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New collaborations call to support eating 
disorders research

• Funding Call September 2022 via combined 
pot from UKRI, MRF and NIHR.

•  Total fund £4250000

• Aims to address APPG report “vicious cycle of 
underfunding” report on UK ED research

• Funding to support novel collaborations in ED 
research

• Want to increase capacity in the field by 
funding collaborations across disciplines and 
fields adjacent to or not previously involved in 
ED research

• Focus on research representing under-
represented groups and driven by PWLE
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Overarching Aim and Objective

Aim: To increase research innovation and capacity in the field of ED’s

Objectives:

1) Supporting interdisciplinary collaboration across the ED and autism field

2) Supporting development of interdisciplinary networks bringing together academia, 
third sector, policy, clinicians and Autistic individuals with lived experience of ED’s

3) Ensure that networking, priority setting and research activity is led and directed by 
Autistic individuals with lived experience of an ED

4) Capacity building and career development via ECR and peer researchers

5) Unique Scottish research collaboration
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Workstream 1

• 5 workshops with around 20 Autistic people with lived/living experience of an ED, 
clinicians and researchers (acknowledging some individuals had multiple identity/roles)

• Advertised on social media and through stakeholders (Scottish Autism and SWAN)

• Participants were paid for their time and workshops ran fortnightly.

• Communication and processing time was supported via multiple platforms to support 
individual needs e.g. padlet before and after workshops, uploading videos of content 
ahead of time, chat functions, reminder emails, one point of contact in research team, 
option for on-to-ones
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Best Practice Guidelines for Conducting Ethical Co-
produced Research with and for Autistic Individuals with 

Eating Disorders 
“The belief underpinning these guidelines is that meaningful and 
impactful research can only be developed in partnership with the 

community that is most affected by it.”

EDAC, 2024
1. Getting Started highlighting potential barriers to developing co-produced research. 

2. Key Principles for Ethical Co-Production to address historical research concerns & barriers to co-
production. 

3. Reflective questions to support a research team in Designing Research, focusing on identifying research 
questions and how to navigate tensions surrounding what we are measuring and how we are measuring it. 

4. Tools for open discussions on Conducting Research, with a focus on recruitment 

5. Disseminating Research - reflective points to consider sharing accessible research findings
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Co-Production
Refers to researchers and community members working together as equal partners from the 
beginning of the research process.

Benefits of Co-Production in autism and eating disorder research
•It enables the community who are going to be most affected by the research to shape it – it is the 
morally right thing to do: “nothing about us, without us.”
• Active co-production in the design and implementation of research enables more meaningful 
research that will be of benefit to the community affected
• It is important to acknowledge that a previous deficit-based approach to research as created 
mistrust in the Autistic community.  Co-production has capacity to build trust in the research team.
•Empowers members of the community to be involved in research, learn new research skills and 
take an active part in academia
•Provides essential and valuable new insights to the research team, alongside challenging 
preconceptions, and stigma.
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Barriers to Co-production
Barriers for the Autistic and ED community: 

• Researchers being tokenistic or engaging in ‘faux production’, 
‘Dropping in’ on communities

• Lack of autism knowledge amongst research groups, leading to 
feelings of being misunderstood

• Autistic people with EDs feeling they show such different 
presentations of EDs that they may not fulfill researcher 
expectations

• The distressing or potentially triggering nature of taking part.

• Researchers only engaging with people they find it ‘easy’ to 
communicate with and lack of adaptations to communication.

• The co-production role is only advertised after the topic has been 
decided on, often by neurotypical people.

• Lack of trust in researchers after negative experiences including 
stigma, and dehumanizing language from researchers 

Barriers for researchers:

• Lack of clear guidance and support for what co-production 
involves 

• Time and getting funding to compensate those with lived 
experience for their time

• Concerns about “getting it wrong”

Barriers for both :

• Lack of clear definitions of what co-production is

• Speaking different languages between researchers and lived 
experience leading to a ‘language barrier’. 

• Unrealistic expectations for both, what individuals supporting co-
production should do, and researchers maintaining the 
boundaries and requirements of specific methodologies which 
then have the capacity to be published and advance the field.

• Differences in knowledge base, researchers expecting the 
community to have up to date research knowledge.
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Best Practice Principles
1. Develop a shared understanding of the use of language. Discuss and agree on acceptable language 

2. Develop a shared research language.  During co-production, communicate using lay language, and encourage each other to 

highlight when overly technical language is being used or unfamiliar abbreviations. 

3. Establish clear definitions of co-production. 

4. Establish clear roles and expectations. 

5. Ensure that peer researchers are reimbursed for their time. 

6. Recognize and accommodate communication differences. 

7. Make sure there are wellbeing practices and support in place for the co-production team. 

8. Involve peer researchers in several co-production roles across all stages of the research process, including design and leadership 

roles. 

9. Conduct autism-affirming research. 

10. Seek to improve trust and to foster a shared, collaborative relationship. Acknowledge potential harm caused by past research 

and counteract this by being transparent and open in your research aims and purposes. Develop and plan and strategy for a long-term 

relationship with the community where trust can be fostered, rather than a way to meet the needs of an individual research project.
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Reflective questions 
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Workstream 2:
Setting the Agenda
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Setting the Agenda: Arts-based Priority 
Setting Event – Autistic group

• Setting the Agenda workshop with PWLE with LD and their parents: 

• Photovoice will be used with n = 40 Autistic people who have ED – emphasis on recruiting under-
represented groups including men, LGBTQ+, BAME and all ED presentations e.g. OFSED, BED 
etc. to explore common and distinct priority themes. 

• The format of these sessions will include 5 sessions which will be supplemented by scoping and 
systematic reviews of the literature by the funded research assistant. The priority setting activity will 
be carried out based on the James Lind Alliance framework (https://www.jla.nihr.ac.uk/jla-
guidebook/). 

• As part of these sessions sensory interviews will be carried out by Autistic people asking their peers 
about sensory experiences of food and of the setting priorities task. 
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Setting the Agenda: Arts-based Priority 
Setting Event – group with Intellectual 
Disabilities

• Setting the Agenda workshop with PWLE with LD and their parents: 

• Photovoice will be used with both the PWLE with LD (n = 15) and their parents and/or carers (n = 
15) to explore experiences and establish common and distinct priority themes. 

• The format of these sessions will include 5 sessions which will be supplemented by scoping and 
systematic reviews of the literature by the funded research assistant. The priority setting activity will 
be carried out based on the James Lind Alliance framework (https://www.jla.nihr.ac.uk/jla-
guidebook/). 

• As part of these sessions sensory interviews will be carried out asking PWLE with ID and their 
parents and carers about their experiences of setting priorities
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Workshops
Workshop Purpose

1
Trust building. Discuss research purposes and Photovoice.  Discussion of 
Photovoice process. Camera training.  
Homework: To do 1st assignment – ‘What is your experience of eating 
disordered behaviour?’

Reflections

Of

 research and ethics

(ID Only).

2 Discuss photos/drawings. Peer feedback. 
Homework: To do 2nd assignment – ‘What are the research priorities for Autistic 
People who have lived experience of Eating Disorders?’

3 Discuss photos/drawings. Peer feedback. 
Homework: Reflect and take additional images of priorities/experiences.

4 Provide general themes from 1st and 2nd assignment to the group and obtain 
feedback. 

5 Present refined themes and priorities back to the group and get feedback.  
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Timeline
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