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Abstract  

Purpose: This paper outlines the process of developing a new co-produced virtual group 
support programme called Positive Family Connections aimed at family carers of children 
with a learning disability, or who are autistic, aged between 8-13 years. 

Development Process: Family carers were recruited to develop Positive Family 
Connections prior to a feasibility randomised controlled trial being conducted (not reported in 
this paper). The programme was positively oriented and family-systems-focused. Positive 
Family Connections was developed by family carers, along with the research team, and 
designed to be delivered by family carer facilitators. The development process included 
several meetings to design the format and content of the programme. An initial pilot was 
then delivered and further amendments made to the programme in response to the pilot 
participants’ feedback.  

The programme: The co-produced Positive Family Connections (PFC) programme involved 
attending 6 weekly sessions on Zoom; each 2 hour session focused on different themes 
(e.g. communication, activities). 

Reflections on the co-production process

Key ingredients of co-production included ensuring clarity on roles, positive communication 
and understanding of the family carers’ situation and utilising the varied skills family carers 
can bring to research and practise. 

Keywords: family systems, co-production, parent carers, lived experience, patient and 
public involvement 
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Background and rationale for Positive Family Connections 

Family carers of children with a learning disability, or who are autistic, or have both 
conditions, are at greater risk of poor mental health (Rydzewska et al., 2021; Schnabel et al., 
2020). Families are often under additional pressures due to isolation and difficulties 
accessing appropriate and timely support (Stanford et al., 2020). 

Positive Family Connections was developed for families with a child aged between 8-13 
years old. The rationale was that these family carers were more likely to have come through 
the potentially challenging early years but not yet entered the period of transition to adult 
services. It is, however, acknowledged that this period can still be tumultuous for some (e.g. 
transition to secondary school and onset of puberty). Positive Family Connections draws on 
three building blocks detailed below: 

1. Positive orientation to disability 

While not denying the additional challenges family carers can face, many report positives in 
family life, including valuing what is important, and improved and closer family relationships 
(Hastings, 2016; Jess et al., 2017). There are indications of a gradual shift in the research 
literature away from the predominantly negative narrative around disability and families 
(Griffith & Hastings, 2014; Hastings, 2016). The first aim therefore was to build on this 
positive approach. 

2. Family systems approach 

Second, a family systems approach acknowledges that the family is a system and each sub-
system (such as parent-child, sibling relationship, parental couple) affects other sub-systems 
and individuals within the family (Cox & Paley, 1997; Wampler & Patterson, 2020). By 
enhancing the different relationships within the family the whole family benefit and the family 
can become a stronger unit (Walsh, 2003; Walsh, 2016). A related concept is that of family 
based ‘social capital’ where positive relationships, with shared norms and sense of 
belonging, lead to greater wellbeing (Furstenberg & Kaplan, 2007). This has been shown to 
be associated with positive outcomes for adults with learning disabilities (Tournier et al., 
2021). However, there are few family-systems-focused interventions or programmes that 
have been developed for families with a child with a learning disability, who is autistic, or 
both (Glidden et al., 2021).  

3. Co-production 

The project’s third building block was co-producing the programme with family carers, 
thereby utilising lived experience to ensure the programme was tailored to families’ needs. 
Co-production is an approach in which researchers, practitioners and the public work 
together (NIHR, 2021) to ensure that research focuses on meaningful outcomes. 

Of particular relevance for this cohort, working co-productively helps to break down the 
“them-and-us” positioning of family carers in relation to professionals that often causes them 
considerable stress (Griffith & Hastings, 2014). Co-production offers family carers valued 
roles which can help to break down others’ negative attitudes towards them (Gore et al., 
2022) and provide meaningful, paid work. 

Furthermore, establishing groups with other families in a similar situation may not only 
reduce isolation but also offer a chance to share beneficial strategies and perspectives that 
can support wellbeing, thereby acknowledging the reciprocal nature of helping others along 
with being helped by others (cf. Gore et al., 2022).   



3 

The aim of the current paper is to describe the development process for Positive Family 
Connections and to reflect on the co-production process. 

Development process 

The programme, Positive Family Connections, was co-created with family carers and 
researchers and this was further supported by the first author being both a researcher and 
family carer. The programme was also designed to be delivered solely by trained family 
carers.     

