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Co-production within community-based services for children with intellectual disabilities and 

behaviours that challenge in England

Abstract

Purpose: Developing effective community-based services for children with intellectual disabilities 

and behaviours that challenge in England is a national priority. Service design and delivery guidelines 

state services should be co-produced with the children and families/carers accessing them. There 

are no identified data about how well services are delivering this recommendation. This research 

aimed to describe self-reported co-production activities within such services, and to consider how 

well these align with co-production definitions.

Methodology: During a mapping exercise of community-based services for children with intellectual 

disabilities and behaviours that challenge in England, staff at 60 services completed an interview 

including questions concerning co-production. Types of self-reported co-production within services 

were described. We then examined how well these aligned with definitions of co-production.

Findings: Six types of self-reported ‘co-production’ activities were identified via content analysis – (i) 

service planning, (ii) recruitment processes and decisions, (iii) individual case work, (iv) resources 

used within the service, (v) running training, workshops and groups, and (vi) the service’s physical 

environment. Very few activities met co-production definitions, typically being classified as 

participation or co-creation.

Originality: This is the first known assessment of how well community-based services for children 

with intellectual disabilities and behaviours that challenge are enacting guidance that service design 

and delivery should be co-produced.

Practical implications: All involved in the planning and delivery of services need to better consider 

how to implement additional activities that meet higher-level co-production definitions.

Key words: Co-production, Behaviours that challenge, Challenging Behaviour, Intellectual 

Disabilities, Learning Disabilities, Children, Community services
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Introduction

Approximately 1 in 5 children with intellectual disabilities in contact with UK health and social care 

services display behaviours that challenge (Emerson et al., 2001). Behaviours that challenge are not 

a medical disorder or diagnosis. Rather, they are socially defined in accordance with what 

behaviours are not typical within the culture people live within and which occur at a frequency, 

severity, and/or duration resulting in risks of harm for both the individual and those around them, as 

well as limiting inclusion within typical community settings. Harms to the individual can include self-

injury, exclusion, poorer care outcomes, personal safety, and increased exposure to restrictive care. 

Harms to those around them can include physical aggression, stress and physically destructive 

behaviour (Bowring et al., 2019; Emerson & Einfeld, 2011; Hastings et al., 2013). Behaviours that 

challenge can also result in increased costs for both families and health and social care services 

(Einfeld et al., 2010; Iemmi et al., 2016).

It is a national priority to develop effective community-based services for children with intellectual 

disabilities and behaviours that challenge (NHS England, 2015; Department of Health and Social 

Care, 2022). The urgency of this is reinforced by persistent evidence of the abuse of children with 

intellectual disabilities within services, including within residential settings and concerning the use of 

restraint within special schools (The Child Safeguarding Practice Review Panel, 2022, 2023; Clegg and 

Adnitt, 2024; Titheradge and Deas, 2024). 

National Institute for Health and Care Excellence guidelines concerning service design and delivery 

for people with intellectual disabilities and behaviours that challenge recommends that services and 

interventions should be co-produced with the children, young people and adults using services as 

well as their families, carers and independent advocates (National Institute for Health and Care 

Excellence, 2018). Co-production is typically viewed as a process whereby those who provide and 

access services work together equally to create the service, shaping its design, development and 

evaluation (NHS England, 2022; Social Care Institute for Excellence, 2022). Within co-production, 

“professionals and citizens share power to plan and deliver support together, recognising that both 

have vital contributions to make in order to improve quality of life for people and communities” 

(Social Care Institute for Excellence, 2022, p.6). 

Co-production has been linked to more positive experiences and outcomes within health and social 

carecare services in general (Bombard et al., 2018; Palumbo, 2016; Nordin et al., 2023;) and within 
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the NHS in the UK (Mockford et al., 2012). and in sSpecific areas where benefits have been reported 

includeing emergency medicine, diabetes and cancer care (Iedema et al., 2010; Peat et al., 2010; 

Tsianakas et al., 2012, Kohler et al., 2017). National Institute for Health and Care Excellence 

guidelines concerning service design and delivery for people with intellectual disabilities and 

behaviours that challenge recommends that services and interventions should be co-produced with 

the children, young people and adults using services as well as their families, carers and independent 

advocates (National Institute for Health and Care Excellence, 2018).

We could find no existing research concerning how well services for children with intellectual 

disabilities and behaviours that challenge are following recommendations around co-production, 

making it difficult to know what types and quality of co-production is occurring. Some insight into 

how well other types of services for children and/or young people are delivering co-production is 

evident in literature reviews concerning co-production in mental health services for those aged 10-

25 (Jones et al., 2024) and services for children and young people with special educational needs 

(Boswell and Woods, 2021). Factors that can facilitate or be barriers to co-production include the 

degree of support from leadership/within the organisation, resources/funding including around 

transport and support, to what extent power is shared with those accessing services, the degree of 

flexibility to the needs of those accessing services, and how much the time and views of those 

accessing services are valued. There being a range of positive and negative outcomes related to such 

factors is suggestive of variation in how co-production is being delivered.”

In the current study, our aims were: i) to describe reported co-production activities within 

community-based services for children with intellectual disabilities and behaviours that challenge in 

England, and ii) consider how well these activities align with co-production definitions.

Method

The current study drew upon a subset of data gathered as part of a wider study, which involved 

mapping and identifying service models for community-based services for children with intellectual 

disabilities and behaviours that challenge in England (REDACTED FOR REVIEW). A combination of 

latent class analysis, descriptive analysis and consultation with family carers and professionals was 

utilised to describe how services were structured and organised (“service models”). Five service 

models were identified - (i) Child and Adolescent Mental Health Services (CAMHS), (ii) Intellectual 

Disability CAMHS, (iii) Children and Young People Disability services, (iv) Specialist services for 
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children who display behaviours that challenge, and (v) broader age range services for children 

and/or adolescents and adults.

Ethics

Ethical approval was received from REDACTED FOR REVIEW

Wider study 

For the wider study, we aimed to collect service characteristic data from as many services fulfilling 

eligibility criteria as possible. Inclusion criteria were being (i) geographically located in, and at least 

partially drawing referrals from, England, (ii) a community-based service, (iii) an NHS, local authority 

or other (e.g., private, charity) service commissioned by relevant public bodies at the time of the 

survey, or a service where individual places are purchased by commissioners, and (iv) providing 

supports for children 0-17 years of age with intellectual disabilities and behaviours that challenge or 

providing supports to this group of children as a clearly distinct care pathway (whilst also providing 

other services). Services were not excluded if they also provided services to individuals 18+ years of 

age. Exclusion criteria were services being (i) inpatient services, (ii) commissioned by non-NHS or 

local authority commissioner (e.g., solely a special school service), and (iii) not yet operational.

