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Abstract

Background: Recovery in mental health care is complex, highly individual and can be facilitated by a range of
professional and non-professional support. In this study we will examine how recovery from mental health
problems is promoted in non-medical settings. We hypothesise a relationship between involvement in decisions
about care, social support and recovery and quality of life outcomes.

Methods: We will use standardised validated instruments of involvement in decision-making, social contacts,
recovery and quality of life with a random sample of people accessing non-statutory mental health social care
services in Wales. We will add to this important information with detailed one to one case study interviews with
people, their family members and their support workers. We will use a series of these interviews to examine how
people build recovery over time to help us understand more about their involvement in decisions and the social

links they build.

Discussion: We want to see how being involved in decisions about care and the social links people have are
related to recovery and quality of life for people with experience of using mental health support services. We
want to understand the different perspectives of the people involved in making recovery possible. We will use this
information to guide further studies of particular types of social interventions and their use in helping recovery

from mental health problems.
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Background

Mental illness is common (about 1 in 4 people affected),
occurs across the lifespan and impacts on all areas of
everyday life. Conditions are often chronic and sig-
nificantly affect relationships, employment, economic
activity, housing, education and reduce contributions to
wider social capital. The cost of mental illness in monetary
terms is considerable, estimated at £7.2 billion in 2007/08
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in Wales [1]. Better co-ordination and planning of care
may improve outcomes, help to build recovery and enable
greater participation in daily life.

Recovery is defined as “regaining mental health to the
maximum extent possible and achieving the best pos-
sible quality of life, lived as independently as possible”
([2] p.8). This working definition is highly consistent
with Anthony’s universally accepted description of re-
covery as “a way of living a satisfying, hopeful and con-
tributing life even within the limitations caused by
illness” ([3] p.15).
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Collaborative or shared decision-making appears to aid
recovery and requires that both parties exchange
information, make attempts to reach consensus in treat-
ment goals and agree on treatment plans [4]. The benefits
associated with shared decision-making include reduced
patient distress, improved functional status, improved sat-
isfaction with services and a greater sense of control [5].

Mental health and social support/Social connectedness
The notion of social support includes structural charac-
teristics of an individual’s social networks as well as
functional aspects of social relationships among group
members. Structural conditions may be understood as
the social context in which social interactions take place
and the interchange of resources, information, goods or
services are understood as the functional aspect of a
given network. Social support can be positioned within a
broad semantic network that covers social integration,
social networks, social relationships and other concepts
referring both to the individual’s social behaviour (both
overt and covert) and their interaction with a group,
community or society [6].

Social support can be understood as a form of social
capital [7] to draw upon to assist coping with the stresses
of daily life. The concept of social capital offers a possible
explanatory and functional model for addressing the range
of challenges faced by people with mental ill health living
within communities. Support derived from networks in-
corporates material and emotional support and consists of
both formal and informal social ties [8, 9]. Social ties can
help people to adapt, make adjustments and improve re-
covery times in many conditions [10]. There remains lim-
ited research regarding the ways in which social support
from multiple sources (family, peers and community) in-
fluence processes of recovery from mental ill health. Such
an understanding is crucial so that researchers and mental
health professionals can make informed decisions regard-
ing where to focus care and treatment interventions [11].
Moreover, little attention has been afforded to the ways in
which social support relates to the positive indicators of
mental health recovery, such as hope for the future. To
address these gaps, our study seeks to examine the rela-
tionship between social support from multiple sources
and its role in enabling people’s recovery.

Sharing in decisions about care

It has been suggested that as health care moves into the
21st century the focus of much medical intervention has
moved away from the treatment of acute illness and into
the realm of palliative treatments for chronic or longer
term conditions [12]. Treatment of chronic conditions
often involves maintaining engagement between people
using services and health and social care workers with a
clear imperative to achieve consensus and agreement about
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treatment goals as a means to ensure care options are con-
gruent with the values and lifestyle of the individual. Shared
decision making (SDM) has been seen as one means to this
end. SDM is an interactional process involving at least two
people (usually the person and a health or social care sup-
port worker) where there is sharing of information about
treatment and care evidence alongside consideration of atti-
tudes to risk. Steps are then taken by both parties to reach
a consensus and agreement about the preferred treatment
decision [4]. SDM lies along a continuum of forms of deci-
sion making in health and social care settings which range
from paternalistic to informed choice approaches [13].
Emerging evidence across the medical spectrum points to
the utility of the concept in a range of conditions in achiev-
ing greater patient involvement, improved satisfaction with
treatment and better health outcomes [14].

