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Feedback from last meeting
We thanked the DCC for their comments on PhD projects linked to PriDem, and shared

some of the ways feedback from the DCC has influenced their projects.
Johanne’s project on the annual dementia review will now include interviews with a range
of ‘experts’ to enable her to compare what these reviews should cover with what is
happening in practice. Remco talked about his project exploring healthcare experiences
and attitudes of people with dementia, their carers and professionals, and got some good
ideas to inform the interview questions for his study. Ester shared her work on involving
people in dementia research, and following her discussion with the DCC, is forming a public
advisory board for her project.
Update on the programme


A journal article reviewing post diagnostic support has been drafted including
evidence from the Netherlands, Germany and Canada



38 interviews with service managers and commissioners of dementia services have
been completed



Our next step is to select up to six sites for a closer look - we are currently
negotiating access to these services



We will also be starting workstream 3 where we will be developing new approaches
to post diagnostic support

Main discussion
Drawing on our interviews with service managers and commissioners, we described an
example of a service providing a range of support to people and their families. We then
worked in small groups to discuss the practical issues around getting support including:



How and when initial support is accessed



Who provides support



Where support is provided



Ongoing support



How to get help quickly

Some feedback from the group discussions about these practical issues included:


A preference for services contacting people and their families to offer support at first



The need for staff providing support need to have a good knowledge of the person
and dementia. A single person or a team providing support could work, as long as
there is good communication within teams, and with the GP.



Health centres or GP practices, the person’s home, and community venues were
preferred places for support to be provided. There were strong views about hospitals
being frightening and not an appropriate place to provide support for people with
dementia.



The timing of support is important, and there needs to be more than one option for
getting help quickly when needed.

Next steps


The next DCC meetings and visits will be in the Autumn—we plan for these to be a
celebration to mark the first year of the PriDem DCC!



We will also be asking for your help with developing new ways of providing post
diagnostic support.

If you have any questions or comments about this summary, please contact Greta Brunskill
(Researcher and DCC Facilitator) on 0191 208 7963 or greta.brunskill@ncl,ac,uk

You can now follow us on Twitter @ThePriDemProject
Our website is https://research.ncl.ac.uk/pridem/