Methods of identifying potentially eligible services included expressions of interest in response to 

study information, local authority/local offer websites, details provided by other services, 

suggestions from leads of NHS regional teams, finding information online, and details provided by 

NHS staff. 161 eligible community-based services completed a survey between July 2021 and March 

2022. See REDACTED FOR REVIEW for further service identification and recruitment details.

Procedure

All 161 services included in the wider research were invited to identify an individual to participate in 

a short additional interview to gather further data that required discussion to fully understand, 

including data on co-production. Staff received a study information sheet and completed an 

informed consent form prior to the interview; consent was also reconfirmed verbally at the start of 

each interview. Interviews were guided by an interview schedule and covered a range of topics 

including the history of the service, future plans, staffing structure, connections to other local 
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services and opportunities for children and families to be involved in decision-making and co-

production. The interview schedule included a description of co-production to orientate participants 

to questions about this (“We are defining co-production as a way of working where service providers 

and the people who use them work together to produce shared outcomes”). Participants were asked 

“I wonder whether your service undertakes co-production work with children and young people with 

learning disability and behaviours that challenge and/or their families?” Five researchers conducted 

interviews. Interviews were conducted remotely and recorded using Microsoft Teams©. 

Interviewers made notes of the content of participant responses during interviews using a form set 

up in the Qualtrics© survey platform. After each interview, the interviewer checked their notes 

against the recording for accuracy, updating notes accordingly. After accuracy was confirmed, the 

recording was deleted. 

Participants

Participants at 60 of the 161 services included in the wider research completed an interview about 

their service between July 2021 and February 2022. Participants were those identified by each 

service to take part, typically service managers or lead clinicians. All 60 services responded to the co-

production question. Six services reported they were not currently conducting co-production, with 

the other 54 describing current co-production activities they were conducting. Reasons for not 

undertaking co-production were discussed by four services not conducting any co-production 

activities, and 12 services who were conducting some co-production activities - explaining why they 

were not conducting other types of co-production activities. In terms of service models, of these 54 

services reporting some co-production 21 were CAMHS, ten ID-CAMHS, four general child disability 

services, 14 specialist challenging behaviour services, and five all-age services.

Analysis

Analysis focused on the subset of interview data concerning opportunities for children and families 

to be involved in decision-making and co-production. Researcher notes from the interviews were 

transferred from Qualtrics© to NVivo© software. Patterns within interview data were identified 

using content analysis (Berelson, 1952; Prior, 2014). An initial deductive list of codes was developed 

prior to coding by discussion within the research team, formalising researcher expectations of what 

codes may have been present in the dataset. These codes were based on team knowledge of the 

research area/literature, as well as experiences of interviewing participants. Two researchers coded 
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all data using the initial deductive coding framework, adding codes iteratively as they arose. For 

example, the researchers added new iterative codes to expand the breadth of co-production 

activities reported including “resources used within the service” and “the service’s physical 

environment” as well as building depth through adding iterative sub-codes to the deductive “service 

planning” code about “evaluating and modifying the existing service” and “setting up the initial 

service model”. This process was repeated until there were no further edits to the coding framework 

being made. A third member of the research team then used the final coding framework to code a 

random sample of 20% of the data. Inter-coder reliability was tested. There was good level of overall 

agreement (average κ=.83) within the >.81 “almost perfect” strength of agreement range (Landis 

and Koch, 1977).  A Kappa coefficient of <.6 can be interpreted as only a moderate or lower strength 

of agreement (Landis and Koch, 1977). Consequently, individual codes with a Kappa coefficient <.6 

were discussed, and agreement reached about how to resolve such disagreement. 

Having established different types of self-reported co-production, we then assessed how well these 

fitted within different definitions of co-production as detailed in a co-production guide created by 

The Social Care Institute for Excellence (SCIE) (2022). We considered multiple definitions of co-

production because there is not a universally agreed upon single definition. It was therefore viewed 

as more comprehensive to use multiple definitions encompassing different definition criteria rather 

than opt for a single definition that would have the shortcoming of not capturing the breadth of 

potential definitions. The SCIE guide was chosen because it was itself co-produced with people 

drawing on care/support, support providers and SCIE staff. The guide details four ways of 

conceptualising and categorising co-production, including defining what activities are, or are not, co-

production:

• The first definition proposes three levels of co-production: descriptive, intermediate, and 

transformative. 

o Descriptive co-production involves those accessing a service working together to 

achieve individual outcomes in a way that does not challenge how the service is 

delivered. 

o Intermediate co-production involves a greater degree of recognition and mutual 

respect (e.g., involvement in recruitment and staff training). 

o Transformative co-production involves new relationships between service staff and 

those accessing the service. This involves those accessing the service working in 

equal partnership with professionals towards shared goals, having a more 
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meaningful and powerful role within the service, and everyone who contributes 

getting something back in exchange.

• The second definition distinguishes between participation and co-production. 

o Participation involves being consulted.

o Co-production involves being equal partners and co-creators. 

• The third definition distinguishes between co-creation and co-production.

o Co-creation involves those using services working with professionals to design, 

create and deliver services.

o Co-production expands on this by having those using services take over some of the 

work being done by practitioners. 

• The fourth definition sets out four co-production activities:

o Co-design, including planning of services

o Co-decision making in the allocation of resources

o Co-delivery of services, including the role of volunteers in providing the service

o Co-evaluation of the service.

The core research team discussed and reached agreement about how each reported co-production 

activity could be best categorised within each of the four definitions. This was then presented to and 

discussed with the wider research team, resulting in agreement with this categorisation. One 

member of the research team then assessed every individual self-reported activity within each type 

of co-production, classifying each to one category within each of the four definitions.

Results

Types of self-reported co-production within services

Six types of co-production were identified – (i) service planning, (ii) recruitment processes and 

decisions, (iii) individual case work, (iv) resources used within the service, (v) running training, 

workshops and groups, and (vi) the service’s physical environment 

Service planning was the most common co-production type, being reported by over half of services. 

This mostly concerned evaluating and modifying the existing service (n=31 services), most commonly 
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via consultation with groups. This was more likely to be with pre-existing groups (n=10), including 

youth groups and parent groups/forums, than with groups brought together specifically for this 

purpose (n=5) (e.g., general focus groups, parent workshops). Also common was gathering input 

through feedback processes (n=13) such as asking children/young people and/or families to 

complete surveys and outcome measures, with feedback also gathered informally (n=3) (e.g., 

discussing with families). There were also some less common examples of parents being on steering 

groups (a mixed group involved professionals and families) (n=3) and of people being employed in 

roles related to co-production (n=3) (e.g., parents undertaking family support worker/experts by 

experience roles and people with intellectual disabilities undertaking peer support worker roles).