In the context of mental health care shared decision
making remains relatively new, untried and may present
significant challenges for people using services and those
providing them. There are three conditions needed for
the implementation of SDM in health and social care
contexts as follows,

1. Access to evidence based information on treatment
options,

2. Guidance on how to weigh up the pros and cons of
different options

3. A supportive culture that facilitates patient
engagement [15].

The evidence for the presence of these conditions needs
to be interrogated in relation to mental health care. It is
questionable for instance how we should take the notion of
sufficient evidence for treatment options in mental health
care especially when the most frequently available treat-
ments are pharmacological only and have doubtful efficacy
or considerable dangers [16]. Decision making in relation
to medication in mental health care is complex and casts
SDM as an alternative to traditional paternalist views of
medication compliance in these settings [17]. Mental health
settings seeking to promote recovery via patient centred
care that promotes involvement and engagement seem to
struggle to achieve recovery oriented practice [18]. While
some services seek to present service models that provide
these conditions it appears that mismatches between staff
and patient understandings of the concept of recovery may
work against these intentions [19]. How people are further
involved by other agencies on decisions related to non-
treatment but condition-relevant decisions remains largely
unknown. The evidence to date is that collaborative and
shared involvement in the process of care is patchy with
many users unsure of who their care co-ordinator is and
uncertain about the content of care plans [20-23].
We would like to examine the extent of collaborative
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involvement in decisions about care from the perspective
of service users and how this is associated with patient re-
ported recovery and quality of life outcomes.

Project description

This study will investigate the role of social approaches
in promoting recovery from mental health problems. For
the purposes of this research we are interested in exam-
ining involvement in decisions about care and the extent
of networks built by the person within their social set-
tings to understand how these relate to recovery and
quality of life outcomes.

Our research question is: In what ways, if any, do so-
cial interventions promote recovery from mental health
problems?

We hypothesise that care provided with an emphasis on
social interventions will be associated with improved qual-
ity of life and recovery outcomes for people with mental
health problems. We further hypothesise that there will be
a positive association between recovery, involvement, size
and depth of social networks and quality of life.

Due to the disparate nature of current service
provision and the inchoate nature of the evidence for in-
volvement in decisions and its relationship with recovery
in mental health care, an observational study that under-
takes exploratory analysis of likely variables is best suited
to develop the empirical case for designing future con-
trolled studies. In this study we wish to examine the use
of these specific social interventions to better under-
stand their relevance to outcomes and to provide the
scientific underpinning for further studies.

Aim and objectives
The aim of this study is to provide new evidence on so-
cial approaches to recovery in mental health problems
from the perspective of those using services.

This study will therefore examine whether shared deci-
sion making and social network ties are related to better
outcomes and contribute to recovery and quality of life.

Our objectives are

1. To investigate involvement in decisions in planning
of mental health care for social care users and their
relationship to recovery and quality of life outcomes.

2. To examine the support networks of social care
users and their relationship to patient reported
recovery and quality of life outcomes.

3. To assess the relationship between recovery,
involvement in decisions, social networks and
quality of life.

4. To use detailed case studies to examine how social
interventions are experienced by those receiving and
providing them.
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Design and method

The study will adopt a mixed-methods design incorpor-
ating quantitative data collected at two points using reli-
able, validated, standardised measures of involvement in
decisions, extent of social network links, recovery and
quality of life alongside qualitative data collected in case
studies. The standardised measures will help us to see
the extent of involvement, how recovery is supported
over time and allows us to measure outcomes. These
data will be supplemented by case studies to provide a
more in-depth understanding of process, experiences
and outcomes, from the perspectives of individuals,
those working with them and their significant others.

