 2.49 (1.06) 1.63 (1.00)
health
(t=3.34%)

Social 1.73(1.42) 1.47 (1.23) 1.35(1.39) 2.43 (1.44) 1.13(1.33)
support
(t=9.09***)

Quality of life  1.78 (0.93) 1.69 (.96) 1.71 (.90) 1.96 (.93) 1.23 (0.80)

SWEMWBS  Total population  Diverse and active  Family and stable Formal and sparse  General population
measure mean score (SD)  networks score (SD) networks score (SD) networks score (SD)  score?®

SWEMWBS  22.3(5.7) 23.5(5.6) 23.0(5.3) 20.4 (6.0) 25.3
score
(F=3.92%)

SD, standard deviation.
*n<0.05, **p<0.01, ***p <0.001. Differences are across network type.
Lower scores = better functioning.
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FIGURE 13 Distribution of well-being scores within each network type.

Exploring diagnosis groups in the study population

Table 12 below summarises significant differences by diagnosis, rather than network type. It shows that
people with psychotic disorder/schizophrenia tended to be male, with the lowest levels of full time
employment, formal education, marriage/cohabiting and home ownership and the highest levels of
long-term sickness/disability and living alone.

TABLE 12 Differences in study population by diagnosis using participant characteristics and well-being data

Psychotic disorder/ Manic episodes/

VELEL][S schizophrenia bipolar Other psychoses

Gender (y?=13.35%*%)

Male n (%) 44 (74.6) 31(47.7) 10 (38.5)

Female n (%) 15 (25.4) 34 (52.3) 16 (61.5)
Mean age*** (SD) 445 (11.3) 46.8 (10.8) 49.2 (13.1)
Employment

Working full time n (y?=7.93%) 4 16 3

Long term sickness/disability** n (%) 28 (47.5) 20 (30.8) 5(19.2)

(*=7.34%)
Married or cohabiting* n (%) (3>=12.10**) 8(13.6) 27 (41.5) 9 (34.6)
Living alone** n (%) (y*=8.51**) 38 (64.4) 25 (38.5) 12 (46.2)

Housing (x?=18.96***)

Own home n (%) 4(6.8) 25 (38.5) 10 (38.5)

Rent n (%) 42 (71.2) 32(49.2) 13 (50)

Other n (%) 13 (22) 8(12.3) 3(11.5)
Stayed in psychiatric ward* n (%) 55 (93.2) 45 (69.2) 22 (84.6)

(2=11.95%%)

SD, standard deviation.
*n <0.05, **p<0.01, ***p<0.001. Differences are across diagnosis group.
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Our regression model on network type did not find diagnosis to be significant, but we can see from this
table a tendency for the bipolar group to have the characteristics that were associated with family and
stable or diverse and active networks and for the schizophrenia group to have the variables associated with

formal and sparse networks.

Network characteristics across network types

This next section moves from looking at participant characteristics to factors which were used to cluster
network types. We examined a variety of network variables across people, place and activity dimensions to
generate the typology, and Table 13 summarises how these differ by network type. The people, place and

activity sections below describe these variables in more detail.

Table 13 indicates that the three network types differ significantly not just in social network characteristics,

but also in connection to places and in meaningful activities engaged with as well. We suggest that

conceptually these findings highlight the importance of place and activity when examining the social in

people’s lives.

TABLE 13 Network characteristics across network type

Summary % participants in each type (n)
Social Mean overall social network size*** (SD)
networks

(people) Range of social network size

Mean family group size*** (SD)

Mean friend group size*** (SD)

Mean wider group size*** (SD)

Mean formal (practitioner) group size** (SD)

Mean % of social ties who know about
participant’s mental health condition** (SD)

Mean % of social ties who also use MH
services (SD)

Mean number of ties in inner circle** (SD)

Mean % of social network ties rated
negative (SD)

Mean frequency of contact with social
ties (SD)*

Mean % of ties known for less than
5 years*** (SD)

Mean social network efficiency score*** (SD)

Mean number of relationship types*** (SD)

36.7 (55)
23.9(10.6)
9-64
5.3(4.0)
8.1(6.4)
6.1(5.1)
4.4(2.9)
71.3(23.2)

15.8 (16.8)

5.0(3.5)
10.9 (12.6)

2.5(0.5)

55.8 (18.7)

0.8 (0.1)
6.1(1.5)

32.0 (48)
22.8(9.1)
10-44

8.6 (3.7)
7.8 (5.1)
3.7 (3.9
2.6(1.6)
73.4(19.7)

14.4(13.2)

5.4 (3.9)
10.4(12.1)

2.3(0.5)

24.7 (15.5)

0.6 (0.2)
5.8 (1.5)

31.3(47)
12.4 (5.6)
5-30

3.7 (2.6)
3.3(3.3)
1.5(1.8)
3.9(2.4)
85.7 (16.1)

16.1 (11.4)

3.0(2.5)
10.3(13.7)

2.3(0.4)

39.2 (20.8)

0.8(0.1)
4.5(1.1)

44

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



DOI: 10.3310/hsdr03050 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 5

TABLE 13 Network characteristics across network type (continued)

Places Mean total place connections outside 10.8 (3.6) 10.5 (4.0) 7.5(2.0)
home*** (SD)
Mean % of place connections which were 63.2 (11.4) 64.4 (14.0) 47.0 (13.8)
community settings*** (SD)
Mean % of place connections which were 29.7 (11.2) 30.1(13.6) 41.7 (14.1)
physical health care settings*** (SD)
Mean % of place connections which were 7.1(6.2) 5.3(6.9) 11.3(8.9)
mental health care settings*** (SD)
Mean % of places where social interaction 76.2 (14.0) 69.0 (17.0) 60.5 (25.3)
was mentioned*** (SD)
Mean place connection frequency*** (SD)* 3.0 (.5) 2.5(0.6) 2.9 (.6)
Mean % of place connections over 37.4 (28.8) 61.7 (21.3) 61.0 (27.7)

5 years old*** (SD)

% of waking time spent at home**

0-25% 14.5% 8.3% 2.1%
26-50% 41.8% 18.8% 12.8%
51-75% 30.9% 39.6% 31.9%
76-100% 12.7% 33.3% 53.2%
Activities Mean number of meaningful activities*** (SD) 7.5 (2.8) 6.8 (2.9) 45 (2.3)
Mean % of activities individually structured***  66.2 (19.3) 78.9 (20.5) 62.2 (30.0)
(SD)
Mean % of activities externally structured (SD) 20.9 (19.2) 13.2 (16.9) 9.4 (15.0)
Mean % of activities unstructured*** (SD) 13.0 (12.5) 7.9(11.8) 28.3(27.3)
Mean % of activities social*** (SD) 50.3 (26.0) 45.2 (25.2) 26.2 (29.3)
Mean activity frequency*** (SD)? 2.8(0.6) 2.4 (0.6) 3.0(0.7)
Mean % of activities over 5 years old*** (SD)  56.1 (21.2) 71.6 (23.3) 82.2 (23.5)

MH, mental health; SD, standard deviation.
a Frequency is an ordinal scale of occasionally (1), monthly (2), weekly (3), daily (4).
**p<0.01, ***p <0.001. Differences are across network type.

Social networks (people)

Composition of social networks

We mapped all current social ties where there was regular interaction. The mean social network size was
19.9 contacts and they ranged from 5 to 64 contacts. The data were not normally distributed; we found a
median size of 18 contacts and multiple modes of 13, 18 and 19 contacts.