Engagement in ‘Service planning’ involving setting up the initial service model was less common 

(n=8). For this, there was an equal split between consulting pre-existing parent groups or fora (n=3) 

and groups brought together specifically for this purpose (n=3). There were also individual reports of 

(i) children and parent groups identifying the need for a new service, (ii) parents being involved in 

designing the business case, and (iii) contributing to stakeholder meetings for a funding bid.

Similar numbers of services reported co-production relating to recruitment processes and decisions 

(n=25), individual case work (n=23) and resources used within the service (n=19). 

‘Recruitment processes and decisions’ involved including children/young people (n=16) and families 

(n=12) who had accessed the service within recruitment processes (e.g., on interview panels for new 

staff). Some services involved children/young people and/or family carers from other organisations 

or departments on interview panels (n=4) including other parts of CAMHS.

‘Individual case work’ involved specific planning of an individual child/young person’s support, 

typically in the creation of support/care plans (n=18) and setting individual ‘treatment’ goals (n=10). 

‘Resources used within the service’ involved working with and/or seeking feedback from 

children/young people and/or families to create service-related leaflets (n=6), videos (n=3), letters 

(n=2), easy-read information (n=2), outcome measures (n=2), one-page profiles (n=2), presentation 

slides (n=1), and feedback forms (n=1).

Least commonly, services reported running training, workshops and groups (n=5) and impacting the 

service’s physical environment (n=5). 
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‘Running training, workshops and groups’ involved families being involved in the planning and 

delivery of training, workshops and groups, typically those that they had previously accessed 

themselves. 

‘The service’s physical environment’ involved children/young people and/or families being involved 

in decisions around building decoration and the naming of buildings and/or rooms. See table I for 

example interviewer notes for each type of self-reported co-production activity.

[Table I here]

Reasons for not undertaking co-production

Services also discussed reasons for not undertaking co-production activities. This included four of the 

six services that had reported not currently conducting any co-production activities, as well as 12 

services that were conducting some co-production activities explaining why they were not also 

conducting other types of co-production activities. Reasons mostly included either the impact of 

COVID-19 (n=7) or the level of intellectual disability of those accessing the service (n=4), with less 

common reasons including difficulties getting interest from families, lack of time, being a new 

service, and rarely having staff vacancies. Similar reasons were given for there being limitations 

within co-production activities that services were attempting, mostly that those with greater needs 

(e.g., more severe intellectual disabilities) could not be included within existing co-production 

activities (e.g., due to not understanding complex questioning or finding such activities distressing) 

(n=7), and the impact of COVID-19 (n=3). Individual services also mentioned difficulties getting 

interest from families, staffing problems, multi-agency working, lack of time and wanting to avoid 

being tokenistic/ensuring had a meaningful impact.

Alignment with co-production definitions

Table II summarises the alignment between reported co-production activity and the four definitions 

within The Social Care Institute for Excellence (2022) co-production guide, detailing how many of 

each activity were classified to what within each co-production definition

[Table II here]
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Levels of co-production (classification definition 1)

From table II, it can be seen that Individual case work activities were all classified as ‘descriptive’, 

because these concerned achieving individual outcomes in a way that does not challenge how the 

wider service is delivered. Almost all other activities were classified as ‘intermediate’, as they 

involved a relatively greater degree of recognition and mutual respect and progressed beyond 

individual outcomes to impact the wider service. A small number of service planning activities 

regarding evaluating and modifying the existing service (n=3) and setting up the initial service model 

(n=1) were classified as ‘transformative’, as these involved a clear change in the relationship with 

those accessing the service (e.g., undertaking peer support workers and expert by experience roles). 

This was meaningfully different from most of the same type of activities classified as intermediate 

(e.g., seeking feedback to evaluate the service). Additionally, three of the five services reporting 

running training, workshops and groups had this activity classified as transformative. Again, the 

criterion moving these into the higher classification was there being clear evidence of new 

relationships (e.g., the family carer involved having a formal role and/or clear power to determine 

the content and delivery of the activity). In terms of service models, of the six services with activities 

classed as transformative, three were CAMHS, one was a general child disability service and two 

were all-age services.

Co-production vs. participant/co-creation (classification definitions 2 and 3)

A similar pattern of classifications is evident in terms of distinguishing between co-production and 

participation or co-creation. Most activities were classified as participation or co-creation rather 

than co-production because, respectively, they involved those accessing the service being consulted 

or working with professionals to design, create and deliver services. A small number of activities 

within evaluating and modifying the existing service (n=3), setting up the initial service model (n=1), 

and running training, workshops and groups (n=3) were classified as co-production. These were the 

same activities also classified as at the transformative level of co-production. Like with classification 

of the level of co-production, it is new relationships with those accessing the service that underpins 

such higher classification, with these evidencing meeting co-production criteria of being equal 

partners and co-creators and having those using services take over some of the work being done by 

practitioners.

Co-production activity types (classification definition 4)
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Activities concerning individual case work, the service’s physical environment, and resources used 

within the service did not fit into any of the four co-production activity types. All evaluating and 

modifying the existing service activities were classified as co-evaluation, as they involved evaluation 

of the service. All setting up the initial service model activities were classified as co-design, as they 

involved planning of services. All recruitment activities were classified as co-decision making as they 

could be considered to be concerned with the allocation of (staffing) resources. All running training, 

workshops and groups activities were classified as co-delivery as they involved aspects of direct 

service provision.

Discussion

Although staff working in community-based services for children with intellectual disabilities and 

behaviours that challenge in England reported co-production within their services, activities meeting 

higher-level co-production classifications (The Social Care Institute for Excellence, 2022) were only 

found in six services. These included two services conducting evaluating and modifying the existing 

service activities, two services conducting running training, workshops and groups activities, one 

service conducting setting up the initial service model activities, and one service conducting both 

evaluating and modifying the existing service and running training, workshops and groups activities. 

Most activities reported met lower-level definition classifications, such as participation and co-

creation.

Insight into why these specific activities met higher level co-production classifications was obtained 

through comparing them to other activities within their respective categories, which met lower-level 

classifications (i.e., intermediate, participation or co-creation). The persistent difference was the 

degree to which the activity created clear changes in the relationship between the service and those 

who accessed it, with some evidence that those accessing the service had become equal partners 

and co-creators and had taken over some of the work typically done by practitioners. This is 

meaningfully different from other activity of the same type categorised within lower-level 

classifications, which tended to involve seeking feedback from those accessing the service whilst 

maintaining their existing relationship with the service.