The Development Group 

The Development Group comprised five family carers (two fathers, three mothers) of 
children with a learning disability or who are autistic and aged between 4-16 years old. 
Family carers were recruited via already established connections through research and 
parent carer networks. They were approached to reflect a diversity of experiences including 
their geographical location (Northern Ireland, the South West of England, North of England 
and London), ethnicity and family situation, as well as the child’s diagnosis and age. The 
family carers also brought considerable additional skills; including prior experience of 
facilitating groups, competence in working virtually, and some knowledge of research 
processes. Family carer facilitators were employed for this project by the University and paid 
an hourly rate equivalent to a post-doctoral researcher. 

The research team also included two researchers and a PhD student, all with experience in 
family research. 

The Development Group met virtually four times over 9 months from March 2021. The initial 
meeting involved introducing the underlying themes of the programme and an outline of the 
proposed development process. Early on it was agreed that the whole programme would be 
delivered virtually; this was partly due to the potential for further COVID-19 pandemic-related 
lockdowns as well as increased accessibility for family carers who may struggle to attend 
face-to-face interventions due to difficulties with travel, childcare, or parent health problems 
(Lunsky et al., 2021). 

At the second meeting the content of the programme, including the design and delivery of 
each session, was discussed. A draft proposal was tentatively shared (by researchers) to aid 
discussion. Considerable changes were made to the initial proposal by the family carers 
where, it was felt that each session would have a broader theme and family carers in the 
groups could apply the strategies and theories to their own family in a way that made sense 
to them. The Development Group also wished to provide practical take-home messages for 
family carers to apply to their lives, which became integral to the programme. 

Discussions on ensuring inclusion for all types of families (i.e. by birth, affinity, or choice) led 
to the group decision that ‘family’ should be self-defined by participants in the programme to 
minimise any risk that participants might feel marginalised.  

Other discussions centred around the positive approach of the programme and how to avoid 
a ‘toxic positivity’ (i.e. the avoidance, suppression, or rejection of negative experiences).  
Whilst all the family carers welcomed challenging the predominantly negative narrative 
around disability, they wanted to ensure the programme acknowledged the entirety of family 
carers’ experiences, both positive and negative. Strategies were therefore included in the 
programme about ways to manage some of the stressors families may experience (e.g., how 
to balance everyday demands and making time for yourself).  
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Reflecting the discussions above, the name ‘Positive Family Connections’ was agreed for 
the programme.  

Smaller working groups met in between the second and third group meetings to work on 
sections of the programme in greater detail.  

The third group meeting involved bringing the sessions together and preparing for the next 
stages of the project.  

The logic model for the programme, as agreed by the development group, is provided in 
Figure 1. 

Overview of the Positive Family Connections Programme 

The draft programme comprised 6 x 2-hour sessions. Each session involved a check in and 
check out and followed a similar structure. The overview of the session content is shown in 
Table 1.

A Facilitator Manual was developed with family carers and later incorporated further 
feedback from the family carers attending the pilot groups (see below).   

Initial piloting of Positive Family Connections 

The family carer members of the Development Group delivered two pilot groups as 
facilitators (in facilitator pairs, supported by the lead author).   

Additional family carers were recruited to take part in the pilot groups via the parent carer 
networks of the facilitators and research team. The two groups were delivered consecutively, 
which allowed for amendments to be made to the programme following feedback from the 
first group. 

Seven family carers attended each pilot group. All were mothers and their children had a 
learning disability, were autistic, or both and were aged between 5-16 years. All programme 
sessions were delivered and of those who started the group, 100% attended at least four of 
the six sessions. A further five family carers had initially expressed interest in attending the 
pilot groups but did not take part (due to clashing concurrent activities or their child’s 
hospitalisation for surgery). 

After each programme session, a researcher joined the group of family carers (once the 
facilitators had left) to seek immediate feedback on the programme (i.e. what worked well, 
what changes needed to be made, and any additional comments on the programme).  

Concurrently, the two facilitators joined a breakout room together to complete a checklist 
after each session to indicate what components had been delivered (i.e. fully, partially, or not 
delivered) and their immediate reflections on the material delivered, including the flow of the 
sessions, topics, materials, and resources, and any further suggestions. 

Family carers were not paid to participate in the Positive Family Connections sessions 
themselves. However, they did receive a voucher as a thank you for their time providing 
feedback following each group session. Facilitators were paid their hourly rate for 
preparation, delivery, and providing feedback as well as attending ongoing supervision.  

