
Case Study 
Diabetes Peer Educators: Research, Policy and Practice

Darren Sharpe, Emma Green, Angela Harden, Rachelle Ferrer, Anil Shah, 
Taylor Pepper, Harmeet Singh, Leena Bheehham, Taiga Asda, Cherrie Reed, 
Mohammed Ali, Alibien Thagi, Sanam Chotai, Elifcan Topsogut, Khadija Miah, 
Sema Thasnim, Shandies Rose, and Tahmid Alam.

November 2015

A case study of patient and public involvement in action by NIHR CLAHRC North Thames



Young panellist, UCLP and UEL diabetes event December 2014

......................and will widen to include sites in North London. 

University of East London (UEL) 

Barts Health Trust and UCL Hospital

Newham Clinical Commissioning Group (CCG)

London Borough of Newham

UCLPartners

NHS North East London Commissioning Support Unit 

This is a two and half year project funded by the National Institute for 
Health Research (NIHR) Collaboration and Leadership in Applied Research in 
Health Care North Thames (CLAHRC).  

The study is a partnership between:

Project aim: Redesigning young people’s diabetes services 

City and Hackney
Tower Hamlets
Newham
Waltham Forest

“It’s my diabetes”

Project Partners

This project’s mission is to help reshape and re-design children 
and young people’s diabetes services and provide peer education 
initially within four East London-based Clinical Commissioning Groups 



There are approximately 2000 children with type 1 diabetes in the 
Transforming Services Together Programme (TST) area of East and North London 
and many more with type 2 diabetes. In June 2015, the first cohort of Youth 
Commissioners were recruited and trained jointly by UEL and the Transforming 
Services Together collaboration between Newham, Tower Hamlets and Waltham 
Forest CCGs. They are supervised by a multi-agency task group led by Newham CCG.

2000 children with 
type 1 diabetes

A measure of how well childhood diabetes is being managed is a person’s 
HBA1c* level. Many clinicians argue that the target of control should be an 
HBA1c of less than 7.5. At present only 11% of children are achieving this level.  

This is of great concern; poor management of diabetes 
can have enormously serious health consequences for 
children and young people in the longer term. Figure 
1 is a Diabetes UK poster outlining the complications 
associated with poorly managed or treated diabetes.   

Background

11% of children 
achieving target 
control (HBA1c 
of less than 7.5)

*HbA1c refers to glycated haemoglobin (A1c), which identifies 
average plasma glucose concentration.



This is a unique role and the first of its kind in the UK. The 
young people work with UEL and the Newham CCG in the 
delivery of a peer education programme and research,  to 
produce reliable findings to include where appropriate in re-
drafting re-commissioning guidance planned for April 2016.   

All the young people have considerable “insider knowledge” of local service 
provision due to living with type 1 and type 2 diabetes. 

All are aged between 17 and 24 years and are from a range of BME groups. 

Their expertise and experience is already proving a great resource - in August 
2015, the Youth Commissioners were consulted by the London Strategic 
Clinical Networks NHS England Quality Improvement Team to review 
Department of Health national transitions service specifications on diabetes.  

On 11th December 2014, UCLPartners in partnership with UEL organised 
an event focusing on the current provision of diabetes care for young 
people. The meeting took place at the Sir Ludwig Guttmann Health and 
Well-being Centre in the Olympic Park, Stratford (pictured below) and 
invited attendees included consultants, nurses, GPs, academics, but most 
importantly the experts - young people with diabetes and their families. 

A key outcome from the event was the idea for the creation of Youth 
Commissioners. In June  2015, the first cohort of Youth Commissioners 
were recruited  and trained jointly by UEL and TST and are supervised 
by a multi-agency task group led by Newham CCG. 

Origins of the Young Commissioner role



The approach to the study

The project adopts an asset based approach suggested 
by Foot and Hopkins (2010) in the report entitled

A glass half-full: how an asset approach can improve 
community health and well-being*  

They argue for a paradigm shift from a deficit model to an 
asset based approach in addressing health and social care 
needs. 

As a result, we foster an asset based approach within the context of the 
research, policy and practice nexus to empower and enable young people’s 
voices to be heard in the redesign of local services. Young people are involved 
at all levels and stages of the study leading to the co-production of knowledge 
which should reflect the views, feelings and aspirations of children young 
people and their families living with diabetes in the North and East of London. 

Children and young people have rights to be consulted and involved in 
decisions that affect their health and care as stipulated in article 14 of 
the UN Convention on the Rights of Children and in the Local Government 
and Public Involvement in Health Act (2007), which contains reference 
to the ‘duty to involve’. Section 3a of the NHS Constitution also states

In the adoption of these principles we wished to involve young 
people as agents and change makers through the provisos of 

1. Co-inquirers, 
2. Cultural Advisors and 
3. Youth Commissioners and 
4. Youth Diabetes Champions

* Local Government Association, 2011 - www.local.gov.uk/health/-/journal_content/56/10180/3511449/

 
“You have the right to be involved, directly or through representatives, 
in the planning of healthcare services commissioned by NHS bodies, the 
development and consideration of proposals for changes, in the way those 
services are provided, and in decisions to be made affecting the operation 
of those services.” 



