The ANGELA project 
The study was a 3 year study carried out by University of Bradford,  UCL and Northampton and Surrey universities. It was carried out in partnership with YoungDementia UK, Dementia UK and Alzheimer’s Society. It was designed to look at how we can improve post-diagnostic support for people living with young onset dementia and the accuracy of diagnosis.
There were two streams; 
One was on diagnosis. It involved gathering views from experts in young onset dementia on the key elements of diagnosis with a view to improving accuracy. 500 sets of case notes were then audited to check whether there was evidence the clinicians had included all the key elements.  It also involved gathering views from people living with or caring for someone with dementia about the process of assessment and diagnosis. 
The second was on post-diagnostic support. It involved gathering views of people with dementia and their families/carers on their views and experiences. It also involved talking with commissioners and service providers to understand more about what helped and what hindered them in providing young onset dementia services.
The survey of views of people with dementia and their families/carers is the largest study of its kind as 233 people completed the survey, there were also focus groups held with people with dementia and 20 follow-up interviews were carried out with people with dementia + 10 with carers.
The survey looked at good practice and what needs services that provided good services met.  From the service provider/commissioner interviews, we pulled out the barriers and facilitators to good practice in post diagnostic support for people with young onset dementia.
The study/survey found that:
· Delay in getting a diagnosis could lead to a delay in accessing services, help and support (it takes twice as long to get a diagnosis of young onset dementia than it does for those of retirement age and above) NB this was not our finding, it is from previous work done in the Netherlands.
· The way a diagnosis was delivered – the language that was used could either lead to feelings of reassurance or throw someone ‘off balance’
· People with young onset dementia have often experienced diagnostic difficulties – perhaps being wrongly diagnosed or seen in many different departments before getting a firm diagnosis
Post Diagnostic Support
· 42% of those surveyed received no follow-up in the first 6 weeks
· 60% of those seen in neurology received no follow up in the first 6 weeks
· 39% had seen no health professional in the 3 months prior to completing the survey
· Only 20% had ongoing support from a young onset dementia specialist
· 57% of family carers provided more than 5 hours of daily support yet there was no service that provided care for their relative to enable them to take a break

The ANGELA project identified that:
· People with young onset dementia need specific information, advice and support to remain independent and maintain their identity – through age appropriate activity and occupation
· Support to maintain their physical and mental health as much as possible
People with young onset and their family carers need:
· To stay connected with others in age appropriate ways – social engagement, groups, activities
· Support to stay connected and maintain relationships with family and continue to contribute to society
Family carers of people with young onset dementia need:
· Specialist support to help them learn how to care for their relative, specific to people with young onset dementia
· Support to retain aspects of their life other than their caring responsibilities
Key recommendations from the ANGELA project for service design and development
· Adopt a specific strategy for young onset dementia built on partnership working
· Work in partnership with people who use services and local champions to deliver the strategy
· Build capacity and ownership of young onset dementia services within and between organisations
· Ensure specialist or shared care rather than care from a GP alone
· Ensure ongoing care management from a specialist young onset dementia service
· Ensure knowledge of who to contact when a person/family needs support
[bookmark: _GoBack]

