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Research question  
How and where is Family Group Conferencing (FGC) for adults and mental health being 
delivered, how may practice model(s) be characterised in terms of contexts, mechanisms 
and outcomes, and what is its effectiveness in terms of costs and consequences?  
  
Aims 

1. To develop and test underpinning Programme Theory for FGC and hence develop 
fidelity measures and practice standards 

2. To evaluate both shorter and longer term impact of FGC for a sample of individuals 
and their family networks – including a preliminary analysis of costs and 
consequences as against a matched comparator group receiving ‘service as usual’.   
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Research programme 
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Southampton SO16 7NS 
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Membership is subject to approval from NIHR.   
 
The study will be advised by a Lived Experience Advisory Panel  
 
Protocol contributors  
 
Protocol written by Chief Investigator and approved by Sponsor and funder. 
Lived experience researchers contributed to the research design. 
 

Study flow chart  - see Page 29  
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Study protocol 
 
Full title of project  
Family Group Conferencing in adult social care and mental health: exploring how it 
works and what difference it can make in people’s lives  
 
Short study title Family Group Conferencing in adult social care 
 
1 Background  
Originating in New Zealand, FGC has become established as a practice in Children and 
Family services in the UK (1).  Over recent years, the approach has been extended into 
adult social care and mental health services, both in the UK (2) and internationally (3). FGC 
involves bringing together an individual with family and/or other members of their social 
network in order to decide on a plan whereby to resolve a current difficulty or challenge – 
e.g. around organising support, enabling recovery or ensuring safety.  It is facilitated by an 
independent co-ordinator and comprises 3 stages: i) preparatory work with the individual and 
each family/network member to elicit their involvement and help them to establish what they 
each want out of the process; ii) the Conference itself which usually starts with information 
sharing and discussion with any professionals involved before there is ‘private family time’ in 
which the individual and family/network members share ideas and decide on a plan, and iii) 
subsequent review meeting(s) to check out how the plan is working and adapt it if 
appropriate. 
 
FGC has been seen to offer a more inclusive approach to decision making which can 
mobilise the strengths and resources that may potentially exist within people’s family and 
social networks – and therefore fits well with wider policy and practice developments around 
strengths-based practice (4).  The approach may be used, not only when people themselves 
may have full capacity, but also where, in line with the United Nations Convention on the 
Rights with Persons with Disabilities (UNCRPD), people may require support for their 
decision making and it is appropriate for family, friends and others to be actively involved to 
help the individual fully participate.  However, apart from some local evaluations (18, 21, 22, 
32) there has so far been no larger scale UK study to determine how FGC works, and for 
whom it works best, in adult social care or mental health service contexts. 
 
A brief review of the literature was conducted with searches of the following databases 
(ASSIA, HMIC, IBSS, Scopus, Social Care Online, Social Policy & Practice and Social 
Science Citation Index).  This was supplemented by inclusion of wider contextual and policy 
literature – and also ‘grey’ literature known to the research team (principally local service 
evaluations). The following databases were searched (2010 to present), using the search 
term strings family group conferenc* AND adult; family group conferenc* AND supported 
decision making; family group conferenc* AND best interest*; family group conferenc* AND 
mental OR psychiatr*; family group conferenc* AND older; family group conferenc* AND 
disabilit*; family group conferenc* AND social care; and family group conferenc* AND 
strength* OR asset*. 
 
This review has highlighted the relative paucity of research on FGC in adult social care and 
mental health contexts – primarily due to this being an area of relatively recent development, 
both in the UK and internationally.  A recent overview concluded that ‘the studies reviewed 
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into the effectiveness of FGCs in adult services are mostly small-scale and largely short-
term, have used a range of study designs, and were located in different jurisdictions whose 
legal, health and social care systems may have variously impinged on social welfare, care 
provision and individual wellbeing’ (5) – hence a lack of a sufficiently coherent and 
consistent evidence base.   
 
A number of local evaluations of adults and mental health FGC services have been 
conducted in the UK (18, 21, 22, 23, 32), and FGC has also been included in wider studies 
of family inclusive (24) and preventative approaches in adult social care (19).  Overall, 
findings have tended to be positive, and a consistent finding is that FGC can enable people 
to resolve difficulties relating to care and support arrangements – often by mobilising support 
arrangements that involve a wider ‘circle of support’ and/or by resolving issues between 
people which had made it harder for them to pull together (18,19). Plans devised by the 
person and their network can reduce or delay the need for more costly and intensive service 
provision (18), or can employ care services in ways that are more acceptable and 
empowering.   
 
However, depending on social and organisational context, reported improvements may be 
quite modest (16) and not be sustainable at 12 month follow-up (17).  A significant proportion 
of those referred for FGC may decide not to proceed to a full Conference – sometimes 
because they are unwilling to invite key people from their social network or share shameful 
feelings or grievances (52). Issues have also been raised about the suitability of FGC for 
certain minority groups – particularly where concerns around family and community shame 
may be foregrounded (53, 54).  
 
Many individuals and families reported that they were empowered by the process (putting 
them ‘in the driving seat’), and that, as a result, the individual had a better quality of life with 
a wider network of social capital and support – although this was not the case in every 
instance (24).  This suggests a need to research in more depth the ‘how’ of FGC, with a 
clearer theoretically-informed understanding of FGC process (25).  Mechanisms of change 
may, in some instances, include mobilising and remobilising social networks (55), the 
opportunity to restore damaged or estranged interpersonal relationships, or to increase 
understanding within them (including the sharing of shameful experiences) (24, 52).  
However, there can also be concerns that FGC processes – and ownership by the individual 
with support from their family/network - may become subverted by a professional system 
that, directly or indirectly, seeks to set the agenda for the Conference process (26).   
 
FGC has been piloted as an approach to ensuring better safety for vulnerable adults within 
the wider Making Safeguarding Personal initiative (27) and its value in this and related legal 
contexts is gaining increasing interest. The United Nations Convention on the Rights with 
Persons with Disabilities (UNCRPD) requires signatory countries (including the UK) to 
adhere to its provisions. Of particular note here is Article 12 which enshrines in law for the 
first time that all people, regardless of disability, have legal capacity and thus states are 
required to implement measures to facilitate the expression of that legal capacity and ensure 
the person’s will and preferences are upheld in any decision making process (UNCRPD 
12(4)). As a consequence, there is increasing interest in developing mechanisms for 
‘supported decision making’ whereby ‘the person with disabilities is supported wherever 
possible to make a decision and exercise their legal agency even in when they lack the 
ability to do so themselves’ (28) - and the involvement of family or significant others may 
play an important role in enabling this.   
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A meta-synthesis of evidence relating to family involvement in decision making for people 
with dementia in residential care (29) found that, while many (but not all) families wanted to 
be involved, they encountered numerous difficulties, including accessing professionals, 
having time to discuss information with them and being actively involved in decision making.  
Such experiences of exclusion may be even more acute for members of minority 
communities.  The review found wide variation in terms of professional attitudes and 
processes for involving families and exchanging information, issues which FGC is designed 
to address.  The proposed research thus provides a very valuable and timely opportunity to 
further investigate the contribution FGC may make towards enabling all those involved in 
providing support to express their ideas and preferences, and for plans and proposed 
solutions to be embedded in the reality of people’s day-to-day lives. 
    
There has been considerable contention as to how FGCs should best be evaluated (5).  
Some would argue that simply enabling a family to devise their own plan for support or 
protection is a sufficient measure of a ‘good’ outcome, while others would seek evidence that 
the plan satisfied the concerns raised by professionals and was sustainable in the longer 
term.  What individuals and family members may see as important may differ substantially 
from the professionals’ agenda (33).    
 
Where attempts have been made to analyse costs and savings, estimates have suggested 
net savings in terms of subsequent care management and service provision of between 
£1000 and £7000 per FGC (18, 21). However, there remains ‘a shortage of reliable research 
regarding their impact’ (34).  There is also insufficient clarity as to when and in what sorts of 
circumstances FGC should be offered – although there are strong indications that the 
approach is more effective when offered ‘upstream’ when difficulties are first emerging, 
rather than being used as a last resort (35). 
 