We collected data on relationship type and summarised these into four relationship groups as shown in
Table 14: family, friends, wider contacts and formal contacts. The largest groups of contacts were family
and friends. Six per cent of participants had no family ties, 8% had no friends, 22% had no wider contacts
and only 2.7% had no formal contacts.
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TABLE 14 Composition of social networks by relationship type

Family Immediate family 4.4(3.1) 221 5.8(4.1) 291
Wider family 1.1(1.9) 5.6
Partner 0.3(0.5) 1.6
Friends Friends 6.5 (5.6) 32.5 6.5 (5.6) 32.7
Wider contacts  Colleagues 1.1(.0)5.7 3.9(4.3)19.6
Neighbours 0.8(1.6)4.2
Acquaintances 1.9(2.6)9.6
Formal Practitioners (non-mental health) 2.1 (1.6) 10.5 3.7(2.4)18.6
contacts Clinical MH practitioners 1.3(1.7)6.7
Other MH practitioners 0.3(0.7)1.4

MH, mental health; SD, standard deviation.

Participant characteristics, place and activity variables were included in a multiple regression model to
examine variance in the natural logarithm (used instead of the original scale because of non-normal
distribution) for social network size. Table 15 shows that, when controlled for other variables, social
network size increased for every connection to places which were community settings, for externally/
formally structured activities and also slightly with increased age and higher SWEMWABS score. It was
significantly higher for participants in touch with secondary mental health services than for those managed
in primary care, and significantly higher for white British participants than for those of other ethnicities.
Finally, social network size decreased significantly for increased waking time spent at home and was
significantly smaller for participants with psychotic disorder/schizophrenia than for those with manic
episodes/bipolar. Social network size was also significantly higher for participants with family and stable
networks, and those with diverse and active networks, than for those with formal and sparse network
types. This model explained 62.6% of the variance in the natural logarithm of social network size.

TABLE 15 Variance in overall social network size: multiple regression model

Total number of community settings mentioned outside home 0.021 (0.010) 2.153 0.033
Formally structured activities 0.113(0.021) 5.389 0.000
Time spent at home -0.131(0.031) -4.163 0.000
Family and stable networks 0.398 (0.076) 5.235 0.000
Diverse and active networks 0.342 (0.076) 4.498 0.000
Diagnosis dummy schizophrenia -0.211 (0.055) -3.799 0.000
Mental health contact — secondary care 0.215 (0.056) 3.831 0.000
White British 0.151 (0.059) 2.574 0.011
Age 0.006 (0.002) 2.409 0.017
SWEMWSBS score 0.009 (0.005) 2.014 0.046
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In considering explanations for the observed variations, we were aware that the larger social networks of
those in secondary mental health contact may be partly explained by the participants having significantly
more practitioner contacts than those in primary care, a mean of 4.4 compared with 2.6 (t=4.67,

df =148, p <0.01). The larger networks of white British participants consist of significantly more friends
(t=2.48, df =124.07, p=0.02) and family (t=2.50, df =148, p=0.01) than those of other ethnicities.
The smaller networks of those with psychotic disorder/schizophrenia consist of significantly fewer friends
[Fdf=2,n=147)=5.02, p <0.01] and family [F(df =2, n=147)=11.56, p < 0.01] but more practitioners
[Fdf=2, n=147)=5.78, p <0.01] than the other diagnostic groups.

We also considered mental health-related contacts within networks and these are summarised in Table 16.
Participants who had a significantly higher percentage of networks comprising other mental health service
users were those who had been in contact with mental health services for longer (Spearman’s r=0.25,
p=0.02) and those who were on long-term sickness or disability benefit (t=2.15, df =148, p=0.03).

Participants who had significantly higher proportions of ties who knew about their mental health condition
were those who were supported in secondary mental health services (t=2.13, df = 148, p=0.04), those
who had been a psychiatric inpatient (t=2.57, df = 148, p=0.01) and those who were on long-term
sickness or disability benefit (t=2.92, df =148, p < 0.01).

Table 16 indicates how disclosure of mental health condition differs by social network group.

Mental health condition was often kept from wider components of networks such as colleagues and
acquaintances, as illustrated in Figure 14, which splits mental health disclosure by those who (in the
participant’s perception) know (blue) about their mental health condition and those who do not (red).

Social network ‘emotional closeness’ and well-being impact

Participants rated each social network tie by how emotionally close they felt to them through six levels
using concentric circles, from inner circle (closest) to outer circle (not close at all) (see Appendix 7).
Most participants (86%) had someone in their inner circle and on average 4.5 ties in the inner circle.
These were primarily family (59.1%) or friends (27.6%) but practitioners (8.4%) and wider contacts
(4.9%) also featured. The number of social ties within the inner circle decreased significantly with
years since first mental health contact (r=-0.23 p=0.02) and the mean number was highest for
those with family and stable networks and lowest for those with formal and sparse networks [F(df =2,
n=147)=6.63, p<0.01].

Participants without anyone this emotionally close had significantly fewer family contacts, with a mean

of 3.1 family ties compared with 6.7 family ties (t=3.45, df =35.82, p <0.01). Participants also rated each
social network tie in terms of perceived impact on their own well-being, on a five-point scale from

TABLE 16 Mental health disclosure and service use within social networks

Overall 13.6 74.2
Family group 13.6 88.7
Friend group 20.6 75.7
Wider group 12.9 41.8
Practitioner group N/A 92.2

MH, mental health; N/A, not applicable.
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FIGURE 14 Perceived knowledge of mental health condition among network ties. Key: blue = knows about
condition; red = does not know.

very negative (—2) to very positive (2). The majority of contacts were rated quite (37.6%) or very (26.8%)
positive while only one in ten was rated as either quite (7%) or very (3.1%) negative. The proportion of
negative ties did not vary significantly across network types.

Negative contacts were significantly correlated with network size (r=0.31, p <0.01); larger networks
were more likely to contain negative contacts. The most commonly rated negative ties were colleagues,
19.2% of which were rated negative; neighbours, 18.7%; wider family, 14.3%; immediate family,
11.9%; acquaintances, 11.5%; mental health practitioners, 10.1%; non-mental health practitioners,
8.7%,; partners, 6.5%; and friends 6%. Negative ties tended to be found in relationships that people had
limited control over, such as colleagues, and least in those where individuals can exert more choice, such
as friends and partners.

Frequency of contact with social ties (social network activity)

We measured frequency of interaction with each social tie because it was possible that participants had
larger social networks of contacts but full of ties they did not regularly interact with because of iliness,
distance, time or other factors. ‘Interaction’ included face-to-face, phone and e-mail contact. Overall,
15.9% of contacts were interacted with on a daily basis, 32.8% at least once a week, 25.6% at least once
a month and 25.3% only occasionally.

Some 23.3% of participants reported no daily contact with any individual social network tie but all
participants had at least one social network tie they contacted at least once a week. We found that those
participants who had no daily social network contact had significantly fewer family contacts (t=4.79,
df =90.51, p < 0.01) and were significantly more likely to live alone [x%(df=1, n=150)=31.34, p <0.01]
and significantly less likely to be married or cohabiting [y*(df =1, n=150)=15.44, p <0.01], and
significantly more participants with schizophrenia or psychotic disorder had no daily contact with any
social network tie [y%(df =2, n=150)=6.95, p=0.03].