Recruitment and sampling

There are multiple providers of mental health and social
care services across public and voluntary sectors in
Wales. It is our intention to access a sample of people
through a mental health charity provider currently pro-
viding services to approximately 1400 people across
Weales. The organisation’s client database will be anon-
ymised to provide a sampling frame from which a ran-
dom sample will be drawn.

Data will be collected in two overlapping stages. All
potential participants will be given written information
on the study and their informed consent sought. Our in-
clusion criteria will include adults of working age, who
have been in receipt of mental health care, will include
new (<2 years) and established cases (>2 years) and focus
on those who have capacity to consent. Exclusion cri-
teria will include people identified by support staff as be-
ing in current crisis or psychotic episode and those who
are currently receiving care in hospital.

First, we will access a random sample (n = 200, + 20 %
allowance for attrition) of people using social care ser-
vices. We have calculated the size of this sample to en-
sure it is sufficiently powered to allow us to control for a
range of variables [24]. In addition we have made allow-
ances for possible sample attrition and non-response
across the life of the study. This sample will be asked to
consent to participate in completing standardised mea-
sures of recovery, involvement in decisions, social net-
work support and quality of life. This will allow us to
assess the relationship between social approaches and
outcomes for the individual. Each participant will receive
an invitation to participate along with a package of reli-
able and valid standardised measures as set out below.
We will ask participants to do this twice, once at intake
and once again 6—8 months into the study.

Second, we will through our partners in collaborating
agencies seek to purposively sample (n=12-15) individ-
uals to follow their care trajectories for a period of not
more than 6 months with the aim of building as complete
a picture as possible of their individual recoveries. This
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will involve qualitative one to one interviews with the per-
son, their support worker if they have one, family mem-
bers or significant others. In our interviews we will ask
about experiences of involvement, social networks and re-
covery. We will establish a lived experience advisory panel
for the purposes of providing advice on the precise
wording and extent of these questions so that our work is
informed by these perspectives. We will also, with permis-
sion, observe care planning meetings, examine care and
treatment plans and other relevant documentation related
to their planned recovery. We will aim to recruit both men
and women, with new or recent contact with services and
accessing primary, secondary or non-statutory services.
Our aim is to select a sample representing the range of
people engaged in recovery from mental health problems.

Survey
For the first stage our questionnaire pack will include:

e An information sheet on the study

e Lubben Social Network Scale (LSNS) [10] for
charting social networks of participants. This is an
18-item validated scale measuring size, closeness
and frequency of contact with friends, family and
neighbours. Social networks will be assessed twice,
once at intake and again at 6—8 months using the
LSNS.

e The Process of Recovery Questionnaire (QPR) [25]
is a 22-item scale which measures both intrapersonal
and interpersonal tasks involved in recovery. It is
strongly associated with general psychological
wellbeing, quality of life and empowerment which
are all linked with recovery from mental illness.
Recovery has been found to be inversely related to
symptoms and positively correlated with quality of
life and empowerment [26]. The QPR will enable us
to measure recovery outcomes associated with
interventions over time. Recovery will be assessed
twice, once at intake and again at 6-8 months
using the QPR.

e Decision Conflict Scale [27] is a 16-item measure
recommended by the shared decision making
programme [28] and a recent Cochrane review [14]
as the most widely used empirically derived and
validated measure to assess decision process and
outcome. The scale elicits information regarding the
decision maker’s uncertainty in making a choice,
modifiable factors contributing to uncertainty
(lack of information, unclear values and inadequate
social support) and perceived effective decision
making. Decision making will be assessed twice,
once at intake and again at 6—8 months.

e Manchester Short Assessment of Quality of Life
Scale (MANSA) to measure quality of life [29]. This
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is a brief operational measure of quality of life across
8 domains. It includes objective and subjective
components to measure the person’s view on life,
work, education, leisure, safety, health, finance,
family, social and living situation. Quality of life will
be assessed twice, once at intake and again at 68
months using the MANSA.