Significantly more research has been undertaken in relation to FGC with children, and a 
Randomised Control Trial is currently being undertaken to research FGC for children who 
would otherwise be facing care proceedings (36).  However, this study can only be of limited 
relevance to FGC practice in adult social care or mental health, where the legislative and 
service contexts are very different, and other research has highlighted significant differences 
in terms of context and process (37,38).   With adults social care and mental health, it is 
typically offered as part of an emerging range of strengths based and preventative 
approaches, rather than as an alternative to statutory intervention (2,19)  – and hence 
outcome measures such as the avoidance of statutory intervention are not relevant in such 
contexts.   
 
Internationally, there have been some larger scale studies and evidence reviews of FGC in 
adults and mental health contexts.  However, this is yet to yield a very definitive evidence 
base – mainly due to the heterogeneity of contexts and approaches to practice (as there are, 
as yet, no agreed fidelity principles or standards).  For example, a recent systematic review 
(39) used a more generic definition of family group decision making that included a range of 
approaches to facilitated decision making, not all of which are congruent with the principles 
of FGC (such as the opportunity for private family time).  
 
Underlying this, there is insufficient theoretical understanding of how FGC can offer (and 
steer) opportunities for positive change through the process of coming together and being 
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able to take charge of, and carry through, decisions that were arrived at collectively.   
Without such programme theory, it is not yet possible to reach judgements as to how, for 
whom and in what circumstances FGC may be expected to be effective in an adult social 
care context – and hence to evaluate whether or not services are actually delivering to such 
expectations in practice. 
 
2 Rationale: why this research is needed now 
While the majority of care and support for adults is provided by family, friends and 
neighbours (20), there are often no effective mechanisms in place whereby they can be 
involved as full participants in planning and decision making alongside the person with 
support needs. This can contribute to stress or breakdown in caring arrangements.  
Professionally-led decision making can often focus around what can (or cannot) be offered in 
terms of statutory intervention or service provision, rather than on how those directly 
involved can be enabled to have a better life through finding solutions that work for them.   
 
As highlighted in the Chief Social Worker’s Report (4), FGC may contribute to the delivery of 
strengths-based and preventative practice – in line with the Care Act and subsequent draft 
Guidance on ‘Thinking Family’ (40).  It may offer an effective approach to safeguarding (38) 
in the context of the Making Safeguarding Personal agenda (27), and to supported decision 
making in line with Article 12 of the UNCRPD.  Although an increasing number of local 
authorities and other organisations have been expressing interest in developing FGC 
services for adults with social care or mental health needs, a survey has found that family or 
network focussed approaches such as FGC were only being offered in a small minority of 
local authorities (19).  
 
FGC represents a promising approach which an increasing number of local authorities and 
Health Trusts are seeking to take forward.  However, there is still limited understanding of 
exactly how it may work, who may benefit most, what outcomes are achievable (and at what 
cost) and what social and service contexts may support its longer term effectiveness.  
 
3 Theoretical framework 
The overall Project design will use a realist approach (8) to analyse the relationships 
between contexts, mechanisms and outcomes across different FGC services in order to 
develop, test out and refine its underpinning programme theory, and to evaluate its impact.   
 
4 Research question, aims and objectives 
Research question 
How and where is Family Group Conferencing (FGC) for adults and mental health being 
delivered, how may practice model(s) be characterised in terms of contexts, mechanisms 
and outcomes, and what is its effectiveness in terms of costs and consequences?  
  
Aims 

1. To develop and test underpinning Programme Theory for FGC and hence develop 
fidelity measures and practice standards 

2. To evaluate both shorter and longer term impact of FGC for a sample of individuals 
and their family networks – including a preliminary analysis of costs and 
consequences as against a matched comparator group receiving ‘service as usual’.   
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Objectives  
i. To scope and characterise FGC activity in adults’ and mental health services, the 

contexts and circumstances in which it is offered, and what individuals, 
family/network members, practitioners and commissioners see as valued outcomes – 
and out of this to establish preliminary programme theory for model(s) of practice 

 
ii. To examine what may be barriers and facilitators to the delivery and uptake of FGC, 

with a particular focus on the perspectives of those who have experienced FGC, and 
on accessibility and acceptability to members of different ethnic and cultural 
communities.   

 
iii. To examine the process of FGC for a sample of family/network groups across 

different services in order to test out and further develop programme theory – what 
works for whom, how and in what contexts.  

 
iv. To evaluate the impacts and outcomes of FGC, their sustainability and cost 

consequences – with a particular focus on wellbeing, capability, supportiveness of 
relational networks and use of services. 

 
v. To use the above findings to establish consensus as to the underpinning Programme 

Theory for effective FGC practice and translate this into fidelity criteria, relevant 
outcome measures, standards and guidance.    

 
vi. To share learning through knowledge exchange with an actively engaged community 

of policy and practice, including the development of e-learning materials for 
practitioners, organisations and families. 

 
 
5. Study design and methods of data collection and data analysis 
The Project comprises four Work Packages (WP) that are detailed below and their 
sequencing is set out in the flowchart on page 28.   
In line with the philosophical basis of FGC, all Work Packages and the knowledge arising 
from them will be co-produced with people with lived experience of social care and mental 
health services in order to ensure that experiential knowledge is foregrounded and user 
voices are genuinely heard (41). We will use standards for service user involvement in 
research developed by the National Survivor User Network (NSUN) (42) as well as being 
guided by the UK standards for public involvement in research (43).  
 
We are aware that mainstream research can fail to challenge its white-centred core (44) – 
although in this instance, the fact that FGC was originally developed in a non-white context 
may be helpful. Many survivor researchers have expressed a desire to change this (41) and 
we will work to prioritise the diverse voices of people with lived experience within the 
structures, processes and activities of the project – e.g. in the facilitation of consultative 
events and processes.   
 
It is recognised that some restrictions due to covid-19 may be in place during the research.  
This will affect both FGC practice and the research process.  While there have been 
restrictions, FGC practice has continued, with Conferences taking place online or with hybrid 
arrangements such as a household being together in the same room and others 
(professionals and wider family/network) joining online.  Irrespective of covid-19 restrictions, 
a substantial proportion of meeting and research interviews will be conducted online (or by 
telephone) – as this can be more convenient and online platforms, such as Zoom or Teams, 
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are now more familiar to people.  If necessary, all the research can be conducted in this way 
– although our preference will be to have substantive face-to-face activity as part of all Work 
Packages.    

 

WP1: Scoping and characterisation of model(s) of FGC practice in adults and mental 
health services, including preliminary programme theory and expected outcomes. 
University of Birmingham ethical approval obtained for this work package. Ethics ref: 
ERN_22-0818 
Objectives (i-ii) (0-6 months).  Co-leads: Mary Mitchell, and Abyd Quinn-Aziz, with input from 
Vicky Nicholls, Tim Fisher and T K Vincent 
This WP will build upon the process of consultation and collective writing of Good Practice 
Guidance currently being co-ordinated by T K Vincent for the FGC Adults Practice Network.  
This work will provide a preliminary description of the model(s) and process of FGC within 
adult services, and what practitioners and others across the sector currently see as best 
practice. It will also have started to scope the various client groups currently being offered 
FGC, and what may be being seen as appropriate outcomes that FGCs should be aiming to 
achieve. 
Particular research questions: 

a) What FGC activity is taking place across the UK and how may this be characterised?  
What are the elements that comprise the process and are there different adaptations 
of models in particular locations / service contexts? 

b) What is the evidence around ‘user’ experience.  What sort of outcomes are people 
looking for from FGC?  What do people appreciate or dislike about FGC process?  

c) How accessible and acceptable is FGC to members of different communities?  
d) How well does FGC activity fit with wider policy and service contexts– e.g. Making 

Safeguarding Personal, strengths based practice, mental health recovery?  How well 
do wider service contexts support the implementation of families’ plans?  What are 
the barriers and facilitators to the delivery and uptake of FGC within organisations?   

e) What are the range of potential positive outcomes that may be achieved though FGC 
– and how are these understood and prioritised by different stakeholders (including 
service users and family members)? Which outcomes may be seen as important 
across all service contexts and which may be context-specific? 

f) How can we best characterise underpinning programme theory as to how contexts, 
processes and mechanisms link to outcomes – who may it best work for and in what 
social, cultural or service contexts?   