A ‘social network activity’ variable was created by computing mean frequency of contact with social ties
and we found it decreased significantly with age (r=-0.30, p < 0.01) and was significantly lower for
participants in touch with secondary mental health services (t=2.45, df = 148, p=0.02). It did not differ
significantly across network type clusters.
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Practitioner role in networks

Formal practitioner contacts comprised a mean 18.6% of total social network size. This differed significantly
across network type [F(df =2, n=147)=32.33, p < 0.01]; in formal and sparse networks, practitioner contacts
comprised 33.0% of social networks on average compared with 19.6% of those with diverse and active
networks and 12.1% of those with family and stable networks. Participants with smaller overall social networks
had significantly higher proportions of practitioner ties in them (r=-0.40, p < 0.01). There was also a
significant difference across diagnostic groups [F(df =2, n=147)=16.31, p < 0.01]. In the psychotic disorder/
schizophrenia group, a mean of 28.8% of networks were composed of formal contacts, compared with

14.4% of the networks of those in the manic episodes/bipolar group and 21.82% of the social networks of
those with other psychoses.

We examined three groups of practitioners: clinical mental health practitioners [psychiatrists, community
psychiatric nurses (CPNs)], other mental health practitioners (third sector), and other health and social care
practitioners (GPs, dentists, job advisors). While all participants in the study had a GP surgery, 70.7% had a
named GP and this did not differ significantly by primary/secondary care contact or diagnosis. A total of
27.3% of participants named a dentist. A total of 22.7% of participants had at least one practitioner in
their inner circle of emotional closeness: 8% had a GP, 14% had a clinical mental health professional,
3.3% had other mental health practitioners and 2.7% had other health and social care practitioners. Some
individuals had more than one; for example, one participant had four clinical mental health practitioners in
their inner circle. We did not find significantly more people in primary care with a GP in their inner circle.

There were no significant differences in overall network size between those who had a practitioner in their
inner circle or not, but those who had a GP in their inner circle were significantly less likely to be married/in
a civil partnership or cohabiting [y2(df =1, n=150)=5.41, p=0.02]. It was possible that practitioners
replaced close relationships in some networks but on the whole they seemed to complement rather than
replace informal networks.

In which closeness circle, out of six, a practitioner first appeared was examined. We found that on average
the first mentioned practitioner was closest in diverse and active networks and least close in family and
stable networks [F(df =2, n=147)=4.10, p=0.02]. Participants who felt closer to their clinical mental
health practitioners rated them as significantly better for their well-being (r=0.34, p < 0.01).

We examined continuity of practitioner relationship. Of those participants who named GPs, 5.6% had
known their current GP for less than 6 months, 48.1% for 6 months to 5 years, 20.8% for 5-10 years and
20.8% for over 10 years. Of those who named clinical mental health practitioners, 14.8% had known
them for less than 6 months, 56.8% for 6 months to 5 years, 17% for 5-10 years and 11.4% for

over 10 years. Participants who had known their GP for longer felt significantly closer to them (r=0.23,

p <0.02), and rated them as having a significantly better impact on their well-being (r=0.26, p <0.01).
Participants who had known their clinical mental health practitioners for longer felt significantly closer to
them (r=0.32, p<0.01) and had significantly higher satisfaction with their network as a whole

(r=0.27, p=0.01).

Social network structure: density and diversity

The structure of social networks was also examined. Participants were asked which members of their
social network knew one another, to measure density; higher density refers to a larger proportion of social
network members knowing each other. We considered four measures of density, all of which can be
skewed by social network size, because the probability of a fully connected network decreases as network
size increases.'® Efficiency had the lowest correlation with social network size (r=0.17, p=0.04) and so
this was selected. Higher efficiency scores equate to lower density or less connected networks. Larger
numbers of wider contacts (r=0.27, p<0.01) and friend (r=0.26, p < 0.01) and practitioner contacts
(r=0.24, p<0.01) were correlated with higher efficiency but larger family networks were negatively
correlated and thus more dense (r=-0.35, p < 0.01).

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Pinfold et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

49



50

NETWORK MAPPING

Density differed significantly across network types [F(df =2, n=147)=17.60, p < 0.01]; family and stable
networks had the lowest efficiency scores and diverse and active networks had the highest, reflecting the
interconnected bonded structure of the former and the diverse settings found in the latter.

Diversity of network was considered using mean number of relationship types. On average participants had
5.5 out of a possible 9 relationship types mapped in their social networks, ranging from 3 to 9 (SD 1.5).
Those with diverse and active networks had significantly more relationship types than the other networks
and those with formal and sparse networks had the fewest [F(df =2, n=147)=18.67, p <0.01].

Connection to place

Personal networks were rooted in time and place, providing anchors and contexts to shape everyday living.
We thus asked participants which places they connected to both currently and regularly.

Home
Home was mapped for all participants. We considered waking time spent at home, well-being impact
of home and social network ties linked to home.

Over half of participants spent more than 50% of their waking time at home (Figure 15). This differed
significantly across our three network types [y%(df =4, n=150)=17.55, p < 0.01]. Those with family and
stable networks and those with formal and sparse networks both spent most of their waking time at
home, but we saw from Table 8 that the latter group tended to live alone and the former with others.

Those who spent more of their time at home had significantly smaller social networks (r=-0.46, p < 0.01)
including smaller friend groups (r=-0.40, p < 0.01) and wider contact groups (r=-0.34, p <0.01). Those
who spent more time at home were also significantly older (r=0.23, p <0.01) and had been in touch
with mental health services significantly longer (r=0.15, p < 0.05).

A total of 86.1% of participants mentioned some form of regular social interaction at home, such as
regular visits from family, friends or practitioners. Participants rated home as positive for well-being on

the whole. Some 74.2% rated home as positive (32%) or very positive (42.2%), 15% rated it as neutral
and 10.9% rated it as negative (7.5%) or very negative (3.4%). We found significantly more participants
with formal and sparse networks rated their home as positive than those with other network types
[x2(df=2, n=147)=8.68, p=0.01], and significantly more of those renting rated their home as neutral or
negative than those with other housing status [y%(df =2, n=147)=7.59, p =0.02], while significantly
more participants who were not white British than white British participants also rated their home as
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FIGURE 15 The dominance of home place in networks (n =150).
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neutral or negatively impacting well-being [y(df =1, n=147)=6.04, p=0.01]. A total of 41.6% of
participants had lived in their current home for more than 10 years, 41.6% for 5-10 years, 17.4% for
6 months to 5 years and 6% for less than 6 months. We did not find any network or well-being
differences according to time lived in current home.

Places outside the home

A total of 1449 places outside the home that people currently and regularly attended were mapped in
the study. At the analysis stage, places were categorised (Table 17, or see Appendix 10 for more details).
All participants were connected to a GP surgery, as this was a recruitment criterion.

