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Dear Young-onset Alzheimer’s 
Disease (YOAD) Support Group 
members,
Welcome to the very first Young-onset 
Alzheimer’s Disease Support Group 
newsletter. We are very excited to start this 
new group and have felt this has been a 
gap for a long time. Many people affected 
by young-onset Alzheimer’s Disease are 
often diagnosed and left without support, or 
offered inappropriate support options.
We have aligned our new service with the 
existing rare dementia Support Groups which 
started back in a small room in 1994. Our 
meetings now attract up to 100 people each 
time and attract new members spanning 
the globe. We hope this will be the same for 
the YOAD group. This is just the beginning 
and we want this to be shaped directly by 
those living with YOAD and their families and 
friends, so please share your thoughts by 
emailing contact@raredementiasupport.org.
If you are new to RDS and have received this 
newsletter via a third party, please sign up to 
our membership so you can keep updated 
with our news and access our services.

Yours faithfully,
The YOAD Support Group Team

Save the date! 

The first YOAD Support Group meeting 
is coming up soon:
Date: Friday 19th March 2021
Time: 2:30 - 4:00pm

If you are not able to join at this time, the 
recording of the meeting will be available on 
the Rare Dementia Support YouTube channel 
after the meeting takes place.

Young-onset Alzheimer’s Disease
Although often thought of as a disease 
of older people, around 5% of people 
with Alzheimer’s Disease are under 65. 
This is called early-onset or young-onset 
Alzheimer’s. It usually affects people in their 
40s, 50s and early 60s.
The personal and social consequences of 
young-onset dementia can be very different 
than those experienced by people diagnosed 
with dementia later in life. People living with 
young-onset dementia are often still working 
at the time of diagnosis, are physically fit, 
and may have dependent children or parents 
at home. They may have major financial 
commitments like a mortgage that they are 
looking to pay off.
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YOAD Support Group Meeting
We would of course love to be meeting you 
all in person in the venue where we have 
held our Support Group meetings before the 
COVID-19 pandemic, in London, across from 
Euston station. However, last year we had to 
transfer all of our physical meetings online. 
This has been very successful and given 
carers with more intensive roles, and people 
living all over the country (and the world), 
the opportunity to attend. So we will start off 
as a virtual platform and hope to extend this 
to a mix of both when it is safe to do so.

Agenda for the meeting:
2:30-2:35  Welcome and introduction
2:35-2:45  RDS Services 

Nikki Zimmermann 
2:45-2:55  Young Onset Alzheimer’s: What is 

the need for a new RDS Support 
Group?  
Jacquie Nunn

2:55-3:05  A clinical overview of YOAD 
        Cath Mummery
3:05-3:25  Lived experience of YOAD 
        Nikki Zimmermann in conversation   
        with Jon and Pippa
3:25-4:00  Panel Q&A session  

Chaired by Seb Crutch, with 
- Nikki Zimmermann  
- Cath Mummery  
- Jacquie Nunn 
- Jon and Pippa  
- Hannah Gardner

If you have any questions for the Q&A 
session, we welcome questions on the 
day and in advance by email, as well as 
comments on how to shape future meetings. 
Please email any questions and feedback to 
contact@raredementiasupport.org.

The YOAD meeting will be held on Zoom - 
please note there is a waiting room and we 
will let you in when we start.
Please be aware that we will be recording the 
session so ensure you turn your camera off if 
you don’t want to be recorded. Microphones 
are automatically set to mute on entry into 
the webinar.
The meeting details are as follows:

YOAD virtual Support Group meeting
Date: Friday 19th March 2021
Time: 2:30 - 4:00pm
How to join: Register here

        Meeting ID: 913 8014 6655
        Passcode: RDSYOAD

Introducing our YOAD team
Clinical Lead – Cath Mummery

Cath Mummery is a consultant 
neurologist and clinical lead 
for the Cognitive Disorders 
Service at the National 
Hospital for Neurology and 
Neurosurgery (NHNN). 

She is Head of Clinical Trials at the Dementia 
Research Centre, University College London, 
and has a particular interest in early phase 
studies and genetic therapies, and in the 
psychological impact of trial participation. 
She has been chief investigator on over 
20 early phase drug trials of potential 
disease modifying agents, including the 
ground-breaking platform trial DIAN-TU in 
presymptomatic individuals at risk of familial 
Alzheimer’s Disease, and a first-in-human 
antisense oligonucleotide study targeting 
MAPT gene to reduce tau protein present in 
Alzheimer’s Disease. 
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Cath is also Deputy Director for the Leonard 
Wolfson Experimental Neurology Centre at 
NHNN, a unit dedicated to conducting early 
phase trials in neurodegeneration. 
Alongside her clinical work, she is chair of the 
Association of British Neurologists Services 
Committee and a member of the Alzheimer’s 
Research UK taskforce, dedicated to raising 
awareness of dementia and reducing 
barriers to early and accurate diagnosis and 
access to potential treatments. 