Potential Youth Commissioner submitted an electronic application and based 
upon their age, location and knowledge of diabetes were invited to an open 
morning at UEL. 

The recruitment process

At the open morning candidates had the chance to learn more 
about the project, ask questions in a group and in their one-
to-one interview. By the end of the day the successful Youth 
Commissioners were telephoned and offered a position on the project.

To date we have recruited, trained and worked together with twelve young people 
aged 16-25 who have type one to two diabetes or live with family member with 
diabetes. While their background and heritage may vary they have a common 
interest to in improving local services for children and young people in East and 
North London. 

16-25 Age range
12 young people



Role and contribution of the young Co-Researchers

So far the young people who have become part of our research team have all 
contributed to the refinement of the research tools, “youth-proofed” consent 
forms, and participant information sheets, scrutinised the NHS ethics application, 
piloted the interviews, and co-designed and taking a lead in the delivery of the 
world café workshop series.  During   planning the group  worked with  an  artist 
to capture their ideas and thoughts on  how the  series  might work - Fig 2  
shows the groups’ thoughts captured in a graphic.

In the workshop series, we have collected 
valuable information from children and young 
people with diabetes living in Newham on how 
they would like to see services become more 
responsive to their needs. We have also spoken 
with parents and carers about how services can  
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better  support them to support their  sons and  daughters  with  diabetes. 

This information is then analysed and considered by the young people and 
communicated back to the project Task Group whose members are responsible 
for drafting the “intention” letter for the new re-commissioning guidelines 
for approval by Newham Clinical Commissioning Group. The details from the 
workshops is being segmented and shared across health care teams to feed 
where appropriate into policy and practice. 

Due to their 360 degree understanding of the 
issues (e.g. as young end-users) the peer educators 
have confidently  been able to scrutinize detailed 
information as appropriate.

All the work undertaken by the different groups of young people focus on 
improving health outcomes for children and young people with diabetes. 

The work also addresses the different research, policy and practice arms of 
the inter-agency initiative in the fulfilment of the collective mission to improve 
outcomes for local children and young people with diabetes. Each group leads in 
their specific areas and meet regularly to discuss, debate and discover solutions 
to specific challenges and concerns. 

Through the funded project, UEL has established and coordinated a PPI 
community which brokers, networks, trains and builds data which is shared across 
agencies. This has reduced over sampling of a small population and balances an 
adult-centric driven agenda to take into account the views and aspirations of 
young people and their families. 

Meeting regularly for short learning sessions the peer educators  plan, deliver 
and evaluate aspects of the project together to ensure cross-fertilisation and 
consistency in  information and that activities  are  fun   and  purposeful for 
end-users.  

This diagram illustrates the youth engagement groups and 
how each group is aligned to the nexus of research, policy 
and practice. 
 



Why did we Involve?
The group of peer educators  provide a wide and informed perspective which 
often confers with many of the health care professionals consulted as part of 
this study. The practitioners and clinicians on the ground could have carried 
out service changes without the help of the young collaborators but nothing is 
inevitable, and progress, in general, is often ignited by the adoption of a bottom-
up approach. It would be too simplistic to say that the active involvement of 
young people will ultimately lead to a transformation of services and greater 
take-up by young patients. 

However by working together with young people as peer educators have 
created the right set of conditions for community engagement, and “started 
the conversation” which has the potential to educate and raise awareness of 
diabetes to improve health outcomes for children and young people.  

The peer educators took on lead roles in the investigation and refined tools 
and techniques to make them more youth friendly in order to find purposeful 
solutions and to help improve engagement and understanding of the barriers 
to optimal self-care for children and young people.  The next step for the peer 
educators is to advise on the drafting of the commissioning invitation letter, 
which will soon be followed by the re-commissioning guidelines.  

This will be shadowed by a new cycle of research and public engagement activities 
in other parts of East London as well as North London.  

What next? 
The young commissioners in this project have shown enthusiasm and 
commitment, and provided unique insights in to diabetes from their perspective. 
We wish to maintain this momentum, and our young commissioners will be involved 
in a number of further activities: 

• the evaluation phase of the Youth Diabetes Project
• co-produce a youth diabetes information pack,  
• run public education events,   
• and network with other youth participation groups who directly and indirectly 

address health concerns. 

To evidence their on-going work the young people are completing a Royal Society 
of Public Health portfolio and will be accredited as Youth Health Champions. 