 
The Work Package will comprise: 
1.1 Realist synthesis of relevant research, policy and practice literature – including ‘grey’ 

literature and first person accounts (6) using the Rameses 1 reporting framework (7).  
The aim will be to include all relevant UK and international literature, using both 
database searches and a ‘call for evidence’ via Twitter, the FGC Research and 
Practice Network website (see WP5) and user-led or carer-led networks (eg. NSUN, 
Carers UK and People First).  There will be a primary focus on FGC in adults and 
mental health services, but also inclusion of more generic theoretical or policy 
literature relating to FGC.  Search terms will be reviewed in conjunction with lived 
experience researchers within the team to ensure that themes of empowerment and 
user experience are fully captured in the search methodology.  The selected material 
will then be assessed for rigour, validity and relevance to the research questions 
using criteria that will be coproduced between academic and lived experience 
researchers. A minimum of 20% of the overall sample of literature will be 
independently assessed by both an academic and a lived experience member of the 
research team. 
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1.2 Online survey of local authorities, voluntary sector and NHS providers undertaking 
FGC activity.  Survey questions to be informed by 1.1 (above) and specifically linked 
to research questions (a), (c), (d) and (e).   

1.3 Online survey / telephone interviews (according to preference) with individuals and 
family members with some involvement with different FGC services – to be accessed 
via those organisations surveyed in 1.2. This will include people who had been 
offered but had declined to have a full Conference, or where it was not seen as 
having facilitated positive outcomes – and organisations would be asked particularly 
to encourage uptake by members of BAME communities. Survey questions to be 
informed by 1.1 (above) and specifically linked to research questions (b), (c) and (e).  
In addition, BAME community organisations with an interest in adult social care or 
mental health will be consulted as to their views on the accessibility or otherwise of 
FGC to members of their communities. 

1.4 Iterative development of preliminary programme theory to characterise the linkages 
between social and organisational contexts, processes / mechanisms and hoped-for 
outcomes.  This would be informed by: 

a) Telephone / online interviews with a purposive sample of around 15 key 
informants drawn from the respondents to the above online surveys, including 
practitioners, service managers, service users and family members (including 
those reporting less favourable experiences).   

b) Deliberative Forum (45), co-facilitated with lived experience researchers to 
‘sense check’ emerging themes and refine preliminary components of 
programme theory and anticipated outcomes. This would involve around 30 
participants working between small groups and the larger group to achieve 
consensus where this is possible, but also important to record disagreement 
or differences in views and experiences.  The structuring of the small groups 
would be designed to provide safe spaces for the articulation of potentially 
marginalised voices.  Participants to include individuals and family members 
with experience of FGC; practitioners, managers and policy makers; and 
representatives from BAME, LGBTQ and other community organisations with 
an interest in wider experience of adult social care and/or mental health 
services. 

 
WP2: Family/network case studies – Refining programme theory, and evaluating 
experience and outcomes, including costs, consequences, and sustainability  
Objectives (iii-iv) (6-27 months) Co-leads: Michael Clark, Philip Kinghorn (economic 
evaluation) and Sharanya Mahesh.  A researcher with lived experience will be assigned to 
each research site and will undertake many of the interviews with individuals and 
family/network members and all observations of Conferences. 
 
Drawn from (provisionally) 3 services, we will track the experience of a sample of individuals 
and one or more of their family/network members that went through to a full Conference – 
around 25-30 cases in total – from baseline (acceptance by the FGC service) with a primary 
follow-up at 9-12 months, to assess whether any positive changes are observed (and 
sustained).  In addition, we will track the experience of a sample of around 12-15 individuals 
and one or more of their family/network members who were referred for and met the criteria 
for the FGC service, but did not carry through to have a full Conference – around 12-15 in 
total – again with primary follow-up at 9-12 months.  We will seek to ensure that the sample 
of families / groups is as inclusive of diverse ethnic minority groups as possible. 
 
Alongside this, for the cost / consequence evaluation, we will recruit a matched comparator 
sample of 25-30 people and their family/network who will be receiving a similar social care or 
mental health support (‘service as usual’) as those selected to be part of the study sample 
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who will be receiving FGC in addition to this.  They will be selected on the basis that they are 
(a) from the same service user group (e.g. older people, physical disability etc), (b) have 
identified family or other support network and would have met the acceptance criteria for the 
FGC service and (c) have similar demographic characteristics (age group, gender, BAME / 
non-BAME).  The comparator samples will also be followed up at 9-12 months. 
 
Particular research questions: 

(a) How well does the preliminary programme theory describe the observed 
relationships between contexts, mechanisms and outcomes? 

(b) What aspects of the process be may be seen as influencing outcomes – and what is 
valued (or disliked) by participants?  Is this different for members of minority 
communities? 

(c) What outcomes are achieved in relation to (a) wellbeing, control and opportunity, 
and (b) restoration or enhancement of personal, family and social relationships  

(d) What are the costs and consequences of FGC in terms of (a) enhanced wellbeing 
and opportunity and (b) use of social care and health services, and broader societal 
costs? 

 
Overview of research methods 
Employing a realist enquiry approach as specified in the Rameses 2 Report (9), we will focus 
on the relationships between contextual factors, mechanisms of change and outcomes 
within each case study.  Building on the methodology used in an earlier study (24), a range 
of interview, observational and measurement data will be triangulated for the analysis.  All 
observations, and much of the interviewing, will be undertaken by researchers with lived 
experience – who will also take part in the analysis of the data and distillation of emergent 
themes (41). 
 
Outcome measures 
Of greatest interest is what individuals themselves identify as their hoped-for outcomes – 
and whether these are achieved. These will be collated at the start of the FGC process and 
individuals’ assessment of progress towards these outcomes will be recorded at subsequent 
follow-up points.  Given the likely heterogeneity and differences in ambitiousness in the sorts 
of outcomes that people may hope for from a group process, it is not considered appropriate 
to use a measure such as Goal Attainment Scaling. 
 
For the samples of those receiving a full FGC service, outcomes will be assessed in terms of 
immediate impact (at 4-6 weeks after a Conference has taken place) and longer term impact 
(after 9-12 months), in order to capture impacts on wellbeing and support arrangements that 
may take longer to bed in, and also to see whether any early positive impacts are sustained.  
 
The sorts of generic outcomes that may be expected from FGC, for both the individual and 
family members, include (i) enhanced sense of being in control and having opportunities to 
undertake valued roles and activities, and (ii) better relationships and social connectedness. 
The former broadly correspond with what may be termed the eudaemonic or ‘flourishing’ 
aspect of wellbeing, and, at a theoretical level, link well to concepts of ‘capability’ (47). A 
capability approach fits well with the core philosophy of the Care Act as it emphasises the 
importance of people’s ability to make their own choices in terms of lifestyle, social 
opportunities and use of support and care, and the actual availability of such valued options 
within their social world.  
 
Therefore, the primary outcome measures for the study as a whole, and also for the 
economic evaluation, will be capability based measures of wellbeing that have been 
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validated within the general population, rather than just with people connected to social care 
or health services – ICECAP-O and ICECAP-A.  These brief 5 item measures have been 
recommended for use by NICE (13), and SCIE has emphasised their relevance and potential 
value in terms of capturing outcomes in terms of such a broader appreciation of quality of life 
for economic evaluations of services (14).  Although ICECAP–O was originally validated for 
older people, it has also been used more widely with other groups of people experiencing 
disabilities (15) and will be the preferred version of the measure for the individuals who are 
the centre of the FGC process.  ICECAP-A has been validated with adults of working age 
and will be the preferred measure for family and network members.   
 
Although FGC is not set up to be therapeutic, it is possible that the process of bringing 
people together around an individual may serve to enhance the quality and supportiveness 
of their personal and social relationships. In order to assess to what extent this may be the 
case, and whether any enhancement is sustained, we will use a recently validated brief 
version of the Social Provisions Scale to measure individuals’ subjective valuation of the 
quality of their personal relationships and social connectedness (31). This comprises 5 items 
taken from the original 24 item Social Provisions Scale (30) and assesses attachment, 
availability of support, social integration, reliable alliance and reassurance of worth.   
 
Complementing this, family/network member(s) will complete the validated Carer Experience 
Scale (CES) (12), which will be used in preference to measures of ‘carer burden’, which can 
fail to represent the complexity, mutuality and potential for satisfaction that may be features 
of caring relationships. 
 
Alongside obtaining data on process and outcomes, we will also conduct an economic 
evaluation, using a cost consequence analysis, with matched comparator groups receiving 
‘service as usual’.  We will assess, over a 9-12 month follow up period, the relative 
trajectories of each, focusing on monetised benefits (using values linked to ICECAP and 
CES measures) and costs associated with the use of social care and health services.     
 