TABLE 17 Summary of place connections

Total places outside home (n=150) 100 9.66 (3-21) 0.77,1(=2t0 2)
Total MH settings 61.3 0.73 (0-2) 0.58,1(-2to0 2)
Third MH settings 9.3 0.09 (0-1) 0.71,1 (-1 10 2)
Secondary MH settings 52.6 0.58 (0-2) 0.56, 1 (-2 to 2)
Private MH settings 6 0.06 (0-1) 0.78,1(-1to 2)
Total PH settings 100 3.02 (1-6) 0.62,1(-1to02)
Clinical settings 12.7 0.16 (0-3) 0.17,0 (-2 to 2)
Community settings 90 1.87 (0-5) 0.40,0 (-2 to 2)
GP surgery 100 1(1-1) 0.63, 1 (-2 to 2)
Total community settings 100 5.91 (1-16) 0.92,1(-2to0 2)
Family and friends house 38 0.57 (0-5) 1.06, 1&2 (-2 to 2)
Library 36 0.36 (0-2) 0.68, 0&1 (-2 to 2)
Education setting 8.7 0.09 (0-2) 1.5,2(0to 2)
Physical recreation setting 353 0.48 (0-6) 1.3,2(0t02)
Social recreation setting 37.3 0.55 (0-7) 0.98,1(-110 2)
Cultural recreation setting 15.3 0.24 (0-4) 1.39,2(0to 2)
Spiritual setting 20.7 0.23 (0-3) 1.32,2(-1to02)
Shops and markets 89.7 1.75 (0-6) 0.51,0 (=2 to 2)
Green and outdoor spaces 64.7 0.96 (0-5) 1.15,1(-1t0 2)
Workplace (paid and voluntary) 32 0.37 (0-3) 0.89, 1 (-2 to 2)
Settings connected to children 3.7 0.09 (0-6) 0.38,1(-2to 1)
Employment and housing 3.3 0.03 (0-1) 0,-1,0&1(-1to 1)
services (neither PH nor MH)
Health support groups 7.3 0.07 (0-1) 1,1(-2102)
Social activity and interest groups 10 0.11 (0-2) 1,1(-1102)

MH, mental health; PH, physical health.
a 2=very positive, 1 =positive, 0 =neutral, —1 = negative, -2 = very negative.
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We found that, on the whole, places were rated as overwhelmingly positive for well-being and most
network maps had only place connections they viewed positively, or which were viewed neutrally but
served a function, for example shops or a GP surgery. Our analysis of place focused on connections across
settings, associations with social networks and sociodemographics. Later we look at the relationship to
resource access and well-being.

Across our network types we found significant differences in connection to total places outside the home
[Fdf=2, n=147)=17.42, p < 0.01]; those with diverse and active networks connected to the most

and those with formal and sparse networks the fewest. Mental health settings were most numerous in
formal and sparse networks and least common in family and stable networks [F(df =2, n=147)=2.12,

p <0.05]. Community settings were significantly less common in formal and sparse networks while similar
numbers were found in diverse and active networks (mean 6.9) and family and stable networks (mean 7.0)
[df=2,n=147)=23.28, p <0.01]. Those with formal and sparse networks connected to significantly
fewer physical recreation settings and those with diverse and active networks connected to the most
[Fdf=2, n=147)=5.35, p=0.01].

Finally, some connection-building was evidenced by those who linked to more workplaces (r=0.20,
p=0.01) and physical recreation settings (r=0.20, p =0.02) having significantly more social networks of
contacts built within the last 5 years.

Duration of place contact

As with social networks, we also examined duration of contact to place connections and the balance
between network-building and network stability. Overall, the majority of connections in participants place
networks were over 5 years old (52.6%) while 47.4% had been built in the last 5 years. We found older
participants had significantly more connections over 5 years old (r=0.36, p <0.01) and found evidence

of network rupture caused by inpatient admission; those who had been inpatients in the last 5 years had
significantly fewer place connections older than 5 years than those who had not been inpatients in the last
5 years (t=3.00, df =99.93, p < 0.01). Participants who reported decreasing health had significantly fewer
place connections built within the last 5 years (r=0.20, p=0.01).

We also found participants who lived alone had significantly fewer new place connections built in the last
5 years (t=2.09, df =148, p=0.04) and those who worked full time had significantly more new place
connections (t=4.06, df =148, p < 0.01).

Referral to place: how were place connections built?

We examined how certain places were referred to (Table 18). Referral by others was unusual and
participants tended to make their own connections; however, participants with larger friend networks
(r=0.21, p=0.01) and larger diverse networks (r=0.22, p <0.01) were informally referred to a higher
percentage of places; similarly those with larger practitioner networks had more formal recommendations
(r=0.30, p <0.01). Participants in secondary mental health care were signposted to significantly more
places than those in primary care (t=8.26, df =147.78, p <0.01). We found informal referral to differ
significantly by network type [F(df =2, n=147)=4.56, p=0.01], with the highest proportion of place
connections built through informal referral in diverse and active networks and the lowest in formal and
sparse networks.

Social interaction in place

We measured the extent of social interaction in places connected to in three categories: places where
social interaction was mentioned by the participant, places were no social interaction was mentioned
but was inferred as necessary (e.g. in dentist surgeries or mental health appointments social interaction
was integral to the visit) and places where social interaction was not mentioned or inferred as necessary
(e.g. supermarkets, libraries, parks). Overall, social interaction was mentioned in 68.9% of places, not
mentioned but inferred in 12.9% and neither mentioned nor inferred in 18% of places.
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TABLE 18 How place connections were built

Community settings 9.2 7.0 83.7
Library 0 3.7 96.3
Education setting 21.4 14.3 64.3
Physical recreation setting 13.9 8.3 77.8
Social recreation setting 9.8 24 87.8
Cultural recreation setting 11.1 5.6 83.3
Spiritual setting 14.3 0 85.7
Green and outdoor spaces 7.6 4.9 87.5
Workplaces 3.5 7.0 89.5
Settings connected to children 15.4 15.4 69.2
Statutory services (neither MH 0 60 40.0
nor PH)

Health support groups 7.1 28.6 64.3
Social activity and interest groups 21.1 21.1 57.9
Third-sector mental health settings 7.1 28.6 64.3
Community physical health settings 6.6 3.8 89.6

MH, mental health; PH, physical health.

The majority of places involved social interaction mentioned by the participant. We found that the number
of place connections where social interaction was mentioned was correlated with more friend contacts
(r=0.49, p<0.01), family contacts (r=0.42, p <0.01), practitioner contacts (r=0.21, p <0.01) and wider
contacts (r=0.40, p<0.01). The number of places where social interaction was not mentioned or inferred
was correlated with smaller family networks (r=-0.27, p <0.01).

Where social interaction was not mentioned but inferred, the participant did not mention it because there
was no specific social tie whom they saw regularly there; for instance, at the dentist they might have
seen whoever was available rather than a specific practitioner.

Social interaction was therefore a key dimension of place. However, the dominance of shops and markets
in the category of no social places mentioned or inferred may skew this finding. We found that both green
and outdoor spaces and spiritual settings where no social interaction was mentioned or inferred were

still rated positively for well-being, with a mean positive score and a modal very positive score for both;
places themselves also had a beneficial impact.

What have we learnt about place connections?

The place connection data shows us how diverse people’s lives were; people with SMI were not living in a
psychiatric ghetto. These networks of place seem to be built by the individual rather than those around
them. The 150 participants used 1449 places away from home that were important enough to mention
at interviews for impacting on their health and well-being, mostly positively. We did not find place,

as such, an important feature of network in terms of variations across the study population and impact
on well-being. However, it was clear that the type of setting connected to did matter as well as social
interaction in a place.
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Meaningful activity

The final network level investigated was activity. Participants were asked what meaningful activities they
currently and regularly undertook and whom if anyone they participated with.

What activities were the study population doing?

A total of 958 activities were mapped and 14 categories applied at the analysis stage (Table 79). We found
a wide range of meaningful activities engaged in, from participants who spent all day watching TV to those
who engaged in 16 diverse activities. Activities were extremely personalised and challenging to categorise.
We found most participants (76%) engaged in some physical activity even if it was only going for walks.
General recreation such as watching TV, reading, creative and cultural hobbies as well as multimedia use
were also common. Everyday tasks such as domestic activities also featured in many networks.