Contact details:
Dr Darren Sharpe
Institute for Health and Human Development
University of East London
Tel: 020 8223 4325
Email: d.sharpe@uel.ac.uk 

Further information and contacts

NIHR Collaborations for Leadership in Applied Health Research and Care (CLAHRCs) 
are partnerships between universities, health and other organisations which have come 
together to conduct ground breaking applied health research that will have a direct 
impact on the health of patients with long term conditions and on the health of the public.

This publication demonstrates independent research and was funded by the National Institute 
for Health Research Collaboration for Leadership in Applied Health Research and Care 
(NIHR CLAHRC) North Thames at Bart’s Health NHS Trust. The views expressed are those 
of the author(s) and not necessarily those of the NHS, the NIHR or the Department of Health.

Project website 
www.clahrc-norththames.nihr.ac.uk/co-designing-young-peoples-diabetic-
services

About CLAHRCs

Our thanks to artist Penny Mendonca for her help in this project and for 
permission to use her illustrations
www.penmendonca.com/ 

Transforming Service Together initiative East London
http://www.transformingservices.org.uk/



Appendix 1 - artist representation of young peoples perception of the diabetes care
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information as appropriate.

All the work undertaken by the different groups of young people focus on 
improving health outcomes for children and young people with diabetes. 

The work also addresses the different research, policy and practice arms of 
the inter-agency initiative in the fulfilment of the collective mission to improve 
outcomes for local children and young people with diabetes. Each group leads in 
their specific areas and meet regularly to discuss, debate and discover solutions 
to specific challenges and concerns. 

Through the funded project, UEL has established and coordinated a PPI 
community which brokers, networks, trains and builds data which is shared across 
agencies. This has reduced over sampling of a small population and balances an 
adult-centric driven agenda to take into account the views and aspirations of 
young people and their families. 

Meeting regularly for short learning sessions the peer educators  plan, deliver 
and evaluate aspects of the project together to ensure cross-fertilisation and 
consistency in  information and that activities  are  fun   and  purposeful for 
end-users.  

This diagram illustrates the youth engagement groups and 
how each group is aligned to the nexus of research, policy 
and practice. 
 



Why did we Involve?
The group of peer educators  provide a wide and informed perspective which 
often confers with many of the health care professionals consulted as part of 
this study. The practitioners and clinicians on the ground could have carried 
out service changes without the help of the young collaborators but nothing is 
inevitable, and progress, in general, is often ignited by the adoption of a bottom-
up approach. It would be too simplistic to say that the active involvement of 
young people will ultimately lead to a transformation of services and greater 
take-up by young patients. 

However by working together with young people as peer educators have 
created the right set of conditions for community engagement, and “started 
the conversation” which has the potential to educate and raise awareness of 
diabetes to improve health outcomes for children and young people.  

The peer educators took on lead roles in the investigation and refined tools 
and techniques to make them more youth friendly in order to find purposeful 
solutions and to help improve engagement and understanding of the barriers 
to optimal self-care for children and young people.  The next step for the peer 
educators is to advise on the drafting of the commissioning invitation letter, 
which will soon be followed by the re-commissioning guidelines.  

This will be shadowed by a new cycle of research and public engagement activities 
in other parts of East London as well as North London.  

What next? 
The young commissioners in this project have shown enthusiasm and 
commitment, and provided unique insights in to diabetes from their perspective. 
We wish to maintain this momentum, and our young commissioners will be involved 
in a number of further activities: 

• the evaluation phase of the Youth Diabetes Project
• co-produce a youth diabetes information pack,  
• run public education events,   
• and network with other youth participation groups who directly and indirectly 

address health concerns. 

To evidence their on-going work the young people are completing a Royal Society 
of Public Health portfolio and will be accredited as Youth Health Champions. 



Contact details:
Dr Darren Sharpe
Institute for Health and Human Development
University of East London
Tel: 020 8223 4325
Email: d.sharpe@uel.ac.uk 

Further information and contacts

NIHR Collaborations for Leadership in Applied Health Research and Care (CLAHRCs) 
are partnerships between universities, health and other organisations which have come 
together to conduct ground breaking applied health research that will have a direct 
impact on the health of patients with long term conditions and on the health of the public.

This publication demonstrates independent research and was funded by the National Institute 
for Health Research Collaboration for Leadership in Applied Health Research and Care 
(NIHR CLAHRC) North Thames at Bart’s Health NHS Trust. The views expressed are those 
of the author(s) and not necessarily those of the NHS, the NIHR or the Department of Health.

Project website 
www.clahrc-norththames.nihr.ac.uk/co-designing-young-peoples-diabetic-
services

About CLAHRCs

Our thanks to artist Penny Mendonca for her help in this project and for 
permission to use her illustrations
www.penmendonca.com/ 

Transforming Service Together initiative East London
http://www.transformingservices.org.uk/



Appendix 1 - artist representation of young peoples perception of the diabetes care
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