Implications
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These findings have implications for services, staff, and policy makers, as well as for families 

accessing services. All involved in the planning and delivery of services need to better consider how 

to implement additional activities that meet higher-level co-production definitions. Doing so is 

important to potentially generate more positive experiences and outcomes as observed in other 

health and social care services (Bombard et al., 2018; Iedema et al., 2010; Mockford et al., 2012; 

Palumbo, 2016; Peat et al., 2010; Nordin et al., 2023; Tsianakas et al., 2012, Kohler et al., 2017) and 

in so doing  fulfil recommendations about how to best design and deliver services (National Institute 

for Health and Care Excellence, 2018)., potentially generating more positive experiences and 

outcomes for those accessing services (Iedema et al., 2010; Peat et al., 2010; Tsianakas et al., 2012, 

Kohler et al., 2017). While it is the responsibility of services to implement co-production activities, 

families accessing services should be aware that services should be offering to involve them within 

the type of activities meeting higher-level co-production definitions.

The factors resulting in activities meeting higher-level co-production definitions can inform such 

planning and delivery. These factors include explicitly planning activities to change the relationship 

between services and those accessing them and/or to enable those accessing services to take over 

some of the work typically done by practitioners. Examples of this from the services interviewed 

include those accessing the service and family carers having formal (paid) roles (e.g., peer support 

workers, experts by experience) and the power to determine outcomes such as the content and 

delivery of training, workshops and groups (i.e., not merely advising service staff who then lead 

making the decision). As part of this, it is important for organisations to proactively examine and 

reach agreement about what they understand co-production to be (The Social Care Institute for 

Excellence, 2022), working alongside those accessing the service to actively consider what co-

production means within the specific context of their service.

Limitations

There were some features of the way that data was collected that meant there was a greater chance 

that certain types of participants/services were included than others – meaning that data may not 

have been representative (sampling bias). Although 161 eligible services completed the survey in the 

wider study, only 60 (37.27%) of these chose to complete the optional additional interview. It is 

possible that services choosing not to take part in the interview may have differed from those 

choosing to take part e.g., conducting less/more/different types of co-production (non-response 

bias). Similarly, services themselves determined which of their staff were willing to be interviewed, 
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meaning there may have been differences between those who volunteered to be interviewed 

compared with those who did not (self-selection/volunteer bias).

Interviews covered a broader range of topics than solely co-production, meaning that co-production 

activity data are based on relatively brief discussion. It is possible that more in-depth data collection 

(e.g., being the focus of interviews, additional prompts) may have resulted in more activities being 

reported. It is also possible that more in-depth data collection may reveal additional attributes of 

activities that could potentially result in changes to how they are classified e.g., ways that activities 

resulted in new relationships between staff and those accessing services not evident within this 

study’s data. This relates to difficulties clearly defining co-production. Although the interview 

schedule included a description of co-production to orientate participants to the question, there 

may have been variance between individual participants’ ideas of what co-production was/was not, 

which could have affected responses.

Co-production activities were self-reported by services, meaning they only reflect staff views on 

what co-production is occurring, with the views of children and families accessing the service 

missing. Only one staff member was interviewed per service, typically service managers or lead 

clinicians, meaning their knowledge of what co-production activities were occurring may have been 

limited by their job role e.g., speech and language therapists may have been aware of co-production 

activities specific to their role that service managers were unaware of. Furthermore, whilst some 

interviews included brief positive reflections on reported activities, the data did not provide much 

insight into the impact of activities, or whether feedback received from those accessing services led 

to changes. Such information may be important in distinguishing between different types of co-

production (e.g., whether activities resulted in new relationships between service staff and those 

accessing the service). Similarly, whilst some services gave some brief descriptions of why co-

production was not occurring (e.g., due to the level of intellectual disability of those accessing the 

service), the data is not of sufficient depth to allow for detailed exploration of this potentially 

insightful topic.

This study was conducted solely in England, so may not be representative of what co-production is 

occurring in community-based services for children with intellectual disabilities and behaviours that 

challenge within the rest of the United Kingdom, or in other countries. It also reports only what co-

production was occurring around when participants were interviewed (2021-2022), meaning there 

may have been changes since this data was collected.
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Future research

Future research should build on this initial study by investigating what co-production activities are 

evident in a broader range of community-based services for children with intellectual disabilities and 

behaviours that challenge, utilising more in-depth methodologies to better understand what co-

production is occurring (e.g., documentary analysis, ethnography), as well as investigating in more 

depth why co-production is not occurring e.g., what barriers there are to specific co-production 

activities. Such research should prioritise including the views of children and families accessing 

services to address their lack of current representation in this area. Furthermore, research should 

endeavour to go beyond describing co-production activities to better understand the processes 

underpinning how these are conducted and what makes them effective. 

Research should also endeavour to consider how these findings fit within broader debates around 

co-production including how to make this accessible for people with intellectual disabilities and 

challenging/barriers for parents/carers to be involved e.g., emotional and cognitive labour 

(Sutherland et al. 2025). As higher-level definitions of co-production often have funding implications 

(e.g., transformative co-production involving everyone who contribute getting something back in 

exchange) how co-production is resourced within services would also be a productive focus for 

future research.

Conclusion

Except for limited examples of running training, workshops and groups, most co-production 

activities self-reported by community-based service for children with intellectual disabilities and 

behaviours that challenge did not meet higher-level definitions of co-production. There is a need for 

services to better plan how to implement activities meeting higher-level definitions of co-

production, including working alongside the children and families accessing services to best 

understand what co-production means within the specific context of their service.
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Co-production within community-based services for children with intellectual disabilities and 

behaviours that challenge in England

Abstract

Purpose: Developing effective community-based services for children with intellectual disabilities 

and behaviours that challenge in England is a national priority. Service design and delivery guidelines 

state services should be co-produced with the children and families/carers accessing them. There 

are no identified data about how well services are delivering this recommendation. This research 

aimed to describe self-reported co-production activities within such services, and to consider how 

well these align with co-production definitions.

Methodology: During a mapping exercise of community-based services for children with intellectual 

disabilities and behaviours that challenge in England, staff at 60 services completed an interview 

including questions concerning co-production. Types of self-reported co-production within services 

were described. We then examined how well these aligned with definitions of co-production.

Findings: Six types of self-reported ‘co-production’ activities were identified via content analysis – (i) 

service planning, (ii) recruitment processes and decisions, (iii) individual case work, (iv) resources 

used within the service, (v) running training, workshops and groups, and (vi) the service’s physical 

environment. Very few activities met co-production definitions, typically being classified as 

participation or co-creation.

Originality: This is the first known assessment of how well community-based services for children 

with intellectual disabilities and behaviours that challenge are enacting guidance that service design 

and delivery should be co-produced.

Practical implications: All involved in the planning and delivery of services need to better consider 

how to implement additional activities that meet higher-level co-production definitions.