Data collection 
Staff and stakeholders 
Managers and stakeholders 
In order to understand the wider service context within agencies, and how FGC fits within 
this, in each site we will conduct interviews with key managers/commissioners including the 
Principal social worker or senior equivalent.  
 
FGC Coordinators 
For each family/network in the FGC and Non-Conference samples below, we will ask to 
interview the FGC Coordinator to elicit their perspective on process and outcomes.  
Identifiable information will only be discussed in relation to those cases where we have 
received consent from the service user and family regarding their information being 
discussed in the interview. 
 
Individuals and family networks 
As part of the consent process, permission will be sought from individuals to obtain data 
from the local authority or NHS Trust that is providing the FGC service (as detailed below).  
Members or the research team will not have direct access to service user / patient records 
and the relevant data will be extracted either by a member of the FGC service or by a 
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member of staff employed by the local authority or NHS Trust in an information capacity that 
would normally have routine access to such care records as part of their employed role.   
 
Estimates of service costs will use standardised costs associated with the services being 
accessed. 
 
FGC Sample 
For each family/network case study, we will collect the following data.   
- At point of acceptance to FGC service (baseline):  

• Summary data on individual from local authority / NHS Trust – age, gender, ethnicity, 
service user group 

• Relevant text from referral as to current challenges and hoped-for outcomes 
 
- At baseline and at 9-12 month follow-up 

• Available data from local authority / NHS Trust on current level of social care and 
health service use by individual 

 
- At baseline, 4-6 weeks and at 9-12 month follow-up, brief survey questionnaires:   
For individuals, this will comprise:  

• a free text / open question as to what would be their hoped-for outcomes from the 
FGC process (at outset) and to what degree these have been achieved at the two 
subsequent time points 

• 5 question ICECAP-O measure of capability / wellbeing (10) 
• 5 item Social Provisions Scale (quality of personal and social relationships) (31)  
• A self-report of their level of use of social care and health services at point of 

acceptance and at 9-12 month follow up (where data not available from local 
authority / NHS Trust), including their use of unplanned health services which 
may indicate both points of personal crisis and significant cost, such as A&E 
visits. 

For one or more of their family/network members this will comprise:  
• a free text / open question as to what would be their hoped-for outcomes from 

the FGC process (at outset) and to what degree these have been achieved at 
the two subsequent time points 

• 5 question ICECAP-A measure of capability / wellbeing (11) 
• 6 item Care Experience Survey (12).   

 
At baseline and at 9-12 month follow up, completion and return would be either by post, via 
return email or via a telephone interview, according to preference.  
 
- Permission from individuals and family members will be sought to observe all or part of the 
Conference, potentially including private family time, but this will be optional. 
 
- 4-6 weeks after the Conference (to coincide with FGC Review meeting where possible), 
separate face-to-face or online interviews with the individual, 1-2 family/network participants 
and (with the permission of the individual and family/network participants) the FGC co-
ordinator.   

• In order to test out and develop the Programme Theory, these interviews will explore 
participants’ experience of the FGC process, whether and how this had helped shape 
a likely positive future, how (and whether) the family’s plan was taking shape and 
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being supported, and what wider contextual factors were either enabling or inhibiting, 
hoped-for changes.   

• Individuals will be asked to rate their current capability / wellbeing using the 5 
question ICECAP-O measure and the quality of personal and social relationships 
using the 5 item Social Provisions Scale.  In addition a more detailed understanding 
of the person’s relational networks, and how these may have changed, will be 
gathered using an eco-mapping approach (46). They will be asked about their current 
use of social care and health services and how this may have changed as a result of 
the FGC process. 

 
Non-Conference Sample 
For each family/network case study, we will collect the following data.   
- At point of acceptance to FGC service (baseline):  

• Summary data on individual from local authority / NHS Trust – age, gender, ethnicity, 
service user group  

• Relevant text from referral as to current challenges and hoped-for outcomes 
- At baseline and at 9-12 month follow-up 

• Available data from local authority / NHS Trust on current level of social care and 
health service use by individual 

 
- At baseline and at 9-12 month follow-up, the individual and one or more family / network 
members will each complete a brief survey questionnaire.  Completion and return would be 
either by post, by return email or via a telephone interview, according to preference.  
For individuals, this will comprise:  

• a free text / open question as to what would be their hoped-for outcomes from the 
FGC process (at outset) and to what degree these have been achieved without a 
Conference at 9-12 month follow-up 

• 5 question ICECAP-O measure of capability / wellbeing (10) 
• 5 item Social Provisions Scale (quality of personal and social relationships) (31)  

• A self-report of their level of use of social care and health services at point of 
acceptance and at 9-12 month follow up (where data not already available from local 
authority / NHS Trust), including their use of unplanned health services which may 
indicate both points of personal crisis and significant cost, such as A&E visits.   

For one or more of their family/network members this will comprise:  
• a free text / open question as to what would be their hoped-for outcomes from the 
FGC process (at outset) and to what degree these have been achieved at the two 
subsequent time points 
• 5 question ICECAP-A measure of capability / wellbeing  (11) 
• 6 item Care Experience Scale (12) ) and indication of current levels of informal care 
activity.   
 
- At point of exit from FGC service, face-to-face or online interviews with the individual, 1-2 
family/network participants and the FGC co-ordinator to explore  

• their perspectives on what did and did not work in preparatory phase of the FGC 
process,  

• the reasons why they did not choose to have a full Conference,  
• the extent to which the preparatory process had helped shape a likely positive future, 

and  
• what wider contextual factors, and particular mechanisms within the overall FGC 

process, had either contributed to, or inhibited, hoped-for changes.     
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Comparator sample 
For each family/network, we will collect the following data.  
- At point of acceptance into the study 

• Summary data on individual from local authority / NHS Trust – age, gender, ethnicity, 
service user group 

- At baseline and at 9-12 month follow-up,  
• Available data from local authority / NHS Trust on current level of social care 
and health service use by individual  

- At baseline and at 9-12 month follow-up, the individual and 1-2 family / network members 
will each complete a brief survey questionnaire.  Completion and return would be either by 
post, via return email or via a telephone interview, according to preference. For individuals, 
this will comprise:  

• a free text / open question as to what would be their hoped-for outcomes for the 
coming 9 months (at baseline) and to what degree these have been achieved (at 9 
month follow-up) 

• 5 question ICECAP-O measure of capability / wellbeing (10) 
• 5 item Social Provisions Scale (quality of personal and social relationships) (31) 
• A self-report of their level of use of social care and health services at point of 

acceptance and at 9-12 month follow up (where data not already available from local 
authority / NHS Trust), including their use of unplanned health services which may 
indicate both points of personal crisis and significant cost, such as A&E visits.   

 
For one or more of their family/network members this will comprise:  
• a free text / open question as to what would be their hoped-for outcomes for the 
coming 9 months (at baseline) and to what degree these have been achieved at follow up 
• 5 question ICECAP-A measure of capability / wellbeing  (11) 
• 6 item Care Experience Survey (12).   
 
 
Data analysis 
Starting with the constructs outlined in the preliminary Programme Theory, for each 
family/network case study a deep description of Context-Mechanism-Outcome 
configurations will be derived from triangulating between the various sources of data.  Given 
that the sampling will take place before the FGC process is undertaken, it is likely that the 
sample will include instances where the approach has been both more and less successful – 
with indications from the data as to what contexts or processes may have contributed to 
such differences.  A particular focus will be on what factors influenced whether any benefits 
were sustained over the follow-up period – and on the longer term impact of FGC in terms of 
service use and other costs.  Analysis of common factors, configurations and differences will 
then be undertaken, firstly between all the case studies for a specific site, and then between 
sites.  Through an iterative process, the Programme Theory will be developed and refined to 
take account of our empirical findings in order to derive a more comprehensive picture of 
what works for whom, how and in what circumstances.  Where significant differences in 
approach emerge between sites, more than one such configuration may need to be included 
in the overall Programme Theory.  
 
Analysis of the data will also give an opportunity to investigate  
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(a) the degree to which the achievement (or otherwise) of people’s hoped-for outcomes 
was reflected in measures of capability / wellbeing and/or quality of personal and 
social relationships and carer experience - both in the short term and at 9-12 month 
follow-up.   