Co-Lead – Nikki Zimmermann
Nikki has been working with 
RDS for the past two years as 
Direct Support Lead, setting 
up holistic support for all our 
members. The ever-increasing 
membership is now over 2,300. 

Prior to this, Nikki worked for the Alzheimer’s 
Society for many years. Her passion for 
supporting those living with dementia came 
about when her father was diagnosed with 
young-onset Alzheimer’s disease at the age 
of 64. He subsequently had to retire, and her 
parents’ vast plans of travelling the world 
after retirement flew out the window. 
The changes she saw with her father over 
the years were dramatic and support was 
certainly lacking and definitely not age 
appropriate. Her parents, who were at the 
time a young and fit couple in their early 
sixties, were almost forced into becoming an 
elderly couple. 
Adding YOAD to the support we offer has 
been very important to Nikki as over the 
years she has supported people with a 
mixture of types of young-onset dementia in 
a variety of settings. It was therefore vital for 
her to include this to group in the support 
formats she works within at RDS.

Co-Lead – Jacquie Nunn
Jacquie has been an English 
teacher and held leadership 
posts in Inner London schools. 
She subsequently moved into 
the university sector before 
moving into the sphere of 

government policy, in the then Teacher 
Training Agency (TTA). She then worked as 
Policy and Liaison Adviser for the Universities 
Council of the Education of Teachers (UCET).
Her husband, Tony, a criminal barrister, was 
diagnosed with Alzheimer’s Disease in 2010 
at the age of 60. Jacquie gave up her full time 
post at the TTA and moved into the part-time 
role at UCET in order to become his main 
carer and to make the most of the time left 
to them. In that period during the early and 
mid stages of his dementia, they managed 
to travel extensively and, importantly, Tony 
continued to appreciate and benefit from 
theatre and cinema trips, concert going, and 
gallery visits at a time when his verbal and 
literacy skills were disintegrating.
Soon after Tony’s diagnosis, Jacquie was 
instrumental in the establishment of the 
Early Onset Dementia support group at St 
George’s Hospital, London and acquiring 
funding from the local NHS commission 
group to fund the project. She was a member 
of the steering group which commissioned 
Dementia Pathfinders to facilitate the 
sessions and supported the development of 
the youngdementiasupport.london website.
Coordinator – Alicia Willoughby 

Alicia is the Support Group 
coordinator for RDS. She 
manages the recording 
of professional and lived 
experience videos, production 
and editing. 
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She makes sure things run as smoothly as 
possible on the day and, most importantly, 
circulates the information to our wonderful 
members and replies to all queries about our 
Support Groups to ensure you can continue 
to access our support wherever you are in 
the world.

History of RDS
Rare Dementia Support (RDS) is a world-
leading, UK-based service led by the UCL 
Dementia Research Centre (DRC) and funded 
by The National Brain Appeal. We aim to 
empower, guide and inform people living 
with a rare dementia diagnosis and those 
who care about them.
Between 5% and 15% of people living with 
a dementia receive a diagnosis of a rare, 
inherited or young-onset dementia. The 
diagnosis of a rare dementia brings with it a 
set of unique and complex challenges which 
can include difficulties with vision, language, 
movement and behaviour. However, there 
is a widespread lack of understanding and a 
shortage of dedicated resources to support 
people affected by rare dementias.
RDS supports people affected by 6 of the 
rare dementias as well as their carers 
and bereaved carers. These are: Familial 
Alzheimer’s Disease (FAD), Frontotemporal 
Dementia, familial Frontotemporal Dementia 
(fFTD), Posterior Cortical Atrophy (PCA), 
Primary Progressive Aphasia (PPA), and Lewy 
Body Dementia (LBD). Adding Young-onset 
Alzheimer’s Disease, this now makes 7.
The RDS Team is a large team comprised 
of international clinical and non-clinical 
specialists and people affected by rare 
dementias, collectively working together to 
apply their skills and expertise in dementia 
research, education and support.