Participants tended to rate their activities as having a positive impact on well-being, as they also did with
places. We found that overall the number of meaningful activities engaged in decreased with age
(r=-0.17, p=0.03) and that those who engaged in more activities also had more friends (r=0.41,

p <0.01), family (r=0.18, p=10.04) and wider contacts (r=0.19, p=0.02).

Across network types, participants with formal and sparse networks engaged in significantly fewer physical
activities and those with diverse and active networks engaged in the most (F=3.59, df =147, p=0.03).

Level of structure in activities

In order to understand activities further, we labelled them according to structure level. Unstructured
activities were those that passed time without an obvious purpose, such as watching TV or listening to the

TABLE 19 Summary of meaningful activities

Total activities mentioned 100 (150) 6.4, 5 (1-16) 1.20,2 (-2 t0 2)
Volunteering and work activity 36.7 (95) 0.45, 0 (0-3) 1.02,1(2to02)
Education, training and study 13.3 (20) 0.15, 0 (0-2) 1.30,2(-1102)
Physical activities 76 (114) 1.27, 1 (0-5) 1.35,2(-2to 2)
Creative and cultural hobbies 60 (90) 1.10, 0 (0-6) 1.42,2(-11t02)
Spiritual activities 6(9) 0.09, 0 (0-3) 1.69,2(1to?2)
Relational activity 31.3(47) 0.37, 0 (0-4) 1.38,2 (=2 to 2)
Domestic activity 43.7 (64) 0.55, 0 (0-3) 1,1, (2102
Multimedia use 44.7 (67) 0.49, 0 (0-2) 0.77,1(-2to0 2)
Reading 48 (72) 0.49, 0 (0-2) 1.33,2(2t02)
General recreation 61.3(92) 0.84, 1 (0-3) 0.94,1(-2to 2)
Shopping and spending 15.3 (23) 0.17, 0 (0-2) 1.04,2(-2to 2)
Travel and commuting 8(12) 0.09, 0 (0-2) 1.21,2(-1to 2)
Receiving mental health and other 6.6 (10) 0.08, 0 (0-2) 0.83,1(-2to2)
support (e.g. CBT)

Miscellaneous health and well-being 8.7 (13) 0.11, 0 (0-3) 1.41,2(0to 2)
activities

CBT, cognitive-behavioural therapy.
a Lowest mode shown where multiple exist.
b -2 =very negative, —1 = quite negative, 0 =neutral, 1 = positive, 2 =very positive.
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radio. Individually structured activities were those where the structure was set by the participant and had
an obvious purpose such as exercise, study or socialising and externally or formally structured activities
were those where the structure was set by others, such as formal education, work, volunteering, exercise
with a personal trainer and so on. We found 13% of activities had no structure, 71.2% were individually
structured and 15.8% were externally or formally structured.

We found that larger social network size was significantly correlated with individually (r=0.27, p <0.01)
and externally or formally (r=0.57, p <0.01) structured activities.

Social and non-social activity
The majority of activities were those that the participant tended to do alone (59.1%) while 40.9% were
activities that the participant usually did with others.

A total of 46.7% of activities were done alone and yet were structured. We found that those who
engaged in more of these ‘alone but structured” activities had larger friend groups and connected to more
places (r=0.25, p=0.02) including libraries, cultural recreation, spiritual settings and physical recreation
settings but did not have significantly different well-being or functioning. Unstructured activities done
alone were associated with smaller family networks (r=-0.18, p =0.02) and lower perceived social
support (r=0.22, p <0.01) and physical fitness (r=-0.18, p=0.02). Those who engaged in more
unstructured activities alone were significantly older (r=0.16, p=0.05) and had been in touch with mental
health services for longer (r=0.19, p=0.02).

Activity duration

The majority (69.1%) of activities mentioned were those that participants had done for longer than 5 years,
with fewer than a third (30.8%) of activities having been started within the last 5 years. We found that
older participants had a significantly lower proportion of activities started in the last 5 years (r=-0.32,

p <0.01) and the percentage of newer activities to be significantly correlated to newer social networks
(r=0.26, p <0.01) and newer place connections (r=0.43, p <0.01) in terms of the proportion of each that
were less than 5 years old. Inpatient admission also seemed to impact on activity duration, with participants
who had been an inpatient in the last 5 years having a significantly lower percentage of activities and
hobbies that were older than 5 years (t=2.36, df =113, p=0.02).

Summary: what we have learnt about meaningful activities

Activities mentioned as important tended to be those which were structured and which were done with
other people. Those done alone or unstructured seem to be least beneficial for networks overall and we
saw significant differences across network types.

Satisfaction with current networks

We asked participants how satisfied they were with their current network (Table 20).

TABLE 20 Participant satisfaction with their networks

Very unsatisfied 5(3.3) 1(20) 1(20) 3 (60)
Quite unsatisfied 18 (12) 6 (33.3) 7 (38.9) 5(27.8)
Neither satisfied 20 (13.3) 6 (30) 4 (20) 10 (50)
nor unsatisfied

Quite satisfied 75 (50) 28 (37.3) 24 (32) 23 (30.6)
Very satisfied 32 (21.3) 14 (43.8) 12 (37.5) 6 (18.8)
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We found overall that most participants were satisfied with their current networks and there was no
significant difference across network types. Participants who were more satisfied with their social network
had more friends (r=0.37, p <0.01), family (r=0.19, p <0.02) and practitioners (r=0.21, p<0.01)

but not wider contacts. Social network satisfaction was significantly positively correlated with perceived
overall health (r=0.33, p <0.01), quality of life (r=0.41, p <0.01) and social support (r=0.37, p<0.01).
Participants with more people in their inner circle of closeness (r=0.31, p=<0.01) were significantly
more satisfied with their networks. This is consistent with our analysis of the words people used to
describe their personal networks. Each participant was asked for three words to describe their network
at the end of the mapping interview. We found very similar words used across the network types.

This emphasises the commonalities within networks and the values that people with SMI ascribe to
connections, which they overwhelmingly described as follows:

® Formal and sparse networks were described as ‘friendly’, ‘close’, ‘supportive’, ‘reliable’, ‘positive’ and
‘caring’. A third of the 81 reflection summaries were, however, negative evaluations including
‘lonesome’, ‘sad’, ‘lacking support’ and ‘inadequate’.

® Family and stable networks were described as ‘friendly’, ‘close’, ‘supportive’, ‘reliable’ and ‘positive’.
Again a third of the 83 words selected were negative evaluations including ‘unstable’, ‘solitary’,
‘patchy’, ‘isolated’ and ‘confusing’.

® A larger number of diverse and active networks (93) were described as ‘friendly’, ‘close’, ‘supportive’,
‘caring’, ‘trustworthy’ and ‘shared interests’, and a quarter of the evaluations were negative including
‘conflict’, 'disjointed’, ‘frightening’, ‘limited’ and ‘sad’.

Well-being connections that were valued produced networks that contained friendship, support and
emotional closeness.

For place settings, network satisfaction was significantly higher only for increased connection to
community places (r=0.23, p<0.01) and places where social interaction was mentioned (r=0.24,

p < 0.01). For activities, satisfaction was higher only with those which were social (r=0.21, p=0.01) or
individually structured (r=0.18, p=0.04).

Networks, access to resources, well-being and mental
health contact

We explored the relationship between networks and access to resources. Table 27 summarises these
measures across network type.

Both RGUK score and HRG score differed significantly across network types.

