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Thank youl

Thank you for downloading this guide and beginning your fundraising journey with
us. Without you, we wouldn'’t be able to continue providing information and support
for those affected by CJD and prion disease, and those at increased risk. This guide was
designed by our previous National Coordinator, Beth Marsh, and this version has
simply been updated to take account of a few changes since 2024.Whether you are an
experienced fundraiser or just getting started, this guide is here to provide you with
what you need to feel confident about fundraising for the CJD Support Network (CJDSN)
and includes:

Information about CJD and prion disease

e Information about the Network

e Highlights of the support we were able to provide in 2023

o Details of the difference you will make with your fundraising

e Inspiration and ideas

e A fundraising ‘roadmap’ to help guide you on your journey

e Supportive resources
We hope that reading over this guide gives you everything you need to get started, but
we are also always here to support you in any way we can. Whether you need help
with ideas, publicising an event, promotional materials, merchandise, or something
else entirely, we would love to hear from you and do whatever we can to be alongside
you every step of the way.
On behalf of the CJDSN Executive Committee...
Thank you,
Catherine

National Coordinator
CJD Support Network
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What is CJD?

CJD is one of a group of diseases called prion diseases, it affects 1 — 2 people per million
of the population per year. The lifetime risk of CJD is around 1 in 5,000. In 2023, 130
people in the UK died of CJD. Prion diseases are neurodegenerative conditions which
are progressive and, tragically, are invariably fatal.

There are three broad types of CJD and prion disease..

Sporadic CJD is the most common form, accounting for around 85% of cases. The cause
is unknown, it occurs spontaneously. It mainly affects the over 50s and has a rapid
onset. The course of the disease is usually measured in months.

Genetic prion disease is an inherited, or familial, form of the disease, with a generally
younger onset and a longer time course than sporadic CJD. Inherited prion diseases
account for around 10% of cases.

Acquired CJD refers to rare cases whereby CJD has been acquired by medical procedures,
transfusions, or contaminated food.

Symptoms of CJD and prion disease..

The precise symptoms and clinical time course of CJD vary according to the type of
disease, and from person to person. Symptoms reflect brain dysfunction and certain
features are common in all types: memory problems, confusion, clumsiness,
unsteadiness, and jerky movements with progressive disability leading to loss of
awareness, loss of mobility, loss of speech, and the need for full nursing care.

For more information.. = >

More detailed information on the the ijﬁ

disease, symptoms, the diagnostic process “(;: "
and other relevant topics can be found in Mo,

Fact Sheets on our website, which are Fact Sheet: . N
regularly updated and provide accurate CJD and Prion &

and unbiased information written by Disease
national experts in CJD.

In the additional resources section of this

guide, you will also find a leaflet which e e
gives brief information and can be used for

awareness and fundraising.
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What is CJD? - Sally’s story

The following extract is from an article on our website by Sally,
whose dad Peter passed away in 2015 with Sporadic CJD...

My Dad was born in 1940 to a hard-working, impoverished
family in Manchester. As a young man, he worked hard,
becoming a nuclear construction engineer and volunteering
overseas — first in Kenya teaching English and later in
Ethiopia as a civil engineer. Eventually, my dad left the
nuclear industry to retrain as an actor at the Bristol Old Vic.
When he was 70, he went on a six-month solo trip to India which he loved — whilst
there he started writing a book called his ‘Adventure before Dementia’.

In October 2014 dad was 74 and still working on various projects such as the odd
acting job and directing at his local theatre group. He began to suffer from mobility
issues. Walking was becoming more difficult and he began needing the support of a
wall behind him if standing. He developed an extreme tiredness, anxiety, and trouble
sleeping. Dad was losing weight and unable to remember family and friends, however,
the GP continued to diagnose his symptoms as those of a stroke.

In February 2015, my dad was admitted to the hospital after a neurologist who had
seen him previously was shocked at the progression of his symptoms. By this point, he
was unable to speak. Despite this, we could see that he was trying to smile, to
communicate to us that everything was fine — I'm so glad that he knew we were there.
Dad had a lumbar puncture and we received the diagnosis of CJD two days before he
died on 21st February 2015. I am still coming to terms with what happened but am
grateful for the opportunity from the CJD Support Network to tell my story.

To read more from the people
at the heart of our network,
those who have been personally
impacted by CJD and prion
disease, head to the TReal
Stories’ section of our website
where you will find a number of

. . . Roger’s Dave’ account of
articles including.. account of his living at increased
wife Sharon’s risk of iatrogenic
illness with CJD.
CJD.
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