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    Treatment research for type 1 diabetes – a Priority Setting Partnership

Update on progress – November 2010

The Partnership 

The partnership includes NHS Evidence – diabetes (now part of NICE), Juvenile Diabetes Research Foundation, Insulin Dependent Diabetes Trust, Diabetes Research Network, Diabetes UK, Scottish Diabetes Research Network, UK Database of Uncertainties in the Effects of Treatments (DUETs) and the James Lind Alliance (JLA), we also have representatives from paediatric and primary care.  The overall aim of the partnership is to prioritise 10 treatment uncertainties in type 1 diabetes research.  Once the exercise is complete partners will share, encourage, and lobby research funders and groups to take up these priorities for future type 1 diabetes research.

What are treatment uncertainties?

These are research questions about treatments for type 1 diabetes that we don’t have the answer to yet.  You can see what has already been gathered from existing research reports and from a workshop in 2009: http://www.library.nhs.uk/duets/SearchResults.aspx?tabID=294&catID=14514
What has the Partnership achieved so far?
· 583 people completed the online and paper survey, asking for their treatment uncertainties.  They included people with type 1 diabetes, family members, and health professionals who care for and treat people with type 1 diabetes

· 1,141 treatment uncertainties were submitted
· 251 of these did not relate to the treatment of type 1 diabetes and were excluded from the current process, (but are interesting and will receive attention later on in the project)
· The steering group agreed some categories for the submitted treatment uncertainties before the survey, so all submissions have been allocated to these.  They include condition management (medication, monitoring, and lifestyle for example), pregnancy, delivery of care and many more.
· There are many repeated treatment uncertainties so these are being combined and where appropriate a ‘catch all’ research question developed to reflect the original submissions.  We call these indicative uncertainties.

· Finally treatment uncertainties are being checked for genuine uncertainty, in other words are we sure that the question hasn’t already been answered by existing summaries of research?

Here are some examples of treatment uncertainties submitted:

Do the current rapid acting insulins, for the treatment of type 1 diabetes, mirror well enough the pattern of raised blood sugars after a meal? 
Do hormones, in females with type 1 diabetes, impact on blood glucose levels?

What is the most effective teaching method for informing patients with type 1 diabetes about the importance of eye and foot screening?
Does continuous blood glucose monitoring reduce the frequency of long term complications of diabetes?
What is the best treatment for people with type 1 diabetes presenting with insulin resistance?
What next ?
We will embark on a priority setting process in the New Year that will be transparent, and include the perspectives of people either living with type 1, or treating and caring for people with type 1, (and sometimes both). This may include a voting exercise, by organisations and individuals that have participated so far, and there will be a final workshop whereby participants talk about and vote for research priorities.  The methods that we use will depend on the size of the final long list of treatment uncertainties that need to be prioritised, and the numbers of people who want to be involved.  The excellent response to the survey has resulted in the largest dataset yet for the James Lind Alliance, and this presents us with new challenges in priority setting!
If you or your organisation wants to take part, please register your interest with the JLA to:
Patricia Atkinson, James Lind Alliance, Summertown Pavilion, Middle Way, Oxford OX2 7LG.  Email: patkinson@lindalliance.org  Telephone: 01865 517635
For more information visit our website: www.lindalliance.org