TABLE 21 Outcome measure differences by network type

RGUK score (F=24.96***) mean (SD) 14.2 (6.6) 15.5 (6.0) 17.4 (5.2) 9.5(5.9)

HRG score (y>=19.90***) % (n) % (n) % (n) % (n)
High group (0-12) 51 (76) 47.3 (26) 23.4(11) 83 (39)
Low group (13-15) 49 (73) 52.7 (29) 76.6 (36) 17 (8)

SD, standard deviation.
***p<0.001. Differences are across network type.

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



DOI: 10.3310/hsdr03050 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 5

Access to social capital

A key interest of the study was in how connections to people, place and activities provide access to
resources. The RGUK measures access to social capital resources through personal contacts. Table 22
compares our study findings with other projects that had used the RGUK. The total possible score for

the RGUK was 27, with four sub-domains: seven for domestic resources, nine for expert advice, six for
personal skills and five for problem solving. It seems to suggest that access to social capital was lower for
our respondents than for the general population, but it was higher than other studies involving people
with SMI or depression. This could potentially be explained by our sampling locations, as all the other
studies except one®* collected data in London, where people with SMI appear to have less access to social
capital (as in our study), or other differences in the study populations. However, Table 27 shows the score
was lower for those with formal and sparse networks than in any of the studies cited, at a mean of 9.5.
Moreover, RGUK score differed significantly across diagnostic group in our study (F=9.90, df = 158,

p <0.001); the psychotic disorder/schizophrenia group had a mean score of only 11.6, compared with
16.6 for those in the bipolar disorder group and 14.0 for those with other psychoses.

We examined variance in RGUK using a multiple regression model including all network and participant
characteristic variables as well as network type. The variables used are presented in Appendix 12. Table 23
summarises the significant variables and shows that, when controlled for other items, RGUK scores were
higher for participants who had someone in their inner circle compared with those who did not, for
participants who were working full time compared with those not, for participants who had higher
percentages of social ties rated as negatively impacting their well-being, for increased connection to places
where social interaction was mentioned and for increases in social ties who knew about the participant’s
mental health condition. It was lower for participants with higher efficiency scores (less dense networks
had lower social capital), for participants who did not have any formal education qualifications, for
participants in London compared with the SW site, for participants who spent more time at home and

TABLE 22 Published social capital studies including data on mental illness

CHN study SMI (n=150) 3.76 (2.03) 4.82 (2.61) 2.72 (1.70) 2.87 (1.44) 14.19 (6.57)

Dutt and South East Asian women with SMI (n =54)

Webber . .

(2010)'22 First generation 3.4(2.3) 2.8(2.3) 1.9(1.6) 2.8(1.5) 10.9 (6.5)
(n=40)
Second generation 4.0 (2.1) 3.4(2.3) 2.0 (1.6) 29(01.7) 12.3(7.1)
(n=14)

Webber and  General population 4.88 (1.86) 5.25 (2.47) 3.66 (1.66) 3.33(1.07) 17.24 (5.88)

pop

Huxley (n=335)

(2007)'%

Webber et al. Individuals with 4.1(2.0) 42 2.4) 2.7(11.7) 3.0(1.2) 13.9 (6.2)

(2011)'8 depression in primary

care (n=158)
(Follow-up only
reported)

Webber et al.  People on Care 4.03 (1.99) 4.20 (2.36) 2.76 (1.64) 2.92 (1.27) 13.9 (5.8)
(2014)*3 Programme Approach
in England (n=1016)

Murray et al.  People with SMl in 3.06 (1.92) 4.07 (2.29) 2.48 (1.57) 2.73(1.25) 12.17 (5.67)
(2007)%* London volunteering

(n=126)

(Follow-up only

reported)

SD, standard deviation.
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TABLE 23 Variance in RGUK score: multiple regression model

Number of place connections where social interaction was mentioned 0.423 (0.137) 6.220 0.000
Working full time 3.549 (1.035) 3.085 0.002
Number of social ties who know about mental health condition 0.249 (0.056) 3.427 0.001
Efficiency score -9.802 (2.260) 4.457 0.000
Has a social contact in inner circle of emotional closeness 4.777 (1.059) -4.337 0.000
No formal education qualifications -4.241 (1.124) 4.513 0.000
Time spent at home -1.252 (0.416) -3.773 0.000
Physical fitness score (higher score = poorer physical fitness) -0.707 (0.267) -3.009 0.003
Percentage of social ties rated negative for well-being 0.067 (0.027) —-2.645 0.009
Site: London or SW -1.796 (0.761) 2.442 0.016

for lower physical fitness scores. Of the total variation in RGUK score, 60.7% was explained by these
variables. Aspects of social ties, place connections and activities all remained significant in the final model.
When examining RGUK scores across network types (see Figure 16) we found variations: people with
formal and sparse networks tended to have lower scores.

Figure 16 indicates how RGUK score varies within each network type and highlights the segregation of
scores between network types. Few participants with diverse and active or family and stable networks had
the lowest RGUK scores, while participants with formal and sparse networks tended on the whole to have
low scores on this scale and very few were around or higher than the mean score of 14.19.

Sources of social capital

Figure 17 shows that social capital was accessed primarily through immediate family and friends, with
limited resource access from practitioners. Table 24 indicates the groups for which practitioner sources of
social capital were significantly higher. The percentage of resources provided by practitioners decreased
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FIGURE 16 Distribution of RGUK score by network type.
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FIGURE 17 Sources of social capital: % of total social capital resources accessed by relationship type.

TABLE 24 Significant differences in access to formal sources of social capital

Mean % of total social capital

Participant characteristics provided by practitioners

Ethnicity (t=2.05%)
White British 8.3
Other 18.8

Mental health contact (t=3.94***)

Primary care only 4.0

Secondary care 14.2
Working full time (t=5.78***)

Yes 1.3

No 11.9

Long-term sickness or disability (t=3.66***)
Yes 18.8
No 5.8
Married/civil partnership or cohabiting (t=5.81%**)
Yes 2.2
No 13.7
Diagnosis (F=7.53***)

Psychotic disorder/schizophrenia 17.2
Manic episodes/bipolar 5.2
Other psychoses 7.6

Network type (F=7.92***)

Diverse and active networks 10
Family and stable networks 2.8
Formal and sparse networks 18.3

*p<0.05, **p<0.01, ***p <0.001.
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significantly with time since last inpatient admission (r=-0.19, p =0.04) and was higher for those with
smaller friend (r=-0.22, p <0.01) and family (r=-0.21, p=0.01) networks and larger practitioner
networks (r=0.42, p <0.01).

Access to health resources

To supplement information from the RGUK looking at social capital, we created a bespoke schedule

to assess access to health resources among the study population. Table 25 summarises significant
independent variables explaining variance in HRG group and shows that, with increasing age and
increased percentage of place connections made in the last 5 years, participants were less likely to be in
the high HRG score group. Participants who were volunteering, those on long-term sickness or disability
benefit and those living alone were also less likely to be in the high HRG score group, while participants
with more family contacts and who engaged in more social activities were more likely to be in the

high HRG score group. Sixty-one per cent of the total variance in HRG score group was explained by
these variables.

Sources of health resources

As Figure 18 shows, health resources for those who had them were overwhelmingly provided by family
and friends, although practitioner provision was higher than for RGUK. Acquaintances provided very few
of these resources. Table 26 summarises for whom practitioner provision of HRG was significantly higher
and it is notable that many of those in the HRG high group had formal and sparse networks.

