
Figure 2. Label in 20pt Calibri.

Approach and methods 

• The LENS project used a participatory design approach to work collaboratively with young people 
with eating disorders [1]. Figure 1 presents an overview of the approach. The focus was on 
designing ways to support genuine participation through making visible young people’s lived 
experiences and co-designing ideas for future care and support from their perspectives, to shape 
eating disorder practice, policy and research.

• Across the wider EDIFY programme, young people with lived experience of eating disorders are 
involved as ‘youth advisors’ – who are experts by experience, working together with academics and 
practitioners to co-produce research and support knowledge mobilisation. Two youth advisors 
worked with LENS researchers throughout all stages of research design, co-design, analysis and 
synthesis, and development of outputs. 

• 15 young people with lived experience from across the UK volunteered to take part in the 
participatory design activities, which involved one-to-one interviews using a visual mapping tool 
(online or in-person) and a co-design session (online). 

• The LENS research focused on four priority areas which were informed by insights from the scoping 
conversations and review of existing literature. The priorities were: ethnicity and culture, resource 
security, place, and gender.

• The priority areas were framed as ‘lenses’ through which to explore with young people their views 
and lived experiences of eating disorders. The lenses helped to understand young people’s 
intersectional experiences, where one or more lenses may overlap and impact each other. 

Findings 

• The findings present overarching themes and insights from across the lived experience interviews 
and co-design workshop. In addition a set of good practice principles for care and support and a 
series of concept ideas for quality care and support were also developed. Figure 2 presents the 
themes and subthemes recurring across young people's experiences of eating disorders.

Conclusion

• Through engagement with young people with lived experience of eating disorders, the LENS 
research contributes insight to the emerging literature base relating to intersectional dimensions of 
ethnicity and culture, gender, resource security and place on the unique journeys of young people.

• The motivations of young people to engage in advocacy and research opportunities that inform 
future experiences for others should be built on to actively shape how young people can continue to 
be engaged in how recommended actions progress and influence subsequent changes in practice. 
The findings of the research reinforce the call for lived experience to be a core part of ongoing 
training, service design and delivery.
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Background

• The LENS (Lived Experience Narratives and Scenarios of eating disorders) research project focused 
on understanding lived experiences of eating disorders of young people (16-25 years) from diverse, 
underrepresented and ‘at risk’ groups. This included young people from ethnically and culturally 
diverse groups; young people who are LGBTQ+; young people impacted by resource insecurity (e.g., 
poverty / cost of living); and young people living rurally. 

• The aim was to co-create a range of stories from lived experience and develop an inclusive language 
for how we talk about and raise awareness of eating disorders.

• LENS is part of the lived experience workstream of the 'EDIFY' programme: Eating Disorders: 
Delineating illness and recovery trajectories to inform personalised prevention and early 
intervention in young people (EDIFY).

• Across the six workstreams of EDIFY, experiences of loneliness and hopefulness as part of the young 
people’s journey, recovery, prevention and early intervention were identified as some of the key 
focus areas for further exploration when designing future forms of support for eating disorders.

Figure 1. Research approach.

Figure 2. Themes and subthemes from LENS.

Concepts for excellent quality care and support

• Participants proposed ideas on ways to support excellent quality services and support for eating 
disorders, based on emerging ideas from the lived experience interviews and building and reflecting 
on each other’s proposals in response to the co-design workshop prompts and questions.

• Concepts included:
o Developing culturally accessible and inclusive materials;
o Supporting services to tailor assessments to the unique and intersectional circumstances 

of each young person;
o Co-creating care plans with young people to tailor support;
o Making sure meal planning support is tailored to unique circumstances;
o Ongoing review of training schemes to ensure they reflect the full diversity of people 

impacted by eating disorders;
o Supporting peer networks led by young people with lived experience; and
o Organising additional forms of support outside clinical services.
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