(b) the degree to which changes in overall capability/wellbeing were associated with 
changes in quality of personal and social relationships - indicating the extent to which 
the process of FGC may be important in its own right (in terms of bringing people 
together), as well as effectiveness of the plan that was agreed 

(c) whether improved capability/wellbeing for individuals was associated with similar 
improvements in the quality of life of family/network members, or whether a better life 
for the individual may be at the expense of increased stress for those who support 
them. 

 
As there are scoring systems available for ICECAP and CES measures (allowing a 
quantitative summary of responses, reflecting population preferences), we will compare 
scores at baseline and follow-up, and compare changes between these two time points for 
the FGC, Non-Conference and Comparator ‘service as usual’ samples.  Other outcomes 
(informed by WP1) may have ordinal or more narrative responses (hence our choice of cost-
consequence analysis as a framework, allowing the combination of complex cost and 
outcome data, not necessarily expressed in quantitative units).  
 
We will capture resource use that is likely to have a significant impact on costs from an 
NHS/PSS perspective (such as unplanned/emergency healthcare), and attribute monetary 
costs to these from published sources or grey literature.  Some local authorities ‘buy in’ FGC 
from contracted providers and we will explore the range of costs/prices in the survey of local 
authorities (WP1).  We will also seek the expert opinion of contacts from local authority sites 
to cost other elements of social care resource use, where reliable and generalisable costs 
are not available in the literature. 
 
We will map out the potential pathways, for example: (i) care as usual; (ii) eligibility for FGC, 
and acceptance; (iii) eligibility for FGC, but rejection by the individual or family.  We will 
summarise in tabular or narrative form, potential costs and outcomes that can be attributed 
to/associated with each pathway; and explicitly acknowledge where we have 
identified/captured credible and generalisable empirical evidence of these costs/outcomes 
and where there are gaps in current knowledge that will need to be addressed through 
further research. Costs and capability / wellbeing outcomes will be presented within a cost-
consequence analysis (CCA).  Monetary costs (from an NHS and Personal Social Services 
perspective) will be identified from both contacts within the case study local authorities and 
from published sources (such as PSSRU Unit Costs of Health and Social Care).  Costs will 
be assigned to NHS/Personal Social Service resource use, identified and recorded during 
WP2.  Outcomes will be included for which there is a meaningful summary score (i.e. 
ICECAP-A and ICECAP-O), but also where the definition of outcomes is of a qualitative 
nature.  We will explore expectations of what outcomes would have been without FGC, but 
recognising the speculative and potentially biased nature of such information 
 
WP3: Expert consultation to finalise definitive Programme Theory, fidelity criteria and 
outcomes 
Objective (v) (24–30 months) Co-leads: Jerry Tew, Miranda Johnson and Emma Ormerod 
This work package will revisit the preliminary specification of programme theory from WP1 in 
the light of the analysis and findings of WP2, in order to derive a more definitive 
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characterisation of FGC model(s) in adult social care and mental health – and, out of this, to 
establish appropriate fidelity criteria and outcome measures.   
 
Particular research questions: 

o What are the core ingredients, processes and contextual factors for effective adult 
FGC practice? 

o How can these be translated into consensus fidelity criteria, standards and 
guidance?  

o In the light of findings from WP1and WP2, what is the consensus around what are 
the most relevant outcome measures – both generic and specific to particular service 
contexts? 

 
Employing a similar approach to that used by Jeffery et al (48), we will use an iterative 
Delphi consultative approach to develop consensus around specific elements of the 
programme theory, informed by the findings from WP2 – and hence to agree appropriate 
fidelity criteria and relevant outcome measures that can be used in the ongoing roll-out of 
FGC in adults social care and mental health.  The Delphi exercise would be inclusive, 
involving people with experience of FGCs alongside practitioners, service managers and 
other stakeholders, and would be hosted by Community Catalysts.  People will be invited to 
take part in the consultation via advertisement on the FGC Adults Research and Practice 
Network.   
 
The process will be conducted online with a final face-to-face confirmatory event.  The 
definitive Programme Theory and consensus-based fidelity criteria will then be translated 
into standards and guidance for FGC practice. 
 
 
6. Study setting 
FGC services for adults and mental health typically operate within statutory service provision 
(local authority or NHS Trust) with co-ordinators either being employed as a separate team 
within the statutory service, or as external contractors recruited from a bank of trained staff.  
Typically they will operate from separate community premises that are informal and are 
away from other Council offices, NHS services or care provision.  These settings will 
however offer confidential spaces in which research interviews and observations can be 
undertaken.  Alternatively, according to people’s preferences, interviews may take place at 
their homes (in accordance with University of Birmingham lone working policy) or at the 
office base for the FGC service in local authority or NHS Trust premises.     

The selection of potential sites is pragmatic, given the relatively low level of current activity in 
adult social care and mental health.  The sites chosen will be ones where there is an 
established FGC service for adults and/or mental health (where the model is properly 
bedded in) and where the referral rate is sufficient in order to facilitate recruitment of our 
target numbers within a 6 months recruitment window.  It is intended that sites will offer 
some diversity in organisational and geographical context (size of local authority / NHS 
Trust), and that more than one site will have substantial representation of minority 
communities.    
 
Based on detailed enquiries through Principal Social Worker and other professional 
networks, there are only 3 sites nationally that would appear currently to meet the above 
criteria.  Therefore, provisionally, the chosen sites will be Essex, Camden and Birmingham.  
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However, this will be reviewed with the Study Steering Group prior to commencement of 
fieldwork, with the possible substitution or addition of alternative sites if appropriate. 
 
The FGC service in Essex is a separately managed unit within a partnership NHS Trust that 
delivers mental health services including social care.  It has a mixed urban and rural 
catchment.  The FGC service in Camden is generic across adult social care and co-
ordinators are drawn from a pool of externally contracted trained Co-ordinators.  Both the 
Camden and Essex services have been established and running for some years. The 
Birmingham service is more recent, being established for around 2 years.  It is a separately 
managed in-house team taking referrals from across the local authority’s adult social care 
services. There is substantial ethnic and cultural diversity within Camden and Birmingham 
(less so in Essex) and this is reflected in the composition of those available as co-ordinators. 
 
7. Participant recruitment and sampling 
Staff and stakeholders eligibility criteria 
For each service participating in the study, we will seek to interview the FGC Service 
Manager, Principal Social Worker (or equivalent) and other relevant 
managers/commissioners as identified by the site lead in the local authority / NHS Trust.  
 
For each family/network included in the FGC and Non-Conference samples we will seek to 
interview the FGC Coordinator 
 
 
 
Individuals and family/network members  
From each service, we will recruit samples of individuals and one or more of their 
family/network members as detailed below. A stratified sampling strategy using pre-specified 
target quotas will be used to ensure, as far as is possible, good representation of different 
service user groups and of people from minority communities within the FGC Sample. The 
theoretical rationale for this is to maximise our ability, within the overall number of case 
studies, to identify whether there are some service user groups or communities for whom 
FGC may offer a better or worse ‘fit’ in terms of process and/or outcomes.  
 
To exclude any inadvertent focus on ‘success stories’ in the selection process, (a) 
recruitment will be at the point that people are accepted for a FGC service, and (b) the FGC 
sample will be recruited sequentially – i.e, first x individuals and their family/networks that 
come into the FGC service from the start of the 6 month recruitment ‘window’ who meet the 
criteria for each of the target quotas detailed below (and who consent to take part in the 
research).  Recruitment will pause for each quota once the target number proceeding to full 
Conference is achieved. Recruitment across the 3 sites will be reviewed at 4 months, with 
the possibility of allowing over-recruitment on particular sites to compensate for under 
recruitment elsewhere.  People who do not proceed to a full Conference, will be transferred 
to the Non-Conference Sample (see below) until target numbers have been reached.   
 
FGC Sample: from across the sites, a total of 25-30 family/network case studies that went 
through to a full Conference with follow-up 9-12 months after the Conference to assess 
whether any positive changes are sustained.  By setting and reviewing target quotas for 
each site, we will aim, across the sites, for a minimum of 8 family case studies each for: 
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mental health; older adults; and adults with, and for a minimum of 25% of the overall sample 
to be from BAME backgrounds. 
Non-Conference Sample: from across the sites, a total of 12-15 family/network case 
studies which did not carry through to a full Conference (for whatever reason) – again with 
follow-up at 9-12 months.   
Comparator Sample for cost / consequence evaluation: from each site we will recruit a 
1:1 matched comparator sample of people and family/network members who will be 
receiving a similar social care or mental health ‘service as usual’ as those included in the 
FGC Sample: 25-30 in total. Matched comparators will be selected on the basis that they are 
(a) from the same service user group (e.g. older people, physical disability etc), (b) have 
identified family or other support network and would have met the acceptance criteria for the 
FGC service and (c) have similar demographic characteristics (age group, gender, BAME / 
non-BAME).  The comparator sample will also be followed up at 9-12 months. 
 