TABLE 25 Variance in HRG group: binary logistic regression model

Age -0.074 (0.026) 8.486 0.004
Volunteering -2.393(0.842) 8.074 0.004
Long-term sickness or disability -1.401 (0.525) 7.138 0.008
Living alone -1.254 (0.519) 5.845 0.016
Number of family ties in social network 0.211 (0.076) 7.659 0.006
Percentage of place connections less than 5 years old -0.032 (0.011) 8.760 0.003
Number of activities which were social 0.574 (0.141) 16.560 0.000

3% 4 N\
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FIGURE 18 Sources of health resources: percentage of total health resources accessed by relationship type.
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TABLE 26 Significant differences in access to formal sources of HRG

Mean % of HRG provided

Participant characteristics by practitioners

Ethnicity (t=2.27%)
White British 12.1
Other 214
Working full time (t=1.99%)
Yes 6.3
No 16.7
Married/civil partnership or cohabiting (t=4.34%**)
Yes 59
No 19.0
Diagnosis (F=4.50**)

Psychotic disorder/schizophrenia 21.7
Manic episodes/bipolar 9.3
Other psychoses 14.8

Network type (F=7.31%*¥*)

Diverse and active networks 16.1
Family and stable networks 5.6
Formal and sparse networks 23.8

*p<0.05, **p<0.01, ***p <0.001.

Networks and well-being

Only 34.1% of variance in SWEMWABS score was explained by the variables in Table 27, which indicated
that SWEMWSBS scores were higher for participants who had higher access to social support, were
married/in a civil partnership or cohabiting and engaged in volunteer work and for males than females.

It was lower for participants who had children, for increased percentage of social ties rated negative for
well-being, for participants who had never been in a psychiatric inpatient ward, for those with an informal
carer and for increased number of place connections in mental health settings.

TABLE 27 Variance in SWEMWABS score: multiple regression model

Significant independent variables Coefficient (standard error) t-value

CO-OP Social Support score (higher score = lower social support) -1.342 (0.293) —-4.582 0.000
Have children -3.431(0.878) -3.909 0.000
Married/in a civil partnership/cohabiting 3.118 (0.938) 3.325 0.001
Percentage of social ties rated negative for well-being -0.081 (0.031) -2.622 0.010
Never stayed in inpatient psychiatric ward -2.408 (1.011) -2.381 0.019
Has informal carer -1.885 (0.872) -2.162 0.032
Total number of mental health settings mentioned —-1.545 (0.589) -2.622 0.010
Volunteering 3.504 (1.283) 2.732 0.007
Gender was male 1.932 (0.805) 2.399 0.018
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What were the differences between primary and secondary care contact?
Because our study included both participants managed only in primary care (38.7%) and those managed
in secondary care (61.3%), we considered significant differences between these populations.

Table 28 shows that, when other variables (sociodemographic, health and well-being, employment,
housing and network) were held constant, participants who had a higher percentage of social ties known
for less than 5 years, who had higher mean numbers of relationship types in the social network, who had
a practitioner in their inner circle of emotional closeness, who spent more of their waking time at home,
who engaged in more unstructured activities and who had a higher percentage of place connections
which were mental health settings were more likely to be in secondary mental health service contact rather
than managed in primary care. Meanwhile, participants with no formal education qualifications, who
reported more limited social activities because of physical or emotional health, who had a higher mean
frequency of contact with their social ties and who engaged in more activities alone were more likely to be
managed in primary care.

Discussion

Data limitations

We acknowledge that our network-mapping data were limited by potential sampling bias due to low
response rates, 15.01% in London and 23.65% in the SW, and when reflecting on findings this must be
taken into account.

What characterises the personal networks of people with severe

mental illness?

We found great heterogeneity in the connections to people, place and activities. We see diversity in some
of our participants’ lives that rebukes assumptions that the majority of this population are inactive and
living in a mental health ghetto of day centres and other institutional spaces.?® Our clustering analysis has
grouped the individuals into three broad network types with distinct sets of structures and network
characteristics. While the clustering is an artificial construction it is useful for showing the diversity of
individuals' people—place-activity networks. Other studies have used similar methods to identify network

TABLE 28 Variance in mental health service contact type: binary logistic regression model

No formal education qualifications -4.061 (1.467) 7.666 0.006
CO-OP Social Activities score (higher score =more limited social activity) -0.892 (0.349) 6.540 0.011
Percentage of social ties known for less than 5 years 0.073 (0.023) 9.688 0.002
Mean frequency of contact with social ties -1.581 (0.803) 3.876 0.049
Mean number of relationship types in social network 1.249 (0.368) 11.546 0.001
Has a practitioner in inner circle of emotional closeness 1.477 (0.835) 3.129 0.077
Waking time spent at home 2.091 (0.639) 10.721 0.001
Number of unstructured activities engaged in 1.443 (0.581) 6.162 0.013
Number of activities done alone -0.981 (0.282) 12.099 0.001
Percentage of place connections which were MH settings 0.570 (0.124) 21.074 0.000
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types, albeit on social ties only.2%72% For example, a study on the mental health of older adults also
identified that less resourceful network types, lacking friends or family, were related to poorer mental
health."® Another study developed network types and found a more diverse and loose-knit network was
more active and with better access to resources than smaller, more excluded or homogeneous networks.*

Our network types should be interpreted in the context of two study locations; in another SMI population,
network types might cluster in a different way. Moreover, while we had a ‘diverse and active’ group, the
mean social network size (19.9 social contacts) was less than in studies of the ‘general population’. It was
difficult to compare with other studies as methods of network size estimation varied, and often studies
were interested in only one type of social tie. However, population estimates suggest, for example,

73 active ties based on listing known contacts using open questions®® and 123 active contacts based on
the exchange of Christmas cards.?'® Studies that directly compare mental iliness and general population
networks also show smaller networks for people with mental illness.*>'% Therefore, compared with the
general population, the connections within this group were likely to be less ‘diverse and active’.

The inclusion of place and activity variables adds more detailed understanding to these network types.
We can see the differing balance of formal and informal settings, and of community and health settings,
in individuals’ lives. Home has emerged as an important place in networks. The extent to which people
spent their time at home was significantly negatively associated with social network size and access to
social capital, suggesting value in community engagement. Both participants with formal and sparse
networks and those with family and stable networks spent most of their time at home, but those with
the latter networks tended to live with others and also had higher access to social capital. Having more
place connections outside the home, particularly those in the community, was also associated with

larger social networks, and those places which were social were associated with higher social capital.
Working full time was positively associated with social capital scores. This was consistent with other work,
showing the importance of employment for resource generation — financial resources but also social
relationships. Increased engagement in social activities was associated with having higher access to health
and well-being resources.

Our participants accessed a wide variety of settings in the community. Over a third of the study population
used libraries, which was more than the general population, estimated in 2009 as 12.8% of the adult
population visiting once a month or more.?'" Place connections which were safe and free to access, such
as parks, provided important community spaces to get out of the home, meet other people and build
identities that were not defined by mental health.?'**"* Our data suggested that the community was an
important resource, and fuller networks were those that connected to and made active use of community
resources to enhance well-being, while people who were the most isolated were those that spent a lot of
time at home doing unstructured activities, living alone and with few visitors. This may seem unsurprising,
but connectedness as a dimension of recovery® is not given the same priority in mental health services as
risk assessment or medication management for SMI; social aspects of living with SMI are given minimal
attention in NICE treatment guidelines.?®3%2'* Deinstitutionalisation and community connection also
depends on the existence and availability of community resources and spaces outside the home to connect
to, and these places being truly in the community rather than institutionalised settings,?® as well as
reducing barriers to access such as stigma.?'

The importance of meaningful activity for our respondents supported findings in other studies.'’ Types of
activities which were meaningful might vary from person to person?'® but feeling productive, having
routine and being socially engaged were key aspects of the beneficial impact of meaningful activities.''