Key words: Co-production, Behaviours that challenge, Challenging Behaviour, Intellectual 

Disabilities, Learning Disabilities, Children, Community services
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Introduction

Approximately 1 in 5 children with intellectual disabilities in contact with UK health and social care 

services display behaviours that challenge (Emerson et al., 2001). Behaviours that challenge are not 

a medical disorder or diagnosis. Rather, they are socially defined in accordance with what 

behaviours are not typical within the culture people live within and which occur at a frequency, 

severity, and/or duration resulting in risks of harm for both the individual and those around them, as 

well as limiting inclusion within typical community settings. Harms to the individual can include self-

injury, exclusion, poorer care outcomes, personal safety, and increased exposure to restrictive care. 

Harms to those around them can include physical aggression, stress and physically destructive 

behaviour (Bowring et al., 2019; Emerson & Einfeld, 2011; Hastings et al., 2013). Behaviours that 

challenge can also result in increased costs for both families and health and social care services 

(Einfeld et al., 2010; Iemmi et al., 2016).

It is a national priority to develop effective community-based services for children with intellectual 

disabilities and behaviours that challenge (NHS England, 2015; Department of Health and Social 

Care, 2022). The urgency of this is reinforced by persistent evidence of the abuse of children with 

intellectual disabilities within services, including within residential settings and concerning the use of 

restraint within special schools (The Child Safeguarding Practice Review Panel, 2022, 2023; Clegg and 

Adnitt, 2024; Titheradge and Deas, 2024). 

Co-production is typically viewed as a process whereby those who provide and access services work 

together equally to create the service, shaping its design, development and evaluation (NHS 

England, 2022; Social Care Institute for Excellence, 2022). Within co-production, “professionals and 

citizens share power to plan and deliver support together, recognising that both have vital 

contributions to make in order to improve quality of life for people and communities” (Social Care 

Institute for Excellence, 2022, p.6). 

Co-production has been linked to more positive experiences and outcomes within health and social 

care services in general (Bombard et al., 2018; Palumbo, 2016; Nordin et al., 2023) and within the 

NHS in the UK (Mockford et al., 2012). Specific areas where benefits have been reported include 

emergency medicine, diabetes and cancer care (Iedema et al., 2010; Peat et al., 2010; Tsianakas et 

al., 2012, Kohler et al., 2017). National Institute for Health and Care Excellence guidelines concerning 

service design and delivery for people with intellectual disabilities and behaviours that challenge 
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recommends that services and interventions should be co-produced with the children, young people 

and adults using services as well as their families, carers and independent advocates (National 

Institute for Health and Care Excellence, 2018).

We could find no existing research concerning how well services for children with intellectual 

disabilities and behaviours that challenge are following recommendations around co-production, 

making it difficult to know what types and quality of co-production is occurring. Some insight into 

how well other types of services for children and/or young people are delivering co-production is 

evident in literature reviews concerning co-production in mental health services for those aged 10-

25 (Jones et al., 2024) and services for children and young people with special educational needs 

(Boswell and Woods, 2021). Factors that can facilitate or be barriers to co-production include the 

degree of support from leadership/within the organisation, resources/funding including around 

transport and support, to what extent power is shared with those accessing services, the degree of 

flexibility to the needs of those accessing services, and how much the time and views of those 

accessing services are valued. There being a range of positive and negative outcomes related to such 

factors is suggestive of variation in how co-production is being delivered.”

In the current study, our aims were: i) to describe reported co-production activities within 

community-based services for children with intellectual disabilities and behaviours that challenge in 

England, and ii) consider how well these activities align with co-production definitions.

Method

The current study drew upon a subset of data gathered as part of a wider study, which involved 

mapping and identifying service models for community-based services for children with intellectual 

disabilities and behaviours that challenge in England (REDACTED FOR REVIEW). A combination of 

latent class analysis, descriptive analysis and consultation with family carers and professionals was 

utilised to describe how services were structured and organised (“service models”). Five service 

models were identified - (i) Child and Adolescent Mental Health Services (CAMHS), (ii) Intellectual 

Disability CAMHS, (iii) Children and Young People Disability services, (iv) Specialist services for 

children who display behaviours that challenge, and (v) broader age range services for children 

and/or adolescents and adults.
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Ethics

Ethical approval was received from REDACTED FOR REVIEW

Wider study 

For the wider study, we aimed to collect service characteristic data from as many services fulfilling 

eligibility criteria as possible. Inclusion criteria were being (i) geographically located in, and at least 

partially drawing referrals from, England, (ii) a community-based service, (iii) an NHS, local authority 

or other (e.g., private, charity) service commissioned by relevant public bodies at the time of the 

survey, or a service where individual places are purchased by commissioners, and (iv) providing 

supports for children 0-17 years of age with intellectual disabilities and behaviours that challenge or 

providing supports to this group of children as a clearly distinct care pathway (whilst also providing 

other services). Services were not excluded if they also provided services to individuals 18+ years of 

age. Exclusion criteria were services being (i) inpatient services, (ii) commissioned by non-NHS or 

local authority commissioner (e.g., solely a special school service), and (iii) not yet operational.

Methods of identifying potentially eligible services included expressions of interest in response to 

study information, local authority/local offer websites, details provided by other services, 

suggestions from leads of NHS regional teams, finding information online, and details provided by 

NHS staff. 161 eligible community-based services completed a survey between July 2021 and March 

2022. See REDACTED FOR REVIEW for further service identification and recruitment details.

Procedure

All 161 services included in the wider research were invited to identify an individual to participate in 

a short additional interview to gather further data that required discussion to fully understand, 

including data on co-production. Staff received a study information sheet and completed an 

informed consent form prior to the interview; consent was also reconfirmed verbally at the start of 

each interview. Interviews were guided by an interview schedule and covered a range of topics 

including the history of the service, future plans, staffing structure, connections to other local 

services and opportunities for children and families to be involved in decision-making and co-

production. The interview schedule included a description of co-production to orientate participants 

to questions about this (“We are defining co-production as a way of working where service providers 
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and the people who use them work together to produce shared outcomes”). Participants were asked 

“I wonder whether your service undertakes co-production work with children and young people with 

learning disability and behaviours that challenge and/or their families?” Five researchers conducted 

interviews. Interviews were conducted remotely and recorded using Microsoft Teams©. 

Interviewers made notes of the content of participant responses during interviews using a form set 

up in the Qualtrics© survey platform. After each interview, the interviewer checked their notes 

against the recording for accuracy, updating notes accordingly. After accuracy was confirmed, the 

recording was deleted. 

Participants

Participants at 60 of the 161 services included in the wider research completed an interview about 

their service between July 2021 and February 2022. Participants were those identified by each 

service to take part, typically service managers or lead clinicians. All 60 services responded to the co-

production question. Six services reported they were not currently conducting co-production, with 

the other 54 describing current co-production activities they were conducting. Reasons for not 

undertaking co-production were discussed by four services not conducting any co-production 

activities, and 12 services who were conducting some co-production activities - explaining why they 

were not conducting other types of co-production activities. In terms of service models, of these 54 

services reporting some co-production 21 were CAMHS, ten ID-CAMHS, four general child disability 

services, 14 specialist challenging behaviour services, and five all-age services.