Inclusion criteria 
Any adult (18 and over) with identified social care or mental health needs who has been 
referred to a Family and Group Conferencing service and one or more of their family/network 
members. 
 
These will then fall into 2 samples of interest: 
(a) Those that go on to take part in a Conference (FGC sample) 
(b) Those that, for whatever reason, do not proceed to a Conference (Non-Conference 
sample) 
Comparator group: from each site we will recruit a 1:1 matched comparator sample of 
people and family/network members who will be receiving a similar social care or mental 
health ‘service as usual’ as those included in the FGC Sample. Matched comparators will be 
selected on the basis that they are (a) from the same service user group (e.g. older people, 
physical disability etc), (b) have identified family or other support network and would have 
met the acceptance criteria for the FGC service and (c) have similar demographic 
characteristics (age group, gender, BAME /non-BAME). 
 
We will also seek to maximise ethnic and cultural diversity within the overall sample.  Two of 
the proposed sites (Camden and Birmingham) have particular ethnic and cultural diversity 
within their populations and it is from these sites where we will hope to recruit more 
individuals and families from diverse backgrounds.  Initial scoping demonstrates that these 
FGC services attract a substantial proportion of families from such backgrounds – and this is 
aided by the diversity of background among FGC coordinators.  Provision has been made in 
the budget for interpreters and translation costs where interviewees may not be sufficiently 
fluent in English. 
 
It is also important to emphasise that FGC services are inclusive of all potential 
configurations of family, friends and significant others – so no-one will be excluded from the 
sample on the basis of sexual orientation or non-normative family arrangements. 
 
In addition, we will recruit a comparator sample as defined above. 
 
Exclusion criteria 
Individuals or family/network members lacking mental capacity, or where services have 
concerns that participation in the research could adversely affect their wellbeing.  It will be 
for the service to make professional judgements as to concerns around whether any 
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potential participant would have capacity to consent to take part in the research and/or 
whether there are other circumstances which would indicate that participation in the research 
might adversely affect their wellbeing. 

 
Recruitment and information materials 
Recruitment will be overseen by the site lead based within the local authority or NHS Trust. 
 
Until we have recruited to the sample as specified above, we will ask that all new families 
accepted in a six month period are automatically approached by the FGC Team in the local 
authority or NHS Trust to see if they wish to consider participating in the research.  Potential 
participants (individual and participating family/network members) will be given a flyer giving 
an easy-read brief description of the research and what would be asked of them.  This flyer 
can be translated into relevant community languages as necessary.  If people are interested, 
their contact details will be forwarded to the Research Team who will then provide a more 
detailed Participant Information Sheet and Consent Form (with easy read versions or 
translations if preferred by potential participants), including details as to how data will be 
stored (see Section 9).  Members of the Research Team will be available to answer 
questions about the research.   
 
Consent 
Staff and stakeholders 
Initial contact with staff and stakeholders will be made via the agency-based site lead who 
will seek their permission for the Research Team to provide them with information on the 
research and consent forms. They will record consent to contact. Written consent (via email 
or hard copy) will be obtained before the start of interviews. 
 
Individuals and family members 
If people indicate to the staff member that they may interested, their contact details will be 
forwarded to the Research Team who will then make contact with them in order to provide a 
more detailed Participant Information Sheet and Consent Form (with easy read versions or 
translations as appropriate), including details as to how data will be stored, and to answer 
any questions about the research.  If necessary, an interpreter will be provided. Consent to 
contact will be recorded on the case record held by the local authority / NHS Trust 
 
On the Consent Form, participants will have the option to select whether or not they will 
allow a member of the research team to observe the process of the Conference. 
 
Written consent will be taken either by a member of the research team or by a member of 
research support staff within the agency / Clinical Research Network who has appropriate 
training and experience in taking consent.  Consent will either be taken face to face or 
following a discussion online or by telephone to check that the person has full understanding 
and is able to give informed consent. The signed consent form may then either be posted in 
hard copy (in Stamped Addressed Envelope provided) or attached via email. 
 
Payments and rewards 
In recognition of the level of involvement required, and the wish to track progress over a 9 
month period, families in each sample will be offered reward in the form of shopping 
vouchers on a staged basis.  
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Participant support and drop-out 
Participants will normally be followed through by the same researcher(s) with whom it is 
hoped that rapport may be established – and who therefore can be available for support, if 
required, in addressing any concerns that may emerge during the course of the research.  In 
many instances, this will be a researcher with a lived experience background – which may 
make it easier for participants to ask for and receive support that is relevant to their needs. 
 
It is possible that some families may move on or move away during the study period.  It is 
hoped that the offer of recognition and reward may encourage participants to stay in touch 
so as to receive follow-up questionnaires. 
 
In the event of a participant requesting that they withdraw, they can ask for any data 
collected in the previous 7 days to be deleted.  Otherwise, data obtained so far will be 
retained.    
 
8. Safety reporting 
Not relevant in this study as no medical procedures or treatments  
 
9. Ethical and regulatory considerations 
Assessment of risk and safeguarding 
In the event of a research participant disclosing a significant risk to self or others, information 
would immediately be passed to relevant authorities in the local authority / NHS Trust 
providing services to the participant. 
 
Research Ethics Committee (REC) and other Regulatory review & reports 
Ethical approval for the scoping survey and follow-up interviews in WP1 has been obtained 
from the University of Birmingham, as this element of the research does not meet the criteria 
for research activity that requires NHS REC approval.  WP3 comprises a consultation 
exercise and does not involve data gathering – and so ethical permission is not required. 
Before commencing field research for WP2, a favourable opinion will be sought from an NHS 
Research Ethics Committee tagged for social care research.  In addition: 
• Substantial amendments that require review by NHS REC will not be implemented 
until that review is in place and other mechanisms are in place to implement at site.   
• All correspondence with the REC will be retained. 
• It is the Chief Investigator’s responsibility to produce the annual reports as required. 
• The Chief Investigator will notify the REC and sponsor of the end of the study. 
• An annual progress report (APR) will be submitted to the REC within 30 days of the 
anniversary date on which the favourable opinion was given, and annually until the study is 
declared ended. 
• If the study is ended prematurely, the Chief Investigator will notify the REC and 
sponsor, including the reasons for the premature termination. 
• Within one year after the end of the study, the Chief Investigator will submit a final 
report with the results, including any publications/abstracts, to the REC and sponsor. 
 
Regulatory Review & Compliance 
Before any site can recruit participants into the study, the Chief Investigator or designee will 
ensure that appropriate approvals from participating organisations are in place. 
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Amendments to protocol 
Any proposed amendment to the protocol will need to be approved by the Study Steering 
Committee before it is submitted to the sponsor who will decide whether an amendment is 
substantial or non-substantial. 
 
In accordance with the guidance in the help section in the Integrated Research Application 
System (IRAS) any amendments will be notified to appropriate review bodies. 
 
Peer review 
The research proposal was subject to independent peer review when application was made 
to the national Institute for Health and Care Research. 
 
Patient & Public Involvement 
People with lived experience of social care and health services, including those who have 
participated in FGC, have been involved in the development of the proposal. They see the 
coproductive design of the WorkPackages, and the integral role of lived experience 
researchers, as fitting well with the ethos of FGC. Two lived experience researchers will 
have key ongoing roles as Co-investigator or Collaborator – and there is provision in the 
budget for additional people with lived experience to be recruited as co-researchers for each 
research site. 
 
Clenton Farquharson MBE, who has lived experience of disability and mental health services 
and is Co-chair of Think Local Act Personal, is lead for PPI.  He will facilitate a Lived 
Experience Advisory Panel comprising two representatives with experience of FGC from 
each of the research sites. This Panel will meet regularly with the Research Team and 
support the involvement of people with relevant lived experience in consultative and 
knowledge exchange events. 
 
Protocol compliance 
Any deviation for the Protocol will be reported to the Study Steering Committee and action 
agreed to prevent likelihood of recurrence. 
 
