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-------------------------------------------------------------------------------------------------------------------------------------


Dear RDS members
We appreciate that this continues to be a very difficult time for many of our members, and recently published this letter in the British Medical Journal to draw attention to the specific needs of people with non-memory-led dementias at this time. To continue raising awareness and ensuring that the needs and rights of people with rare dementias are on the agenda of policy-makers, communities and institutions, we are looking to capture and disseminate evidence about the specific impact of the pandemic on RDS members. We would like to know more about your experiences of lockdown, the many and varied ways it has impacted you and your loved ones, any ways you have found to respond and manage, as well as any unexpected positives to be taken from the significant ways our lives have all suddenly altered.
We have designed a brief survey and we would greatly appreciate anything you are able to share about your experience here: SURVEY - Impact of COVID-19 on people with rare dementias. The survey is open to people living with a diagnosis of a rare dementia and those caring for or supporting someone with a rare dementia, whether they are at home or in residential care.
We are really grateful for anything you are able to share, but also mindful that many of you are facing significant challenges day-to-day and may not be able to – we would like to remind you that our Direct Support Team are available for one-to-one support and can be contacted at: contact@raredementiasupport.org
 
With very best wishes,
The Rare Dementia Support Team.