For each completed questionnaire pack we will, with
the help of service colleagues, complete the following:

e To enable us to understand the case-mix in different
settings we will use the Matching Resources to Care
(MARC2) measure. MARC?2 is a multi-dimensional
reliable and validated measure of severity and case
complexity of mental health problems [30]. MARC2
incorporates components related to social situation,
illness severity, risk and social exclusion [31]. This
measure includes a brief demographic questionnaire
to allow us to describe our sample and includes
information on age, gender, length of contact with
services, presenting mental health problem, living
situation, employment situation and accommodation
status. All participants recruited to the study will be
assessed on the MARC2 once at intake to the study.

Case studies

We will purposively select individuals and invite them to
allow us to follow their unfolding care trajectories [32, 33]
over a period of 4—6 months. We will examine everyday
realities of using and providing social interventions for re-
covery through in-depth ethnographic case studies of each
individual’s journey through the system of care. We will be
particularly interested in hearing about involvement in de-
cision making and increasing social networks to support re-
covery. To do this we will seek permission to observe care
planning meetings where they occur, carry out document
analysis of care plans and recovery policies and conduct re-
search interviews with key stakeholders including the per-
son, their carers, their workers and other key individuals.
We envisage generating a significant amount of data from
approximately 40 research interviews plus observations and
document analysis. Informed by a theory of street level bur-
eaucracy [34] we will examine what happens for individuals
building recoveries when they encounter and are served by
autonomous, discretionary, workers or services at the
micro-level in the context of wider macro level system
change. Our aim is to build as complete a picture as pos-
sible based upon multiple perspectives approach [35] to en-
able use to examine differing accounts of recovery.

Ethical issues
Participants in our study were in many cases past or
present users of health and social care organisations. We
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therefore applied for research ethics permissions via the
NHS Research Ethics Service and received ethics clear-
ance from West of Scotland Research Ethics Service on
18th March 2014 (REC ref: 14/WS/0063). We additionally
applied for permissions through the NISCHR Permissions
Co-ordinating Unit for research access to National Health
Service organisations across Wales where necessary. NHS
Research and Development applications for Health Boards
were then completed for the purposes of gaining permis-
sion to NHS case notes to complete one standardised
measure of complexity.

The main recruitment source for our study was via a
national mental health charity database. Permission to
use an anonymised database was secured via the chief
executive of the organisation. Our initial focus is to en-
sure that participants selected for this study have the
capacity to offer informed consent. This can be a con-
cern with vulnerable groups and in those with mental
health problems where capacity can be temporarily im-
paired. Where necessary we will consult directly with
agency workers on this matter though for the most part
we will treat those who chose to return a completed sur-
vey pack to us as having capacity to offer informed con-
sent for that part of the study.

All participants will be given detailed written informa-
tion on the study and for those participating in the case
study interviews they will be asked to sign a consent
form indicating their willingness to participate. Partici-
pants for the survey part of the study will be informed
of our intention to seek participation for two sets of
measures spaced 6—8 months apart and our intention to
do this via telephone where possible. Anonymity will be
assured to participants. We will expressly ask partici-
pants for their anonymised data to be used for all pur-
poses (in this study, to be stored for use in further
studies, for teaching and training) and additionally for
their permission to seek access to their NHS case re-
cords where they exist for the purposes of completing
one measure of case complexity. Participants however
retain the right at all times to withdraw from the study
and not to participate in future investigations.

In acknowledgement of the time commitment made
by participants for the case study part of the project we
will offer a one-off nominal payment of £10 (in the form
of shopping vouchers) as a ‘thank you’ gift to service
user and carer/significant other participants. This is
clearly stated on information sheets for the study and
given to participants following completion of their input
to this phase.

Public and patient involvement

This project was initially conceived with the wider Mental
Health Research Network Cymru Service Delivery and
Organisation research development group. This group

Page 5 of 7

included service users, voluntary organisations, practi-
tioners and academic researchers. The research team in-
cluded AM a service user researcher who has been
involved in the conception and design of the study and
will be involved in data collection, analysis, report writing
and dissemination.

To oversee the study a project advisory group will meet
regularly and include service user members, social care
workers, academic researchers and representatives of our
lived experience advisory panel. The project advisory
group will be independently chaired. The role of this
group will be to provide advice to the project team on
practical aspects of the study and to consider and provide
feedback on study outcomes as they become available.