Analysis

Analysis focused on the subset of interview data concerning opportunities for children and families 

to be involved in decision-making and co-production. Researcher notes from the interviews were 

transferred from Qualtrics© to NVivo© software. Patterns within interview data were identified 

using content analysis (Berelson, 1952; Prior, 2014). An initial deductive list of codes was developed 

prior to coding by discussion within the research team, formalising researcher expectations of what 

codes may have been present in the dataset. These codes were based on team knowledge of the 

research area/literature, as well as experiences of interviewing participants. Two researchers coded 

all data using the initial deductive coding framework, adding codes iteratively as they arose. For 

example, the researchers added new iterative codes to expand the breadth of co-production 

activities reported including “resources used within the service” and “the service’s physical 
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environment” as well as building depth through adding iterative sub-codes to the deductive “service 

planning” code about “evaluating and modifying the existing service” and “setting up the initial 

service model”. This process was repeated until there were no further edits to the coding framework 

being made. A third member of the research team then used the final coding framework to code a 

random sample of 20% of the data. Inter-coder reliability was tested. There was good level of overall 

agreement (average κ=.83) within the >.81 “almost perfect” strength of agreement range (Landis 

and Koch, 1977).  A Kappa coefficient of <.6 can be interpreted as only a moderate or lower strength 

of agreement (Landis and Koch, 1977). Consequently, individual codes with a Kappa coefficient <.6 

were discussed, and agreement reached about how to resolve such disagreement. 

Having established different types of self-reported co-production, we then assessed how well these 

fitted within different definitions of co-production as detailed in a co-production guide created by 

The Social Care Institute for Excellence (SCIE) (2022). We considered multiple definitions of co-

production because there is not a universally agreed upon single definition. It was therefore viewed 

as more comprehensive to use multiple definitions encompassing different definition criteria rather 

than opt for a single definition that would have the shortcoming of not capturing the breadth of 

potential definitions. The SCIE guide was chosen because it was itself co-produced with people 

drawing on care/support, support providers and SCIE staff. The guide details four ways of 

conceptualising and categorising co-production, including defining what activities are, or are not, co-

production:

• The first definition proposes three levels of co-production: descriptive, intermediate, and 

transformative. 

o Descriptive co-production involves those accessing a service working together to 

achieve individual outcomes in a way that does not challenge how the service is 

delivered. 

o Intermediate co-production involves a greater degree of recognition and mutual 

respect (e.g., involvement in recruitment and staff training). 

o Transformative co-production involves new relationships between service staff and 

those accessing the service. This involves those accessing the service working in 

equal partnership with professionals towards shared goals, having a more 

meaningful and powerful role within the service, and everyone who contributes 

getting something back in exchange.
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• The second definition distinguishes between participation and co-production. 

o Participation involves being consulted.

o Co-production involves being equal partners and co-creators. 

• The third definition distinguishes between co-creation and co-production.

o Co-creation involves those using services working with professionals to design, 

create and deliver services.

o Co-production expands on this by having those using services take over some of the 

work being done by practitioners. 

• The fourth definition sets out four co-production activities:

o Co-design, including planning of services

o Co-decision making in the allocation of resources

o Co-delivery of services, including the role of volunteers in providing the service

o Co-evaluation of the service.

The core research team discussed and reached agreement about how each reported co-production 

activity could be best categorised within each of the four definitions. This was then presented to and 

discussed with the wider research team, resulting in agreement with this categorisation. One 

member of the research team then assessed every individual self-reported activity within each type 

of co-production, classifying each to one category within each of the four definitions.

Results

Types of self-reported co-production within services

Six types of co-production were identified – (i) service planning, (ii) recruitment processes and 

decisions, (iii) individual case work, (iv) resources used within the service, (v) running training, 

workshops and groups, and (vi) the service’s physical environment 

Service planning was the most common co-production type, being reported by over half of services. 

This mostly concerned evaluating and modifying the existing service (n=31 services), most commonly 

via consultation with groups. This was more likely to be with pre-existing groups (n=10), including 

youth groups and parent groups/forums, than with groups brought together specifically for this 

purpose (n=5) (e.g., general focus groups, parent workshops). Also common was gathering input 

through feedback processes (n=13) such as asking children/young people and/or families to 
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complete surveys and outcome measures, with feedback also gathered informally (n=3) (e.g., 

discussing with families). There were also some less common examples of parents being on steering 

groups (a mixed group involved professionals and families) (n=3) and of people being employed in 

roles related to co-production (n=3) (e.g., parents undertaking family support worker/experts by 

experience roles and people with intellectual disabilities undertaking peer support worker roles).

Engagement in ‘Service planning’ involving setting up the initial service model was less common 

(n=8). For this, there was an equal split between consulting pre-existing parent groups or fora (n=3) 

and groups brought together specifically for this purpose (n=3). There were also individual reports of 

(i) children and parent groups identifying the need for a new service, (ii) parents being involved in 

designing the business case, and (iii) contributing to stakeholder meetings for a funding bid.

Similar numbers of services reported co-production relating to recruitment processes and decisions 

(n=25), individual case work (n=23) and resources used within the service (n=19). 

‘Recruitment processes and decisions’ involved including children/young people (n=16) and families 

(n=12) who had accessed the service within recruitment processes (e.g., on interview panels for new 

staff). Some services involved children/young people and/or family carers from other organisations 

or departments on interview panels (n=4) including other parts of CAMHS.

‘Individual case work’ involved specific planning of an individual child/young person’s support, 

typically in the creation of support/care plans (n=18) and setting individual ‘treatment’ goals (n=10). 

‘Resources used within the service’ involved working with and/or seeking feedback from 

children/young people and/or families to create service-related leaflets (n=6), videos (n=3), letters 

(n=2), easy-read information (n=2), outcome measures (n=2), one-page profiles (n=2), presentation 

slides (n=1), and feedback forms (n=1).

Least commonly, services reported running training, workshops and groups (n=5) and impacting the 

service’s physical environment (n=5). 

‘Running training, workshops and groups’ involved families being involved in the planning and 

delivery of training, workshops and groups, typically those that they had previously accessed 

themselves. 
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‘The service’s physical environment’ involved children/young people and/or families being involved 

in decisions around building decoration and the naming of buildings and/or rooms. See table I for 

example interviewer notes for each type of self-reported co-production activity.

