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The Guttmann Academic Partnership

Award Agreement for: ‘Peer support for young people (16-25 years) with diabetes – impact on self-management and user engagement’


Project Aim: We aimed to explore the scope and feasibility of a peer-supported diabetes self-management programme for young people using a “story sharing” model that members of the team have used before in other patient groups 
The initial proposal involved a monthly drop-in group session for young people /carers based at the SLG centre, enabling patients to discuss matters related to diabetes and other non-health related issues 

Award Period: April 2014 to March 2015 
Description of the Project
1.1 Project initiation:
A Steering group meeting was held in February with attendance from multiple organisations (QMUL, RLH, NUH, ELFT, Newham CCG, Community Links and Well London).  The primary focus of the meeting was to initiate the project and discuss the project plan, research questions, collaborative working and establishing supportive links from external organisations.  A formal start date was finalised for April 2014 and project team was formed. This included staff from the Well London and First4Health Primary Care teams, though they were unable to remain committed to the project subsequently. Regular working group meetings were set up.
A series of meeting and email communications were conducted with several stakeholders in order to establish their level of commitment to enabling the delivery of the peer support groups.
Staff recruitment including the research nurse and social anthropologist was completed. 
1.2 	Project launch: 
The project was formally launched on 15 May 2014 at the SLG. The launch was aimed at raising awareness of the problems related to diabetes in the young, the rising prevalence of diabetes in Newham and building support from local partners towards the planned project. 
On the basis of views expressed by patients and stakeholder support, a programme of events was produced. Though the original proposal aimed to include young people from Newham and Tower Hamlets, we were unable to create much enthusiasm for the work in Tower Hamlets
1.3	A co-design workshop with local users was arranged in May 2014. The feasibility of a suitable location was assessed in the context of: accessibility of location, a place that young adults would be familiar with, appropriate facilities to conduct group sessions and costs.  Several local venues were explored on the basis of suggestions and Stratford Circus was deemed the most suitable venue for the first workshop, due to its location, association with youth events and facilities available.  Though we had proposed to use the SLG, our user group were unhappy with its transport links ruling it out as a regular venue for the peer-group activities.

The event was widely publicised by postal flyers to all 16-25 year old patients identified on the diabetes (DIAMOND) database, as well as circulated to all Newham residents within the target age group via Active Newham’s database. Food was provided, with attractions including a photo booth and a fitness trainer.  Despite these efforts, the event was poorly attended.

Those who attended were however able to advise on the format of the meetings, expectations from the programme and feedback on the possible reasons for poor attendance which included unimaginative advertising of the event!
1.4 Activities undertaken:
Based on the feedback from the workshop held at the start, we produced a programme of events for the year but this was constantly modified based on user-feedback. We were also fortunate to be able to involve a young student from the local Chobham Academy, who worked with the project team to help design the project, attend some of the peer-group meetings and advise about the activities planned and their promotion.
· An Employment Masterclass was arranged in June 2014 as unemployment was highlighted by the young people as primary cause for concern. Appropriate stakeholders were identified (Active Newham and Ixion Holdings) and meetings were held with the respective representatives to determine their level of support and commitment to the project.
Ixion Holdings
One of this organisation’s goals is to increase employment amongst the 16-18 year age group within Newham.  Two advisers attended the peer group to enlist appropriate attendees into appropriate schemes or help develop employability skills 
           
Active Newham
The Newham Volunteering Programme was identified as a route to employment opportunities for these patients.

In addition to young people targeted by the usual routes, patients were identified from Stratford Village Surgery by the Well London apprentices being located there.
Attendance remained poor with only 4 young people attending this, though three of them were not attending local diabetes services. They were provided with advice about strengthening CVs and local apprenticeship schemes
· Exercise and working with active Newham:  In an attempt to improve interest among young people, it was decided to provide exercise-based events, and work with active Newham to target a wider audience through their website. These were very popular and we held two exercise-based events. While they were largely attended by young people, we did have a number of older Newham residents dropping into the sessions, requesting similar incentives (participants were given three months’ free membership by active Newham).
One of the event ended with a large number of young girls who had never used the Leisure Centre – many with hijabs – coming for a ‘women’s only’ swimming session

· A cooking session was held with Food Academy which was well attended, with a lot of ensuing discussion about diabetes, diet and insulin management. The event was well publicised by the Food Academy
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	Are you living with diabetes? Cook delicious food with us. Free! Lifestyle and Fitness ... tmi.me/1eNMX2 pic.twitter.com/6w6aSuKNsv 



· Working with a film production company at Stratford Circus, the Young people made a small clip (where all of the work apart from the final editing was done by them) – two members of the group were then offered an apprenticeship in film production training.
Link: https://vimeo.com/121049872
Password: dia8
· Two events were used to discuss service re-design with the group:
1. Based on previous feedback, we explored the use of social media and online discussion forum with the peer-group using a “bowling event” at Westfield shopping centre. The general consensus from the group was that they did not find online discussion groups useful, and would prefer to directly liaise with appropriate health professionals if they had specific concerns. They were happy to use online sources for general diabetes information, and did not perceive the lack of local information as a gap in service
2.  We discussed service re-design with the group and will incorporate many of their suggestions e.g. evening clinics, continued use of online contact, into the new model of diabetes care being developed locally
We also discussed the possible use of MumoActive, an online mobile phone App currently being used at UCL within the paediatric clinic, as we had considered its use locally. The group was interested in this but many pointed out that it was only useful with IPhones which may limit its use here. 
These discussions were held during a “Go Karting” evening attended by the entire MDT.
The events were arranged as “drop-in” group sessions where people attending were able to discuss a range of health and non-health related issues of concern to them. The groups were facilitated by a social anthropologist and diabetes research nurse. Various clinical members of the diabetes MDT attended as appropriate.
2. Data collected: 
2.1 Quantitative measures:
Total number of Young People (16-25 years) registered with clinic: 211
Current DNA rate is 30%
Number of young people attending the peer-group regularly = 14; 
10 M and 3 F
Ethnicity includes Caucasian, Afro-Caribbean and Asians. 
Two of the patients have learning difficulty or behavioural problems. 
Many had never attended similar group events before
Average Hba1c in the group is 58 mmol/mol (7.5%). We have not been able to compare it with Hba1c at the start as many of these young people had not attended diabetes appointments for a long time or had recent blood tests.
No A & E admissions for the patients attending peer-support groups in 2014/15
Apart from 2 patients, the DNA rate had improved in all, though the numbers are small