Rare Dementia Support (RDS) aims to 
empower, guide and inform people living 
with a rare dementia diagnosis and those 
who care about them. Combining social, 
emotional and practical support with 
research and training about rare dementias, 
we are working to increase awareness about 
these conditions so that everyone affected 
by a rare dementia feels better supported in 
their community. 
We run Support Groups that bring people 
together to share their experiences and 
provide a Direct Support Team, who are 
available by email and telephone. We 
endeavour to listen to and discuss situations 
with empathy, respect and professionalism. 
Our vision is for everyone affected by, or at 
risk of a rare dementia, to have access to 
information, tailored support and guidance, 
and contact with others affected by similar 
conditions, in a space of mutual respect, 
community and understanding.
The Rare Dementia Support we see today 
began life as a single rare dementia Support 
Group, founded in 1994 as a nurse-led 
service designed to support people affected 
by Frontotemporal Dementia (FTD). The 
Support Group was closely linked to clinical 
practice at the DRC and designed to support 
DRC patients and their carers. However, 
there was a clear need for support for people 
living with other forms of rare dementia.
The Myrtle Ellis Fund was established by 
a supporter of The National Brain Appeal 
charity. This fund was held by the charity to 
support those living with PCA. This expanded 
quickly and, with direction from the DRC 
and additional funding from The National 
Brain Appeal (TNBA) and The Discworld 
Foundation (Terry Pratchett’s Foundation), 
the long-standing FTD Support Group and 
The Myrtle Ellis Fund merged. 
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This grew to support 3 additional support 
groups: PPA, fFTD and FAD.
In 2015, the DRC and TNBA established 
an advisory committee for the Support 
Groups, to provide strategic direction and 
coordinated fundraising. The committee 
brought the 5 Support Groups together 
to form what we recognise today as Rare 
Dementia Support (RDS) and launched 
the fund for this on Rare Disease Day 
(29th February) 2016. In 2018, the Lewy 
Body Dementia Support Group was also 
incorporated. We now provide services for 
over 2,300 members across 6 rare dementia 
groups, with around 16 Support Groups in 
London and 30 regionally across the UK.

RDS Impact Study
The RDS Impact Study is a collaboration 
between University College London (UCL), 
Bangor University and Nipissing University 
in Canada, led by Professor Sebastian Crutch 
from the Dementia Research Centre, UCL. 
The study is joint-funded by the Economic & 
Social Research Council (ESRC) and National 
Institute for Health Research (NIHR).
This is the first major study of the value 
of support groups for people living with 
or supporting someone with a rare form 
of dementia. We would like to speak to 
anyone who has an experience either with or 
alongside somebody with a rare dementia, 
now and in the past.
Individuals can choose to participate in areas 
of the study that they are interested in. This 
includes:
• Interviews and discussions
• Completing questionnaires and scales
• Helping us to develop our website, and 

designing measures
• Creative activities

For more information, please email Claire 
Waddington and Olivia Wood at research@
raredementiasupport.org.

RDS Regional Support Groups
RDS regional Support Groups exist to create 
a sense of community and connection 
between those living with a rare dementia 
in a particular geographical area. There is 
no fixed size, shape or format for the 30 
existing RDS local and partner groups. Some 
meetings are formal, involving a common 
collective activity, be it a talk, question and 
answer session or a more participatory 
activity. Others are informal and might 
involve meeting for coffee together, and 
getting to know, sharing with and learning 
from others in a similar situation. 
Some groups aim to support people 
affected by a particular condition, others 
bring together people with one of several 
different rare dementias, recognising that 
amidst the differences there is much in 
common. Some people find support in 
sharing their experience with others. Other 
people find sharing personal experiences 
difficult and are seeking practical advice 
or the reassurance that they have all the 
information they need. The RDS local 
groups are led by professionals or by people 
who have personal experience of rare 
dementia. For more details, please contact 
RDS Regional Coordinator, Roberta McKee-
Jackson at r.mckee-jackson@ucl.ac.uk.

RDS Brochure
We have created a brochure 
to explain our expanded 
service offering and help 
guide you to the right 
resources for you. Click here 
to view the brochure.
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Fundraising update

The Rare Dementia Support fund is held 
by The National Brain Appeal – the charity 
dedicated to supporting the work of The 
National Hospital for Neurology and 
Neurosurgery and the UCL Queen Square 
Institute of Neurology. The fund raises 
money to provide specialist Support Group 
services for individuals living with or affected 
by one of the rarer dementia diagnoses.
Rare Dementia Support, led by UCL’s 
Dementia Research Centre, relies on funding 
from donations, grants and trusts, and our 
loyal supporters taking part in a variety of 
fundraising activities. The National Brain 
Appeal funds the Support Groups, staff, 
admin and other associated expenses. Over 
2,000 members are currently receiving 
emails and newsletters, with around 1,000 
attendees across all RDS meetings.
The National Brain Appeal is raising £350,000 
in 2021/22 to develop and extend the RDS 
service under the following three pillars of 
activity: Support, Education and Research. 
A new centre for Rare Dementia Support
The National Brain Appeal has also launched 
a capital appeal to fund a permanent home 
for RDS in the form of the world’s first 
Centre for Rare Dementia Support near 
Queen Square. 
The centre will:

• Support: guide and empower people 
living with rare dementias and their 
families

• Educate and train: those who work 
with people living with rare dementias 
(such as speech therapists, nurses, 

physiotherapists, opticians and GPs), and 
the public more widely

• Research: into how best to provide 
support and the impact of support 
services on people living with rare 
dementias; for people with a diagnosis, 
and for their carers and families. 