Our three network types might provide a useful lens through which to distil myriad network variables into
types that mental health practitioners can work with more easily. It provides detail on the extent and type
of connectedness that a client has, which provides a context for thinking about interventions, as well as
defining some of the resources available. Our resource and well-being data indicated that both diverse and
active networks and family and stable networks had healthy components to them. Although we see a
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tendency for people with schizophrenia/psychosis to live alone and have fewer family ties or resources,
our modelling of who had each network type showed that diagnosis was not a significant explanatory
variable: many participants with psychotic disorder/schizophrenia develop diverse and active networks
(42% in this study). Long-term sickness and disability as an occupational status seemed to be the key
variable distinguishing diverse and active from formal and sparse networks; participants who reported
being long-term sick tended to have formal and sparse network types. Long-term sickness as a risk factor
for poorer social connection, negative social identity and lower levels of physical and other activity was
well supported in other work.'™ In these data, living alone was a key distinguishing factor determining
membership of formal and sparse networks compared with family and stable networks. Living alone was
likely to be a risk factor for isolation and loneliness — which themselves have well-established negative
health implications*® — especially where connection to community settings outside the home was lacking.
These findings are cross-sectional and exploratory; moreover, causation may be two-way: diagnosis may
affect if someone is living alone or long-term sick. However, our findings indicated that it may be useful to
view a person through qualities of their network in addition to the label of a diagnosis, in order to
understand a person and the social support that they require. This was the approach also being advocated
in the treatment of long-term conditions, recognising the central role of social support in recovery.'?*1%

Employment was an indicator of access to resources, as shown in the RGUK regression model.
Employment can be beneficial because it facilitates access to social interaction and provides structure, a
sense of identity, self-esteem and improved finances,’ while gaining employment can improve mental
well-being and social inclusion,™? but people with mental illness face discriminatory barriers in access to
employment.?"” In addition, not all employment is equal, and low-paid work which lacks meaning for the
individual may be no better for health and well-being than long-term sickness.?'®

The networks we mapped contained contacts, places and activities that were mostly viewed as positive

or neutral for well-being. The study team reflected on this and it was likely that, as our focus was health
and networks to support health and well-being, adverse or difficult relationships were less readily brought
to the fore through the interview questions. Despite efforts to encourage people to relate to positive and
negative contacts, places and activities, we acknowledge that we might not have been fully successful in
getting people to relay negative aspects of networks. Our finding may reflect the stability of our study
population at time of interview, and represent individual control and agency over personal networks where
individuals had pruned their networks to remove negative ties. Those with smaller networks may value any
tie even where conflict or negativity exists.®® Moreover, the existence of some negative ties is not in itself a
problem if people can manage them.

Another observation was over disclosure of mental health within network settings; a recent review
highlighted complexity in disclosure decisions.?'® Fewer wider contacts, including colleagues, had been
disclosed to and those with formal and sparse networks had the highest level of disclosure. It may be that
the ability to control this information was an important aspect of network management. Participants with
formal and sparse networks had a larger proportion of practitioner contacts who knew about their mental
health condition, while those who had diverse and active networks, and had greater choice over whether
or not to disclose, seemed to tend not to do so.

While it was difficult to compare methods, the mean size of the social networks we mapped was larger
than in many studies, including the mean size of 15.2 contacts found in the recent systematic review of
individuals with psychosis.??° This could be for a number of reasons. Our method was different: it was
expansive in terms of network boundaries and included places and activities as extra prompts for social
contact so we may have mapped a larger network through methods used. However, a study on people
who had been in a mental institution found a larger social network size of 23.% Our data also suggest it
was the type of relationship (close relationships) rather than the number which was most important for
resource exchange and this was supported by other work.?*’
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Finally, the wide range of places and activities important to people in our study population underlines the
personal nature of recovery from mental illness and progression towards greater citizenship;*?* what was
important varied by person and one size does not fit all. While the specific activity may differ, the literature
suggests having meaningful activities in one’s life can increase life satisfaction and improve subjective

quality of life in this population.™’

What was the mix of formal and informal health-care provision within

people’s networks?

We considered access to social capital and to health resources to answer this question. We found these
resources to be provided primarily by close informal ties such as family and friends and less so from wider
and practitioner contacts. Importantly, those who lacked family and friends to provide these resources had
lower resources; they did not seem to replace these resources with practitioner contacts. More health
resources (HRG) were provided by practitioners than social capital resources, but their support was still a
minority of overall HRG.

Elements of place, social relationships and activity all seemed to impact access to social capital. Close social
ties within the inner circle seem to be particularly important. Social network contacts who know about the
participant’s mental health impact positively; this was controlled for type of relationship and suggests that,
regardless of relationship type, disclosure may foster the trust and reciprocity required for social capital

to grow. Employment also improved access to social capital, as was found in a study of South East Asian
women with SMI.?2 The finding that increased percentage of network viewed as negative contributes
positively to social capital was of interest. Contacts can be disliked but still useful; we found colleagues
were viewed primarily as negative, so this fits with the impact of employment. Social capital was a
resource accessed through social networks so it was unsurprising that place connections which were
social had an impact. Participants in the SW had higher social capital and this will be explored in the case
studies (see Chapter 7).

Did these networks differ in composition, range, size and density

across subgroups?

Controlled for participant characteristics, only four factors were significantly associated with network type:
housing status, long-term sickness and disability, living alone or not, and formal qualifications. This was
important because it suggests that, on the whole, anyone can develop a more resourceful network type
regardless of their diagnosis, age, ethnicity or gender, even if influential factors might be hard to change.
We find support for this idea in that formally structured activities, time spent at home and community
setting connections explain variance in social network size. Longitudinal work would be required to unpick
how networks develop over time. However, our work highlights the heterogeneity and complexity

of networks and suggests one size does not fit all; is it also likely that mean scores will apply to a particular
individual. Therefore, it may be helpful not to attempt to isolate such factors but instead to use the
network approach to map networks on an individual basis, supporting a person-centred approach

to interventions.

How did network strength and breadth relate to well-being?

Well-being was our only outcome measure which was not inherently social. We found activities such as
engaging in voluntary work, higher social support, being married/in a civil partnership or cohabiting and
being male compared with female to be significantly associated with higher well-being scores, and
increased connection to mental health settings, having children, a higher proportion of negative ties,
lack of psychiatric inpatient history and presence of an informal carer to be significantly associated with
lower well-being. It was difficult to explain these results using our network-mapping data set without
longitudinal data. We could only make suggestions such as research showing hope was a strong predictor
of subjective well-being,??* which possibly explains the importance of volunteering and cohabiting
relationships. We found well-being and all functioning measures including perceived physical fitness,
quality of life and overall health to be lower than the general population across all three network types.
Those with formal and sparse networks did the fewest physical activities and connected to the fewest
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physical recreation settings. This suggests that more attention was required on physical fitness and
well-being for people with SMI and in particular those who were least connected through people, place or
activity resources. While many networks had important connections missing from them, participants valued
what connections they did have; most connections to people, places and activities were rated as positive
for well-being.

Our well-being model was weak. SWEMWBS measures well-being over the previous 2 weeks,'® though
subjective well-being is influenced by both short-term and long-term factors. Many of our network factors
and participant characteristics were more longstanding, thus day-to-day life events could affect the score
more strongly than network features. Finally we note that there was consistent perceived value in network
dimensions across our data, with the words used to describe networks mostly positive descriptions.
Personal networks to support w