The small number of patients and the lack of adequate quantitative data makes it difficult to compare pre and post interventions results or draw conclusions. We would however like to keep tracking this data during the second year of the project.


	2.2 Qualitative Data: 
All the patients who attended felt the groups were useful and they benefitted from them. Comments included:
· I think it’s nice to talk to people that are in the same boat.
· I think there should be more people talking about this group.
· It is a good group that families and friends should know about.
· We all had a good day and bonded.  We made friends who have gone through the same things.
· I am feeling very happy.  Next time, we need more people.

We have commenced work collecting case studies. We are also using PAM (Patient Activation Measures) to establish relationship between the patient story, level of engagement and PAM, as our initial work seems to suggest PAM cannot be used in isolation but needs to be considered in association with the patient story as a whole. We propose to expand on this work during the second year. 

3. Findings:

What have we learned so far? 
Patient Champions and peer-to-peer support are crucial to success. We also found that support services suitable for 16-19 year olds may not necessarily be suitable for 20-25 year olds; where possible these services should be separated. Collaborative working among all partner organisations (including local employers, leisure industry, etc) is essential, and establishing and maintaining a service of this type requires a high level of commitment and support from staff. Crucially, flexibility of service is key to engaging 16-25 year olds, as is the increased use of digital and social media.
4. Material produced;
The material produced and learning from the project has been used by the local TST programme
aimed at re-designing a more user-friendly Young People’s Diabetes service

5. Project Outputs delivered:
1. PATIENTS: 
We now have a well established peer-support group for young people (16-25 years) with support from local stakeholders to address their health and social care needs. A member of this group, who is a Newham resident has volunteered himself to act as a local Youth Champion. He has now completed his training at UeL, and will manage the running of the groups in future.
2. SERVICE: Valuable learning gathered from the programme so far is being used by the TST programme. The Youth Champion has been funded for a year by Newham CCG, and is working closely with the four Youth Commissioners appointed by the local TST programme. It is hoped this will help with the service redesign planned for the Young Adult Service. 
3. ACADEMIC: The learning from the project has formed the basis of a proposal submitted to the NIHR HS& DR programme for funding to examine the role of group clinics for young people and pregnant women in Newham. The proposal has been short-listed and is awaiting final outcome for funding
We are also collaborating with Imperial College in a cross-sectional study to characterise young-onset diabetes in two ethnic groups
The work has also been used to inform the development of the NIHR North London Children and Young People’s CLAHRC.
The work has been discussed with junior staff in training at the following training
events:
North East London Diabetes network Educational Day
General Medicine & Endocrine Update Day
SEC and London Annual Stakeholders meeting jointly with Diabetes UK

6. Publicity activities;
· The work being done locally with Young People has been highlighted by the RCP on their Future Hospitals Programme as a case study, and submitted by the RCP to the Academy of Fabulous NHS Stuff website.
· Articles in Barts Health Newsletter and regular updates to the Diabetes Partnership Board locally
· Presentations:
UCLP Quality in Care Meeting September 2014
Annual Conference of the Association of British Clinical Diabetologists (ABCD) in November 2014
The National Diabetes in Young People working group chaired by the National Clinical leads for Diabetes and CP, and has been used in producing national service specifications, January 2015
International Forum on Quality and Healthcare, Newham Experience Day, April 2015
“Transition: developmentally appropriate care for young people with long term conditions” Conference to be held at the Royal College of Physicians in London on 12 October 2015– Oral Presentation by Desiree Campbell-Richards, research nurse for the project
TEDx Presentation, Bart Health, October 2015
SEC and London Annual Stakeholders meeting jointly with Diabetes UK, January 2016

7. Plans for Year 2:
· Expansion of the peer group through the involvement of the Youth Champion
· Increased contribution to the TST programme 
· Evaluation of the patient case studies and PAM
· Locally re-designed integrated Young Adult and transitional care service informed by the findings of the programme
· If the NIIHR programme is funded, this group will  contribute user input to the design and implementation of the study
8. Funding:

Total Award: 63,275 
Spend so far: 22,000
We therefore request continuation of the project into Year 2 using the remaining funding as follows:
1. Research Nurse 0.2 WTE         						 £9179.50
1. Social Anthropologist ( Band 5 point 37 1 day/week)                 		 £10,000
1. Diabetes Specialist Nurse for Young People Band 7 0.1 WTE	 	£5662
1. Support costs for peer support groups					£16158.50
MDT input (sessional time)
Venue Hire, catering and costs of hosting events
Incentive (vouchers) for patients
Communication (leaflet printing)
Youth Champion – training and travel
PAM licenses

Total cost of project extension for Year 2					£41,000			
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