The Centre will be an example of how best 
to support those living with a rare dementia, 
involving members in all aspects. It will lead 
in the bespoke education of families and 
healthcare and other relevant professionals 
on rare dementias.
Fundraising with us
The National Brain Appeal website has some 
inspired physically distanced fundraising 
ideas. We have also just launched Neural 
Pathways, which is our 2021 Walking 
Challenge. To stay safe on your walk, please 
keep up to date with the latest coronavirus 
guidelines.
Match your fundraising!
We have been fortunate to receive sizeable 
donations from two separate donors towards 
our appeal to create the world’s first Centre 
for Rare Dementias. Our generous donors 
have asked us to use these donations to 
incentivise fundraisers to support this appeal 
and so we are delighted to give you this 
chance to maximise your fundraising.
If you take on a fundraising challenge or host 
an event for this appeal and raise either £500 
or £5,000, you will unlock a further £500 or 
£5,000 donation! This is a great opportunity 
to maximise your support for this exciting 
project, so please help to spread the word. 
We have already had a number of people 
taking up the offer including one of our 
Trustees, Caroline Church, who is organising 
a Zoom Quiz evening on Saturday and is 
aiming to raise £5,000. There are still a few 
teams left so do sign up!
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A team from the Dementia Research Centre 
would normally attend the Alzheimer’s 
Association International Conference (AAIC). 
This year, due to Covid-19, attendance 
will not be in-person so they have set the 
challenge to walk, run or cycle the 340 
equivalent miles each to AAIC! To support 
them reach their target, visit their page.
Tom Morison and Ed Speelers are also 
fundraising for the Rare Dementia Support 
Centre by running 200km of the South West 
Coastal Path. Visit their page here.
Not quite sure what kind of event or 
challenge you fancy? Don’t worry, we have 
lots of ideas on our website –  just click here. 
After you’ve decided, simply email Alexis to 
let her know you’re interested in taking up 
the matched funding offer.
Anna and the Beast by Christine Reddall 
One of our supporters, Christine Reddall, has 
written a hard-hitting and honest account of 
her five-year battle caring for her daughter 
with Behavioural variant Frontotemporal 
Dementia (BvFTD). Anna was a 37-year-old 
nurse with two young sons when she was 
affected by this devastating disease. “This is 
my story of young dementia – the hurting, 
the breaking, the conflict, and ultimately the 
healing,” says Christine. 

“The book aims to raise awareness of this 
condition, lobby for more research and 
signpost those affected by BvFTD to find help 
and support.”
You can click here to buy the book from The 
National Brain Appeal online shop. It costs 
£12 (inc p&p) and all money raised from 
sales will go towards Rare Dementia Support. 
Further information and donations
To sign up to The National Brain Appeal’s 
fundraising e-newsletter please click here, or 
to read the latest edition click here.
To make a donation to the Rare Dementia 
Support fund you can visit our website 
or email info@nationalbrainappeal.
org for details about how to donate 
by bank transfer. You can also visit the 
JustGiving page. 
If you would like to fundraise for Rare 
Dementia Support or set up a JustGiving 
page, please contact Alexis Gebbie at alexis.
gebbie@nhs.net.
If you would like to know more about our 
future plans for the new Centre or the fund 
for Rare Dementia Support, please contact 
Eva Tait at eva.tait@nhs.net.

Yours faithfully,
The YOAD Support Group Team

DISCLAIMER: Our support group based correspondence is generic in nature and we are limited in our ability to offer specific advice via 
this means. We aim to ensure that all information is as accurate as possible but we accept no responsibility for any errors, omissions or 
inaccuracies, or for any adverse consequences of any kind arising from the use of support group based content. Please note RDS is not a crisis 
or emergency service. RDS team members are clinically informed, but RDS is not a clinical service and does not provide individual medical 
interventions or treatment. Please see the clinician responsible for your care, a social services representative, or your GP if you have specific 
needs which require attention. Any medical decisions should be taken in discussion with an appropriate health care professional. 
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