[Table I here]

Reasons for not undertaking co-production

Services also discussed reasons for not undertaking co-production activities. This included four of the 

six services that had reported not currently conducting any co-production activities, as well as 12 

services that were conducting some co-production activities explaining why they were not also 

conducting other types of co-production activities. Reasons mostly included either the impact of 

COVID-19 (n=7) or the level of intellectual disability of those accessing the service (n=4), with less 

common reasons including difficulties getting interest from families, lack of time, being a new 

service, and rarely having staff vacancies. Similar reasons were given for there being limitations 

within co-production activities that services were attempting, mostly that those with greater needs 

(e.g., more severe intellectual disabilities) could not be included within existing co-production 

activities (e.g., due to not understanding complex questioning or finding such activities distressing) 

(n=7), and the impact of COVID-19 (n=3). Individual services also mentioned difficulties getting 

interest from families, staffing problems, multi-agency working, lack of time and wanting to avoid 

being tokenistic/ensuring had a meaningful impact.

Alignment with co-production definitions

Table II summarises the alignment between reported co-production activity and the four definitions 

within The Social Care Institute for Excellence (2022) co-production guide, detailing how many of 

each activity were classified to what within each co-production definition

[Table II here]

Levels of co-production (classification definition 1)

From table II, it can be seen that Individual case work activities were all classified as ‘descriptive’, 

because these concerned achieving individual outcomes in a way that does not challenge how the 
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wider service is delivered. Almost all other activities were classified as ‘intermediate’, as they 

involved a relatively greater degree of recognition and mutual respect and progressed beyond 

individual outcomes to impact the wider service. A small number of service planning activities 

regarding evaluating and modifying the existing service (n=3) and setting up the initial service model 

(n=1) were classified as ‘transformative’, as these involved a clear change in the relationship with 

those accessing the service (e.g., undertaking peer support workers and expert by experience roles). 

This was meaningfully different from most of the same type of activities classified as intermediate 

(e.g., seeking feedback to evaluate the service). Additionally, three of the five services reporting 

running training, workshops and groups had this activity classified as transformative. Again, the 

criterion moving these into the higher classification was there being clear evidence of new 

relationships (e.g., the family carer involved having a formal role and/or clear power to determine 

the content and delivery of the activity). In terms of service models, of the six services with activities 

classed as transformative, three were CAMHS, one was a general child disability service and two 

were all-age services.

Co-production vs. participant/co-creation (classification definitions 2 and 3)

A similar pattern of classifications is evident in terms of distinguishing between co-production and 

participation or co-creation. Most activities were classified as participation or co-creation rather 

than co-production because, respectively, they involved those accessing the service being consulted 

or working with professionals to design, create and deliver services. A small number of activities 

within evaluating and modifying the existing service (n=3), setting up the initial service model (n=1), 

and running training, workshops and groups (n=3) were classified as co-production. These were the 

same activities also classified as at the transformative level of co-production. Like with classification 

of the level of co-production, it is new relationships with those accessing the service that underpins 

such higher classification, with these evidencing meeting co-production criteria of being equal 

partners and co-creators and having those using services take over some of the work being done by 

practitioners.

Co-production activity types (classification definition 4)

Activities concerning individual case work, the service’s physical environment, and resources used 

within the service did not fit into any of the four co-production activity types. All evaluating and 

modifying the existing service activities were classified as co-evaluation, as they involved evaluation 

Page 29 of 41 Tizard Learning Disability Review

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



Tizard Learning Disability Review

11

of the service. All setting up the initial service model activities were classified as co-design, as they 

involved planning of services. All recruitment activities were classified as co-decision making as they 

could be considered to be concerned with the allocation of (staffing) resources. All running training, 

workshops and groups activities were classified as co-delivery as they involved aspects of direct 

service provision.

Discussion

Although staff working in community-based services for children with intellectual disabilities and 

behaviours that challenge in England reported co-production within their services, activities meeting 

higher-level co-production classifications (The Social Care Institute for Excellence, 2022) were only 

found in six services. These included two services conducting evaluating and modifying the existing 

service activities, two services conducting running training, workshops and groups activities, one 

service conducting setting up the initial service model activities, and one service conducting both 

evaluating and modifying the existing service and running training, workshops and groups activities. 

Most activities reported met lower-level definition classifications, such as participation and co-

creation.

Insight into why these specific activities met higher level co-production classifications was obtained 

through comparing them to other activities within their respective categories, which met lower-level 

classifications (i.e., intermediate, participation or co-creation). The persistent difference was the 

degree to which the activity created clear changes in the relationship between the service and those 

who accessed it, with some evidence that those accessing the service had become equal partners 

and co-creators and had taken over some of the work typically done by practitioners. This is 

meaningfully different from other activity of the same type categorised within lower-level 

classifications, which tended to involve seeking feedback from those accessing the service whilst 

maintaining their existing relationship with the service.

Implications

These findings have implications for services, staff, and policy makers, as well as for families 

accessing services. All involved in the planning and delivery of services need to better consider how 

to implement additional activities that meet higher-level co-production definitions. Doing so is 

important to potentially generate more positive experiences and outcomes as observed in other 
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health and social care services (Bombard et al., 2018; Iedema et al., 2010; Mockford et al., 2012; 

Palumbo, 2016; Peat et al., 2010; Nordin et al., 2023; Tsianakas et al., 2012, Kohler et al., 2017) and 

in so doing fulfil recommendations about how to best design and deliver services (National Institute 

for Health and Care Excellence, 2018). While it is the responsibility of services to implement co-

production activities, families accessing services should be aware that services should be offering to 

involve them within the type of activities meeting higher-level co-production definitions.

The factors resulting in activities meeting higher-level co-production definitions can inform such 

planning and delivery. These factors include explicitly planning activities to change the relationship 

between services and those accessing them and/or to enable those accessing services to take over 

some of the work typically done by practitioners. Examples of this from the services interviewed 

include those accessing the service and family carers having formal (paid) roles (e.g., peer support 

workers, experts by experience) and the power to determine outcomes such as the content and 

delivery of training, workshops and groups (i.e., not merely advising service staff who then lead 

making the decision). As part of this, it is important for organisations to proactively examine and 

reach agreement about what they understand co-production to be (The Social Care Institute for 

Excellence, 2022), working alongside those accessing the service to actively consider what co-

production means within the specific context of their service.

Limitations

There were some features of the way that data was collected that meant there was a greater chance 

that certain types of participants/services were included than others – meaning that data may not 

have been representative (sampling bias). Although 161 eligible services completed the survey in the 

wider study, only 60 (37.27%) of these chose to complete the optional additional interview. It is 

possible that services choosing not to take part in the interview may have differed from those 

choosing to take part e.g., conducting less/more/different types of co-production (non-response 

bias). Similarly, services themselves determined which of their staff were willing to be interviewed, 

meaning there may have been differences between those who volunteered to be interviewed 

compared with those who did not (self-selection/volunteer bias).