A lived experience advisory panel (chaired by co-
applicant AM) will meet throughout the project and con-
tribute expertise by experience to the process and outcome
of the study. Members will be recruited via Involving
People (a centrally funded network for supporting public
and patient involvement in Wales) to facilitate and support
service user involvement on this group.

Method of analysis

Quantitative measures

Quantitative data from the standardised measures will be
entered into the Statistical Package for Social Scientists
software for analysis using parametric and non-parametric
techniques (as appropriate, dependent on the nature and
distribution of the data, for example) to estimate and ex-
plain changes in primary and secondary outcomes over
time. Cross-sectional analysis of baseline and follow-up
data will be undertaken using wide-format data (in which
data for each cases from each time point are entered as a
single record) to explain the relationship between Quality
of Life (QoL) and intervening variables for service user in-
volvement in decision making, services received and net-
work ties. Changes in QoL of life across time-points will
be examined using paired t-tests, and explained by linear
regression models that include follow-up QoL scores as a
dependent variable and baseline QoL scores and other po-
tential covariates such as involvement in decision making
as explanatory variables.

Case study phase

Interviews will be audio-recorded and transcribed in full,
with all personal and place identifiers removed. Care
plans and other extracts from service user records will
be anonymised. Contemporaneous observational field
notes will be written up in full, again with all identifiers
removed. All items of data will be managed and analysed
with the aid of a computer assisted qualitative data ana-
lysis software package. Inductive and deductive codes
will be created and used to identify and link segments of
data in a variety of meaningful ways [36]. We will
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conduct both within-case (i.e. single trajectory) and
across-case analyses [37] to describe in rich detail the
unfolding care trajectories of people and the complex-
ities associated with achieving recovery through social
care approaches.

Discussion

This study is located in Wales where devolved control of
health and social care has led to changes in mental
health policy. Once such change is the introduction of a
legal requirement for people in receipt of secondary
mental health services to be involved in their care and
have recovery focused care and treatment plans. The
range of mental health provision however is complex
and non-statutory charitable providers also have made
significant contributions to the care and support of indi-
viduals seeking to recover from mental health problems.

This mixed methods national study of people using
non-statutory mental health social services will provide
new evidence of how involvement in decisions and
building social ties are associated with health and social
outcomes for people recovering from mental health
problems. The deployment of a range of methods in-
cluding random national sampling using standardised
validated measures and case study interviews of relevant
protagonists will give new insights into the everyday ex-
periences of people accessing social care services as they
recover from mental ill health.

We will provide new evidence on whether people with
mental health problems are in a position to make deci-
sions about their care and treatment. Involvement in
decision-making about one’s care appears to be an im-
portant contributing factor to achieving recovery and its
absence may limit opportunities for self-efficacy. The
presence or absence of social support networks may pro-
vide indicators of opportunities to establish social con-
nectedness as a key element in recovery [38]. This study
will contribute to a growing evidence base on how re-
covery from mental health problems is planned, pro-
vided and co-ordinated [39] and how this relates to
quality of life for individuals. We expect to be able to
contribute new understandings of the association be-
tween involvement in care decisions, social ties and
patient reported recovery and quality of life outcomes
for people with mental health problems.

Conclusion

It is clear that biomedical interventions are only one part
of a complex web of approaches to help people recover
from mental ill health and improve their quality of life.
Social approaches have been recognised as crucial to the
achievement of better health and social care outcomes.
Social approaches themselves constitute a vast range of
possibilities in terms of potential avenues to explore. In
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choosing to focus on involvement in decisions and social
ties and their relationship to recovery and quality of life
outcomes we have been greatly assisted by previous syn-
thesis of the existing evidence highlighting these as par-
ticular areas for fruitful further investigation [38]. This
study proposal therefore builds on existing evidence to
provide an examination of the relevance and extent of
key social approaches to recovery outcomes in mental
health. This study offers the possibility of providing new
evidence on social responses to mental ill health as a
basis for future well designed controlled studies that will
enable comparison between Wales and other countries.
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