During the pilot groups, regular and ad-hoc supervision was offered with the first author to 
provide a confidential space for facilitators to discuss any difficulties and celebrate 
successes. Topics discussed included managing family carer distress and group dynamics 
as well as practical issues such as supporting latecomers to the group.  
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Further changes were made to the programme in light of the comments from family carers 
and facilitators (e.g., a clearer overview at the start of the programme and using breakout 
rooms more often). 

Where there were discrepancies in responses (e.g. one group suggested the need for more 
slides and the other, fewer) discussions were held with the Development Group for a final 
decision. 

A final development group meeting took place to discuss feedback following the piloting and 
to prepare the materials for the next phase of the study. 

Experiences, Reflections and Implications 

The NIHR (2021) outlines 5 key features of co-production that we have used to reflect on the 
development process for Positive Family Connections: 

1. Sharing of power – the research is jointly owned and people work together to achieve 
a joint understanding 

2. Including all perspectives and skills – make sure the research team includes all those 
who can make a contribution 

3. Respecting and valuing the knowledge of all those working together on the research 
– everyone is of equal importance 

4. Reciprocity – everybody benefits from working together 
5. Building and maintaining relationships – an emphasis on relationships is key to 

sharing power (NIHR, 2021). 

To produce these reflections, the family carer members of the author team were asked to 
write their reflections about the process and share these with the lead author. The lead 
author then selected material to quote directly – to reflect the range of views expressed and 
to include each family carer author’s perspective. The first draft of this section of the paper 
was shared with the family carer authors for their comments and approval.  

1. Sharing of power 

Decisions were generally made as a group including meaningful changes to the programme 
in response to family carer feedback throughout the process. At times, where there were 
differences of opinion and a final decision still had to be made, it helped that the first author 
was a family carer as well as a researcher. Furthermore, offering an ‘open-door’ approach 
helped to solve any potential difficulties early on and assist in building a team.  

‘At no stage during the development process did it feel like the delivery content was 
being artificially crafted to support “research” findings to the detriment of the lived 
experience provided by the family carers. The two aspects worked in harmony.’ 
(Family carer [FC]1)

‘The feeling of a power dynamic dissipated during the development of the 
programme as each family carer came with their own experiences and skills. Initially 
not having a background in either research or psychology I questioned how valuable 
my contributions were, but as the group progressed these insecurities went.’ (FC2) 

2. Including all perspectives and skills 

Family carers are not ‘just’ family carers and are not a homogenous group. They bring 
different experiences, perspectives and challenges including skills from previous or current 
workplaces (e.g., facilitated other groups) as well as being involved in different lived 
experience projects.   
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‘All the family carers who participated had a wealth of knowledge and a breadth of 
skills. Over time we learned about each other's strengths and could see who in the 
group might be best suited to solving certain types of problems.’ (FC2) 

‘I was very aware of being the parent of a teenager who at the time attended 
mainstream education. I was past a lot of the hurdles and experiences shared by 
some of the others or didn’t experience. Not at anytime was my experiences 
trivialised or compared, quite the opposite.’ (FC3) 

3. Respecting and valuing the knowledge of all those working together on the research   

Lived experience was paramount to the meaningfulness of the project. In parallel, the family 
carers appreciated the skills and support providing by the research team, including respect 
for the research process and ethical approach.    

‘I felt confident to use my lived experience to provide narratives for the programme. 
This gave me a deep sense of connection to the programme, which was enhanced 
further when facilitating.’ (FC2) 

‘Because we were all bringing our lived experiences it made it a level playing field for 
all.’ (FC3) 

‘The fact that we had a good mix of representation from across the UK was useful to 
consider variations in legislation and support that is available in the different nations. 
This has enabled the research team to include regional differences when widening 
the study for future pilots rather than “reverse engineer” it.’ (FC1) 

Consideration was given to tensions and sensitivities that can arise when using lived 
experience. While openness can forge intimacy and connection in a peer group there may 
be times when a family carer did not want to share their experience in the group which 
needed to be respected. While family carers were encouraged to access their personal 
experiences in the development and delivery of the sessions, discussions also took place 
over respecting when a family carer did not want to share their experiences and other 
examples were provided for facilitators to use. For example, if a family carer was going 
through a particularly difficult time with regards to an issue it might be best not to share that 
in the programme. Encouraging family carers to look after their own wellbeing prior, during 
and after facilitation of a group was key. 

