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What does this study mean for the Huntington’s disease community? Conclusion
The UK Huntington’s Disease Network (UKHDN), Huntington’s Disease Association (HDA), Scottish Huntington’s

Association (SHA) and Roche Products Ltd are collaborating to map how HD services in the UK are delivered and
resourced at a local and national level. This will provide evidence to support dialogue with decision makers to help

secure healthcare resourcing and funding where needed.

Huntington’s disease service needs.

Across the UK, Huntington’s disease (HD) services have organically grown across different healthcare
specialities: psychiatry, neurology, neuropsychology and genetics.'

Currently, a comprehensive UK-wide picture of services does not exist. We do not know how HD services are
delivered, funded or staffed at a local level or how many patients are treated in each service.

This project intends to capture the current services so that we may quantify and understand any differences in
the services across the four UK nations and in individual services.

Objective: To undertake a survey of UK Hunt

BACKGROUND

This project has been initiated, designed and will be delivered through a partnership between the UK
Huntington’s Disease Network (UKHDN), the Huntington’s Disease Association (HDA), the Scottish
Huntington’s Association (SHA) and Roche Products Ltd.

All Huntington’s disease centres in England, Scotland, Wales and Northern Ireland will be invited to
participate in this initiative.

The data will be gathered from each centre through a quantitative questionnaire in Phase | and a 1-hour
qualitative interview in Phase Il (Figure 1).

Figure 2. Distribution of UK
Huntington’s disease services

Figure 1. Proposed project flow and activities
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DISTRIBUTION OF UK HD SERVICES

In Phase I, the topics in the quantitative questionnaire distributed by the UKHDN will include: current
service provision, patient pathways, multidisciplinary team resource, funding and support for patients.

In Phase I, the qualitative interviews with each centre will be organised and led by the HDA or SHA,
as appropriate.

Results will be made publicly available through a report, accessible to the UK Huntington’s disease
community at a local and national level.

This project is being funded solely by Roche Products Ltd.
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This new data will provide a local and national picture of current Huntington’s
disease services in the UK and act as evidence to support dialogue with
payers/decision makers to help secure resourcing for current and future

ington’s disease services to map the

current organisation, funding of resources and explore future resource needs.

» There are a total of 33 UK Huntington’s disease services across the UK (Figure 2).
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