Interviews covered a broader range of topics than solely co-production, meaning that co-production 

activity data are based on relatively brief discussion. It is possible that more in-depth data collection 

(e.g., being the focus of interviews, additional prompts) may have resulted in more activities being 

Page 31 of 41 Tizard Learning Disability Review

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



Tizard Learning Disability Review

13

reported. It is also possible that more in-depth data collection may reveal additional attributes of 

activities that could potentially result in changes to how they are classified e.g., ways that activities 

resulted in new relationships between staff and those accessing services not evident within this 

study’s data. This relates to difficulties clearly defining co-production. Although the interview 

schedule included a description of co-production to orientate participants to the question, there 

may have been variance between individual participants’ ideas of what co-production was/was not, 

which could have affected responses.

Co-production activities were self-reported by services, meaning they only reflect staff views on 

what co-production is occurring, with the views of children and families accessing the service 

missing. Only one staff member was interviewed per service, typically service managers or lead 

clinicians, meaning their knowledge of what co-production activities were occurring may have been 

limited by their job role e.g., speech and language therapists may have been aware of co-production 

activities specific to their role that service managers were unaware of. Furthermore, whilst some 

interviews included brief positive reflections on reported activities, the data did not provide much 

insight into the impact of activities, or whether feedback received from those accessing services led 

to changes. Such information may be important in distinguishing between different types of co-

production (e.g., whether activities resulted in new relationships between service staff and those 

accessing the service). Similarly, whilst some services gave some brief descriptions of why co-

production was not occurring (e.g., due to the level of intellectual disability of those accessing the 

service), the data is not of sufficient depth to allow for detailed exploration of this potentially 

insightful topic.

This study was conducted solely in England, so may not be representative of what co-production is 

occurring in community-based services for children with intellectual disabilities and behaviours that 

challenge within the rest of the United Kingdom, or in other countries. It also reports only what co-

production was occurring around when participants were interviewed (2021-2022), meaning there 

may have been changes since this data was collected.

Future research

Future research should build on this initial study by investigating what co-production activities are 

evident in a broader range of community-based services for children with intellectual disabilities and 

behaviours that challenge, utilising more in-depth methodologies to better understand what co-
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production is occurring (e.g., documentary analysis, ethnography), as well as investigating in more 

depth why co-production is not occurring e.g., what barriers there are to specific co-production 

activities. Such research should prioritise including the views of children and families accessing 

services to address their lack of current representation in this area. Furthermore, research should 

endeavour to go beyond describing co-production activities to better understand the processes 

underpinning how these are conducted and what makes them effective. 

Research should also endeavour to consider how these findings fit within broader debates around 

co-production including how to make this accessible for people with intellectual disabilities and 

challenging/barriers for parents/carers to be involved e.g., emotional and cognitive labour 

(Sutherland et al. 2025). As higher-level definitions of co-production often have funding implications 

(e.g., transformative co-production involving everyone who contribute getting something back in 

exchange) how co-production is resourced within services would also be a productive focus for 

future research.

Conclusion

Except for limited examples of running training, workshops and groups, most co-production 

activities self-reported by community-based service for children with intellectual disabilities and 

behaviours that challenge did not meet higher-level definitions of co-production. There is a need for 

services to better plan how to implement activities meeting higher-level definitions of co-

production, including working alongside the children and families accessing services to best 

understand what co-production means within the specific context of their service.
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Table I

Examples from interviewer notes for each type of self-reported co-production activity.

Code/sub-codes Example (interviewer notes – not verbatim quotes)

Service planning/evaluating and modifying 

the existing service/consultation with 

groups

“We've worked with some of our local parent 

support groups historically to kind of test out those 

training materials and gather feedback from them 

about how accessible they found the training, how 

useful... anything that needed to be changed to 

make it easier for families to access.”

(Participant 29)

Service planning/evaluating and modifying 

the existing service/feedback processes

“If there is feedback in a parental feedback form 

they [the service] take that into consideration”

(Participant 30)

Service planning/evaluating and modifying 

the existing service/specific staffing

“We have positions available called Experts by 

Experience who are paid to be involved in service 

design and delivery. In our service, this is a parent 

of a child with a learning disability. I think her 

support to us as a team is invaluable…there is 

nothing that I can think of that we've adapted or 

that we've done within the team that hasn't had 

that input’

(Participant 51)

Service planning/setting up the initial 

service model/consultation with 

groups/groups brought together 

specifically for this purpose

“Had a group of parents and young people who told 

what they wanted out of services. This involved 

children drawing pictures to communicate their 

desires.”

(Participant 39)

Service planning/setting up the initial 

service model/consultation with 

groups/consulting pre-existing parents 

groups or fora

“We have close links with the parent-carer forums, 

they are our main link when we're developing new 

services. We seek consultation from them and work 

in partnership to co-produce the services.”

(Participant 50)
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Service planning/setting up the initial 

service model/children and parent groups 

identifying the need for a new service

“Met with group of children and parents who said 

they go to an out of county school for sensory 

impairment, found difficult due to distance e.g., 

around forming friendship groups. Worked together 

with [organisation name] to design a new service.”

(Participant 39)

Recruitment processes and decisions “They [the service] have a young person's panel 

when recruiting”

(Participant 14) 

Individual case work “It is a shared care plan…work together to look at 

what actually the goals are for that child”

(Participant 4)

Resources used within the service “Produced a video involving staff, children/young 

people, and parents explaining service and their 

experience of it”

(Participant 38)

Running training, workshops and groups “Having parents join our positive behaviour support 

parent groups, so they've been through the group 

themselves, so they're invited to support us in the 

next groups” 

(Participant 52)

The service’s physical environment “When we had changes in the buildings…children 

got involved in terms of naming the rooms, doing 

artwork for the rooms”

(Participant 37)
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Table II

Number of self-reported co-production activity classified within each co-production definition 

   

Co-production classification definition

1 2 3 4

Co-production activity

Descriptive

Interm
ediate

Transform
ative

 Participation

Co-production

Co-creation

Co-pro\duction

N
o fit

Co-design

Co-decision m
aking

Co-delivery

Co-evaluation

Service planning – evaluating and modifying existing service (31 services) 0 28 3 28 3 28 3 0 0 0 0 31

Service planning - setting up initial service model (8 services) 0 7 1 7 1 7 1 0 8 0 0 0

Recruitment processes and decisions (25 services) 0 25 0 25 0 25 0 0 0 25 0 0

Individual case work (23 services) 23 0 0 23 0 23 0 23 0 0 0 0

Resources used within the service (19 services) 0 19 0 19 0 19 0 19 0 0 0 0

Running training, workshops and groups (5 services) 0 2 3 2 3 2 3 0 0 0 5 0

The service’s physical environment (5 services) 0 5 0 5 0 5 0 5 0 0 0 0
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