4. Reciprocity  

Reciprocity between the family carers and researchers went beyond financial recognition of 
contributions made and included increased confidence, self-efficacy and flexible work 
experience for family carers. Researchers gained access to a greater pool of experiences to 
inform the programme based on what might happen ‘on the ground’.  

‘It was a privilege to participate in this work, and also to be paid a professional wage 
for the time. Family carers give many hours of unpaid work to the system in a bid to 
make the world a better and easier place for others coming after and it can feel like a 
very long internship.’ (FC2) 

‘I was pleased to take part in the development and delivery of Positive Family 
Connections, it gives me the fulfilment to support other family carers to improve the 
quality of life of their family unit.’ (FC4)   
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‘My participation was motivated by the desire to understand more about latest 
thinking, research and lived experience that could help me in my family carer role, 
while also having the opportunity to help other family carers improve their 
relationships within their family networks.’ (FC1) 

5. Building and maintaining relationships 

It takes time to get to know one another as a team and there can be additional constraints 
when this takes place virtually. Allowing more ‘informal’ time in meetings, such as over a 
lunch for the normal ‘chat’ that would occur in a face-to-face environment supports this 
development.  

‘I have built great relationships with other family carers; as we all have caring 
responsibilities we could relate to each other. Sharing information and getting 
emotional support was some of the benefits of being part of such an amazing 
project.’ (FC4) 

‘I am used to being the ‘supporter’ it was great to be on the receiving end of the 
support.’ (FC3) 

Sharing Learning about Co-production 

As a team, we wished to add a further principle to the key principles of co-production (NIHR); 
that is the commitment to disseminating learning about co-production. A short film of the 
family carers discussing experiences of being part of the process was produced and an 
article about co-production was shared on the Cerebra website. It was hoped this would 
encourage a greater number of people with lived experience to get involved and remove 
some of the ‘mystery’ about doing research. It also highlights the benefits of co-production to 
other family carers and researchers. 

Key ingredients for co-production: 

The team reflected informally, through supervision and meetings, on the key ingredients for 
co-production work with family carers. All contributing authors provided feedback on this list 
as a part of the writing process for the paper. We suggest that key ingredients for co-
production may be: 

1. Understanding the context for family carers (including other demands and having 
backup plans). 

2. Clear expectations and time requirements of the role from the start. 
3. Simplifying administrative processes to reduce the burden on family carers. 
4. Supportive and flexible liaison and supervision between researchers and family 

carers, including adapting to their preferred means of communication (e.g. 
WhatsApp, streamlining information into one email).  

5. Allowing time for personal and professional development including relationship 
building to feel part of a team.  

6. Appropriate funding to represent the value of lived experience. 
7. Family carers are not a homogenous group so there can be a diversity of views. 

While this can be a strength, at times when someone needs to make a final decision 
it helps using research staff with lived experience (and being open about their 
position).  

8. It is important to identify the overall skills needed to facilitate a group in the current 
context; which involved not just delivery of material (i.e. training) but also skills to 
manage discussions, including some that can become challenging. 
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Our conclusions reflect many of the themes identified in other co-produced and co-delivered 
studies with family carers (Borek et al., 2018; Pozniak et al., 2022).  

Conclusion 

The development process for Positive Family Connections provides a further example of 
family carers and researchers co-producing a programme for family carers. The 
accumulated literature clearly demonstrates the value in practice and in research to co-
produce work with family carers; and offers some suggestions about how to go about 
meaningful co-production. The Positive Family Connections programme is now ready for 
initial feasibility research.  



9 

References 

Borek, A.J., McDonald, B., Fredlund, M. et al. Healthy Parent Carers programme: 
development and feasibility of a novel group-based health-promotion intervention. BMC 
Public Health 18, 270 (2018). 

Cox, M. J., & Paley, B. (1997). Families as systems. Annual Review of Psychology, 48, 243–
267.  

Furstenberg, F.F., & Kaplan, S.B. (2007). Social capital and the family. In M. Richards, J. 
Scott, & J. Treas (Eds.), Blackwell companion to the sociology of families (pp. 218–232). 
London: Blackwell Publisher. 