 
 
Data protection and patient confidentiality 
All investigators and study site staff will comply with the requirements of the Data Protection 
Act 2018with regards to the collection, storage, processing and disclosure of personal 
information. All personal data collected during the course of the study will be kept strictly 
confidential. Names and contact details of participants will be stored separately from other 
data and participants will be given codes for pseudononymisation. 
 
All data will be pseudononymised and codes used in lieu of personal details. The password 
and the codes for pseudononymising the data will be kept in a separate location on the 
University server. No one other than the research team will have access to the data unless 
there is a complaint about the research (in which case, it may be inspected by relevant 
regulatory authorities). No identifying personal information will be included in interview 
transcripts, questionnaires or other stored data. 
 
Audio recordings of interviews will be undertaken on encrypted devices and transferred to 
secure University of Birmingham Research Data Storage after which the recording will be 
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deleted from the recording device.  Telephone or online interviews will be recorded on an 
encrypted device positioned next to the telephone or computer.  Online interviews will be 
made on University Zoom/Teams accounts.  Audio recordings will be sent securely to a 
transcription company with which the University has a contract and confidentiality agreement 
in place.  Transcripts will be redacted for any personally identifying material by a member of 
the research team before being stored in secure University of Birmingham Research Data 
Storage. Recordings will be deleted after transcription.  Family Group Conferences will not 
be audio recorded.  
 
All data on paper will be stored in locked filing cabinets accessible only to members of the 
research team..  All electronic data will be stored on University of Birmingham storage 
(BEAR Research Data Store), accessed via network shares mounted on the computers of 
the Principal Investigator, Co-investigators and other researchers. Access to the data is 
restricted to those who have been granted access to the project by the Principal Investigator. 
Data can only be accessed off campus through use of the 2-factor authentication remote 
access service (VPN). External members of the research team will be able to share research 
data via a secure Teams site which can then be uploaded on BEAR. 
 
Indemnity 
The University has in force a Public Liability Policy and/or Clinical Trials policy which provides cover 
for claims for "negligent harm" and the activities here are included within that coverage. 
End of study  
The end of the study will be defined as 12 months after completion of the funded research 
(July 31st 2015)  to allow for submission and revision of publications.   
 
Archiving and access to the final study data set 
Research data will be archived securely for 10 years after the publication of all peer-
reviewed Papers, in line with the University of Birmingham Research Data Management 
Policy, and will only be accessible upon an application for restoration by an appropriate 
person such as the Principal Investigator or an authorised member of the research team. 
The data will then be disposed of, including deletion from storage servers and backup tapes. 
 
 
10 Dissemination strategy 
 
WP4: Knowledge Exchange and Impact (Objective vii; 3-33 months) – see below 
Objective (vi) (0–36 months) Co-leads: Jerry Tew, Tim Fisher in conjunction with Community 
Catalysts. 
 
Building on the existing Practice Network for adults’ FGC coordinated by Fisher, we will 
facilitate a FGC Research and Practice Network for knowledge exchange and practice 
development.  It will be hosted by Community Catalysts CIC – a national organisation which 
already supports research and implementation in relation to other asset-based approaches 
such as Local Area Coordination.   
 
We will provide attend or provide briefings to the regular national meetings of the Principal 
Social Worker Network that is convened by the Chief Social Worker for Adults. 
 
The Network will promote a series of events throughout the research project - feeding into 
the research process via involvement in WP1 and WP4 as well as being a vehicle for the 
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dissemination and application of findings.  A Network Website will host information on 
forthcoming events and consultations – together with news sheets, project outputs and FGC 
resources and training materials. We will work with the Network throughout to consider 
issues of implementation of the emerging model of FGC and, hence, to inform the detail of 
the outputs of this project to ensure they are directly relevant to practice with clear guidance 
to real-world implementation. 
 
The specific outputs from the Project will include:  
• Website hosting project outputs and FGC resources, tools and contacts  
• Six-monthly news-sheet with updates of progress  
• A minimum of 4 Working Papers for the Practice and Research Network and Website  
• Submission of 2-3 Papers for peer review and Open Access publication via NIHR Open 

Research or relevant Journals 
• An e-learning package of video and other online resources for organisations who are 

already offering, or looking to set up, FGC services.  This will be developed by Research 
in Practice and the resources would be available free of charge.  It will comprise modules 
on: 
• What would you say to families thinking of becoming involved in a family group 
conference? 
• A guide to setting up an adults’ FGC service  
• Sharing power, advocacy and supporting decision making – principles and 
practicalities 
• What does best practice look like in preparing for a conference? 
• What does best practice look like in supporting families to implement and review their 
plans? 

• Final Report linking publications and outputs together 
• National knowledge exchange event in conjunction with the organisations and networks 

listed above  
 
Authorship eligibility guidelines 
All publications and reports will name as authors only those members of the research team 
who have actively contributed to the analysis and writing the particular publication.  The Final 
Report will credit all members of the research team.  There will be no use of professional 
writers. 
 
 
11  References 
 
(1) Edwards, D. and Parkinson, K. (eds) (2018) Family Group Conferences in Social Work; 
Involving Families in Social Care Decision Making, Bristol, Policy Press.  
(2) Fisher, T et al. (2018) FGCs and adult social care in the UK, in Edwards, D. and 
Parkinson, K. (eds) 195–218.  
(3) Metze, R, Kwekkeboom, R, and Abma, A (2015) The potential of Family Group 
Conferencing for the resilience and relational autonomy of older adults. Journal of Aging 
Studies 34:68-81  
(4) Romeo, L (2017) Annual Report by the Chief Social Worker for Adults 2016-17. London: 
Department of Health  
(5) Manthorpe, J and Rappaport, J (2020) Researching Family Group Conferences in Adult 
Services: Methods Review,  London: NIHR School for Social Care Research. 
(6) Pawson R, Greenhalgh T, Harvey G, Walshe K: Realist Synthesis - an Introduction. 
ESRC Working Paper Series. 2004, London: Economic and Social Research Council 
(7) Wong, G., Greenhalgh, T., Westhorp, G. et al. (2013) RAMESES publication standards: 
realist syntheses. BMC Med 11, 21. https://doi.org/10.1186/1741-7015-11-21 



NIHR 135127 Family Group Conferencing in adult social care and mental health 
 

27 
 

(8) Pawson, R. and Tilley, N. (1997) Realistic Evaluation, London, Sage  
(9) Wong, G., Westhorp, G., Greenhalgh, T. et al.(2017) Quality and reporting standards, 
resources, training materials and information for realist evaluation:  the RAMESES II project. 
Health Services and Delivery Research 5:28 
(10) Grewal I, et al (2006). Developing attributes for a generic quality of life measure for 
older people: preferences or capabilities? Social Science and Medicine 62:1891-1901. 
(11) Al-Janabi, H., N Flynn, T. & Coast, J. (2012) Development of a self-report measure of 
capability wellbeing for adults: the ICECAP-A.   Quality of Life Research 21: 167. 
(12) Al-Janabi H, Flynn T, Coast J. (2011) Estimation of a preference based Carer 
Experience Scale. Medical Decision Making  31: 458–68. 
(13) NICE. (2014). "NICE and Social Care."   Retrieved 01 June, 2015, from 
http://www.nice.org.uk/about/nice-communities/social-care. 
(14) Francis, J. and Byford, S. (2011) SCIE’s approach to economic evaluation in social 
care. Social Care Institute for Excellence, London. 
(15) Patty N et al. (2018) A cost-effectiveness study of ICT training among the visually 
impaired in the Netherlands BMC Ophthalmology 18:98 
(16) De Jong G et al (2016) Enabling social support and resilience: Outcomes of Family 
Group Conferencing in public mental health care European Journal of Social Work, 19:5, 
731-748, 
(17) Malmberg-Heimonen I and Johansen S (2014) Understanding the longer-term effects of 
family group conferences European Journal of Social Work 17(4) 556-571. 
(18) Marsh, P (2007) Kent Adult FGC Development Research Final Report.  Kent County 
Council FGC Service  
(19) Tew, J. et al (2019) Implementing the Care Act 2014: Building social resources to 
prevent, reduce or delay needs for care and support in adult social care in England. London: 
Department of Health and Social Care https://www.birmingham.ac.uk/schools/social-
policy/departments/health-services-management-centre/research/projects/2017/care-
act.aspx 
(20) Carers UK (2018) State of caring Report. https://www.carersuk.org/for-
professionals/policy/policy-library/state-of-caring-2018-2  
(21) Daybreak (2012) Family Group Conferences for Adults Hampshire: Evaluation Report 
2010 – 2012.  Winchester: Daybreak Family Group Conferences 
(22) Forsyth, K et al. (2013) Family Group Conferencing for People with Dementia: 
Evaluation of the Midlothian Pilot 2012/13 
(23) Górska S et al. (2016) Family group conferencing in dementia care: an exploration of 
opportunities and challenges. International Psychogeriatrics 28(2):233-46.  
(24) Tew, J et al (2017) Family-Inclusive Approaches to Reablement in Mental Health: 
Models, Mechanisms and Outcomes  British Journal of Social Work, 47, 864–884. 
(25) Metze, R, Abma, A and Kwekkeboom, R (2015) Family Group Conferencing: A 
Theoretical Underpinning Health Care Anal 23:165–180 
(26) Ney T, Stoltz, J-A and Maloney, M (2011) Voice, power and discourse: Experiences of 
participants in family group conferences in the context of child protection.  Journal of Social 
Work https://doi.org/10.1177/1468017311410514 
(27) LGA (2013) Making Safeguarding Personal 2012-2013 Full Report.  Local Government 
Association 
https://www.local.gov.uk/sites/default/files/documents/Making%20Safeguarding%20Personal
%202012-13%20full%20report.pdf 
(28) Martin, W., et al., (2016). The Essex Autonomy Project Three Jurisdictions Report: 
Towards Compliance with CRPD Art. 12 in Capacity/Incapacity Legislation across the UK. 
University of Essex / Arts and Humanities Research Council. 
(29) Petriwskyj, A., et al. (2014) A qualitative metasynthesis: family involvement in decision 
making for people with dementia in residential aged care. JBI Evidence Implementation: 12 
(2) p 87-104. 
(30) Cutrona C and Russell D (1987) The provisions of social relationships and adaptation to 
stress Advances in Personal Relationships, 1, 37-67. 