Glidden, L. M., Floyd, F. J., Hastings, R. P., & Mailick, M. R. (2021). Family Impact and 
Adjustment Across the Lifespan: Parents of children with intellectual and developmental 
disabilities. In L. M. Glidden, L. Abbeduto, L. L. McIntyre & M. Tasse (Eds.), APA Handbook 
of Intellectual and Developmental Disabilities (pp. 214-246). Washington, DC: American 
Psychological Association Publications. 

Gore, N., Bradshaw, J., Hastings, R., Sweeney, J., & Austin, D. (2022). Early Positive 
Approaches to Support (E-PAtS): Qualitative experiences of a new support programme for 
family caregivers of young children with intellectual and developmental disability. Journal of 
Applied Research in Intellectual Disabilities, 35, 889-899. 

Griffith, G. M., & Hastings, R. P. (2014). “He’s hard work, but he’s worth it.” The experience 
of caregivers of individuals with intellectual disabilities and challenging behaviour: A meta-
synthesis of qualitative research. Journal of Applied Research in Intellectual Disabilities, 27, 
401-419. 

Hastings, R. P. (2016). Do children with intellectual and developmental disabilities have a 
negative impact on other family members? The case for rejecting a negative narrative. 
International Review of Research in Developmental Disabilities, 50, 165-194. 

Jess, M., Hastings, R. P., & Totsika, V. (2017). The construct of maternal positivity in 
mothers of children with intellectual disability. Journal of Intellectual Disability Research, 61, 
928-938. 

Lunsky, Y., Albaum, C., Baskin, A., Hastings, R. P., Hutton, S., Steel, L., Wang, W., & 
Weiss, J. (2021). Group virtual mindfulness-based intervention for parents of autistic 
adolescents and adults. Journal of Autism and Developmental Disorders, 51, 3959-3969. 

National Institute for Health Research (2021) Guidance on co-producing a research project, 
April 2021 [NIHR Guidance on co-producing a research project 
(learningforinvolvement.org.uk)] (Accessed on 9th June 2023). 

Pozniak, K., Cross, A., Babic, R., Cavalieros, V., Martens, R., Rosenbaum, P., Imms, C., 
Novak-Pavlic, M., Balram, A., Hughes, D., O’Connor, B. & Miller, L. (2022). Co-development 
of the ENVISAGE-Families programme for parents of children with disabilities: Reflections 
on a parent-researcher partnership. Australian Occupational Therapy Journal, 1-9.

Rydzewska, E., Dunn, K., Cooper, S. A., & Kinnear, D. (2021). Mental ill‐health in mothers of 
people with intellectual disabilities compared with mothers of typically developing people: a 
systematic review and meta‐analysis. Journal of Intellectual Disability Research, 65(6), 501-
534. 

https://www.learningforinvolvement.org.uk/content/resource/nihr-guidance-on-co-producing-a-research-project/?
https://www.learningforinvolvement.org.uk/content/resource/nihr-guidance-on-co-producing-a-research-project/?


10 

Schnabel, A., Youssef, G. J., Hallford, D. J., Hartley, E. J., McGillivray, J. A., Stewart, M., ... 
& Austin, D. W. (2020). Psychopathology in parents of children with autism spectrum 
disorder: A systematic review and meta-analysis of prevalence. Autism, 24(1), 26-40.  

Stanford, C., Totsika, V. & Hastings, R.P. (2020). ‘Above and beyond’: The perceptions of 
mothers of children with autism about ‘good practice’ by professionals and services. 
Research in Autism Spectrum Disorders, 77, 101615. 

Tournier, T., Hendricks, A. H. C., Jahoda, A., Hastings, R. P., Giesbers, S. A. H., Vermulst, 
A., & Embregts, P. J. C. M. (2021). Family network typologies of adults with intellectual 
disability: Associations with psychological outcomes. Journal of Applied Research in 
Intellectual Disabilities, 34, 65-76. 

Walsh, F. (2003). Family resilience: a framework for clinical practice. Family Process, 42, 1–
18. 

Walsh, F. (2016). Family resilience: a developmental systems framework. European Journal 
of Developmental Psychology, 13, 313-324. 

Wampler, K. S., & Patterson, J. E. (2020). The Importance of Family and the Role of 
Systemic Family Therapy. The Handbook of Systemic Family Therapy, 1–32.  


	NEW_WRAP_Coversheet_Accepted_AAM_13_07_2018 - Copy
	cedar-051223-wrap--development_paper_-_authors_accepted_version