NIHR 135127 Family Group Conferencing in adult social care and mental health 
 

28 
 

(31) Orpana, H, Lang, J and Yurkowski, K (2019) Validation of a brief version of the Social 
Provisions Scale using Canadian national survey data. Health Promotion and Chronic 
Disease Prevention in Canada 39(12): 323–332 
(32) Spencer J and Fisher T (2020) Adult family group conferences in the London Borough 
of Camden. London: Camden Council 
(33) Mitchell, M (2019) Reimagining child welfare outcomes: learning from Family Group 
Conferencing. Child and Family Social Work.  Doi 10.1111/cfs.12676 
(34) Guthrie, L. (2017) Evaluation of family group conferences with adults, practice guide, 
Dartington, Research into Practice with Adults 
(35) De Jong, G et al. (2015) Family Group Conferencing in public mental health and social 
capital theory.  Journal of Social Work,15 (3) 277-296 
(36) Coram (2019) Protocol for a randomised controlled trial of family group conferencing.  
London: Coram Impact and Evaluation Team. 
(37) Metze, R et al. (2018) Family Group Conferencing for older adults: Social workers’ 
views, Journal of Social Work, 19(3) 351-371 
(38) Parkinson, K., Pollock, S. and Edwards, E. (2018) Family Group Conferences: An 
Opportunity to Re-Frame Responses to the Abuse of Older People? The British Journal of 
Social Work, 48(4) 1109–1126 
(39) Hillebregt, C et al.  (2019) Family group decision-making interventions in adult 
healthcare and welfare: a systematic literature review of its key elements and effectiveness, 
BMJ Open, https://bmjopen.bmj.com/content/9/4/e026768 
(40) Department of Health, et al (2015) The Care Act and Whole-Family Approaches 
https://www.scie-socialcareonline.org.uk/the-care-act-and-whole-family-
approaches/r/a11G000000ANofaIAD 
(41) Faulkner Alison A (2017) Survivor research and Mad Studies: the role and value of 
experiential knowledge in mental health research, Disability & Society, 32:4, 500-520 
(42) National Survivor User Network (2015). Involvement for Influence: 4PI Standards for 
Involvement. London, NSUN. 
(43) NIHR et al (2019) UK standards for public involvement in research 
https://www.invo.org.uk/wp-content/uploads/2019/11/UK-standards-for-public-involvement-
v6.pdfalso.  
(44) LeFrancois, B. (2015) Acknowledging the past and Challenging the Present, in 
Contemplation 
of the Future: Some (Un)Doings of Mad Studies. Presentation given to conference, Durham 
University 
(45) O'Doherty, K et al (2012) Implementing a Public Deliberative Forum, Hastings Center 
Report 42: 2: 20‐23  
(46) Canaway A  (2015) Capturing the impacts of end of life care on those close to the dying 
for use in economic evaluation. PhD thesis. University of Birmingham 
(47) Sen A. The idea of justice. 2009, London: Allen Lane.  
(48) Jeffery, D et al. (2000). Delphi survey of opinion on interventions, service principles and 
service organisation for severe mental illness and substance misuse problems. Journal of 
Mental Health, 9, 371–384. 
(49) Shepherd, V., Wood, F., Griffith, R. et al. (2019) Research involving adults lacking 
capacity to consent: a content analysis of participant information sheets for consultees and 
legal representatives in England and Wales. Trials 20, 233 
(50) Taylor, J.S., DeMers, S.M., Vig, E.K. and Borson, S. (2012), The Disappearing Subject: 
Exclusion of People with Cognitive Impairment and Dementia from Geriatrics Research. J 
Am Geriatr Soc, 60: 413-419 
(51) British Psychological Society (2020). Conducting research with people not having the 
capacity to consent to their participation: A practical guide for researchers. Leicester: BPS.  
(52) de Jong, G et al (2018) Understanding the Process of Family Group Conferencing in 
Public Mental Health Care: A Multiple Case Study British Journal of Social Work 48, 353–
370 



NIHR 135127 Family Group Conferencing in adult social care and mental health 
 

29 
 

(53) Dijkstra, S., Creemers, H.E., Asscher, J.J., Dekovic M.S. and Geert, J.J.M. (2016) The 
effectiveness of family group conferencing in youth care: A meta-analysis, Child Abuse and 
Neglect, 62(1), pp. 100-110. 
(54) Nygård RH, Saus M (2018) Is Family Group Conferencing a Culturally Adequate 
Method outside the Origin of New Zealand? A Systematic Review, Social Work and Social 
Science Review, 20(1) 78–108. 
(55) Malmberg-Heimonen I (2011) The Effects of Family Group Conferences on Social 
Support and Mental Health for Longer-Term Social Assistance Recipients in Norway British 
Journal of Social Work, 41 (5) 949–967, 
 
 
12 Study flowchart 
 



NIHR 135127 Family Group Conferencing in adult social care and mental health 
 

30 
 

 

 

 

 Nov 
2022 

 

 

 
May 
2023 

 
 

 

 

 

 
 

March 
2024 

 

July 
2024 

 

Dec 
2024 

 

 

 

July 
2025 

 

 
 

 
 

 

 

 
Workpackage 2 
Family case studies – 
Refining programme theory, 
and evaluating experience 
and outcomes, including 
costs, consequences, and 
sustainability  
 
• Recruiting and Tracking 

FGC Sample and Non-
conference Sample 
through FGC process 
from referral to review; 

• Refining programme 
theory 

• Cost consequence 
analysis 

 
 
• Comparison of outcomes  

at 9-12 months follow up 
with ‘service as usual’ 
sample 

  
 

Workpackage 3 
Programme Theory, fidelity 
criteria and outcome 
measures  
 

Delphi process  
Standards and guidance  
 

Workpackage 1  
Scoping and characterisation of model(s) of FGC 
practice - preliminary programme theory and expected 
outcomes  
 

Review of research, policy and practice literature  
Online survey and telephone interviews  
Deliberative Forum  
 
 
 

Workpackage 4  
Knowledge exchange 
and impact  

Community Catalysts to 
host FGC Research and 
Practice Network 
 
 
 
 
 
 
Website 
Regular events 
Working Papers 
Toolkit, video and 
other online training 
resources 
Links with Chief Social 
Worker, national 
governments and 
local authority and 
NHS networks 
 
 
E-learning package of 
video and other 
online resources for 
organisations who are 
already offering, or 
looking to set up, FGC 
services (Research in 
Practice).   
 
 
Final Report and 
publications  
 
Knowledge Exchange 
Event 
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