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Greetings from the Coordinator
You will find an article on Gill’s
outstanding contribution to the
network on page 10.

Hello everyone, and welcome to
the 29th issue of the CJD Support
Network Newsletter. My name is
Beth Marsh and I’m pleased to
introduce myself as the recently
appointed National Coordinator of
the Network.

I joined the CJD Support Network
committee after losing my dad to
sporadic CJD in 2016. Having
witnessed this devastating illness
first hand, and the impact it has on
families, I am motivated by a
commitment to the mission of the
Network – to provide practical and
emotional support to individuals
and families concerned with all
forms of CJD.

I took up the role in November
2021, succeeding Gillian Turner,
who supported many individuals
and families for more than twenty
years.

I feel honoured to have the
opportunity to strengthen and
build on the wonderful support the
network already offers in my new
role as coordinator.

In this issue

The past two years have been
challenging for us all. I want to
remind you that we are here for
anyone whose life has been affected
by CJD. If you ever need
information, support, or have any
ideas for the Network then please
get in touch on 0800 774 7317 or via
email at support@cjdsupport.net
Warmest wishes,
Beth
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This will be our first Newsletter since
July 2019. The Management
Committee have spent that time
keeping the helpline running and
organising virtual and in-person
Family Support Meetings. To make
sure that the Network is kept up to
date with our work, we will now aim
to produce a brief quarterly
Newsletter, with our main
Newsletter being published in
January.
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Family Support Meeting 2022
The CJD Support Network Management Committee would like to invite you to our next Annual Family Support
Meeting which will be held on 9th & 10th September 2022 at St Anne’s College, Oxford.
Due to the ongoing coronavirus situation, our 2020 Family Support Meeting was replaced with a series of online
talks and discussion sessions. The talks were recorded and can be viewed on our YouTube channel, here:
https://www.youtube.com/channel/UCe1oNHgJu3w1u8CjnRWeGdA/videos
Fortunately, we returned to having our annual meeting in person on 13th November 2021, and were pleased to
welcome 32 attendees to the MacDonald Hotel, Manchester.
For our next meeting, we have explored different venue options; both in terms of cost effectiveness and
suitability for the needs of our members. We have opted to hold the meeting at a University Campus, outside of
term time. With a return to our previously successful optional Friday evening dinner before the main meeting on
the Saturday, we hope that this new venue will provide attendees with a safe space and appropriate setting to
gain as much as possible from the meeting.
On Friday 9th September there will be a three-course evening meal for all who wish to attend. On Saturday 10th,
we will hold a series of talks and discussions with time allocated for more informal sharing and talking with one
another. Lunch will be provided, and committee members will be present throughout to welcome attendees and
help them to feel comfortable and supported.
The meeting is free to attend and there is no charge for refreshments and lunch provided during the main
meeting on Saturday 10th. If you would like join us for the meal on Friday 9 th, this will be subsidised by the CJD
Support Network and we are therefore asking for a £20 per person contribution. We also have a number of
single bedrooms allocated for the meeting on campus. Rooms are limited and will be allocated on a first come,
first served basis and information regarding costs of rooms and how to book will be provided following
registration.
We would be delighted if you could make it to the meeting. To register please contact Beth on 0800 774 7317 or
support@cjdsupport.net. If costs are a barrier, please get in touch.

2022 Family Support Meeting
Venue: St Anne’s College,
Oxford, OX2 6HS
Dates: 9th & 10th Sept 2022
Registration: 0800 774 7317 or
email support@cjdsupport.net

CJD Support Network
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Summary of November 2021 Family Support Meeting
Talks & Presentations
Four presentations were given at the
2021 Family Support Day. Each
followed by a Q&A session.

Introduction to
Prion Disease
Prof Richard
Knight
Our Chair, Richard, gave a
comprehensive overview of prion
disease including information on the
different types of CJD and the
diagnostic process. The information
in this talk was new to many
attendees and familiar to some.
Those who have attended multiple
meetings previously commented that
they still find this talk “good for
setting the context”.

Where are we
with the hope of
treatment?
Prof Simon Mead
Simon gave an overview of different
therapeutic approaches being
explored to tackle prion diseases. He
provided an update on research into
the effectiveness of an antibody
against prion protein, which was
administered to a small group of
individuals diagnosed with CJD. This
antibody binds to the normal prion
protein, preventing its misfolding
reaction and the formation of new
prions in patients. Simon spoke of
the challenges faced, but also
described that there is much cause
for optimism with ongoing
international efforts to tackle this
devastating disease.
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Presentation on
Research funded by
the CJD Support
Network
Dr Akin Nihat
Akin summarised work aimed at
predicting overall prognosis and
changing care needs in patients with
CJD, in collaboration with a team from
Exeter University. Using a statistical
technique, they have developed
computer models that can help to
predict how fast a patient's condition is
going to change, and when they might
require more care. Akin discussed
hopes that these models will help
discussions around care planning and
provide useful information for patients
and their loved ones. This work is
supported by a grant from the CJD
Support Network, and is being
reviewed for publication in a medical
journal. This provides a key example of
how scientific advancements can be
supported by the generosity of
donations and fundraising by members
of the network.

Care and
Caregivers
Margaret Leitch
Senior Nurse
Margaret gave an insightful talk on the
support available to carers and
caregivers, emphasising the importance
of asking for help. As this information is
of particular interest to current carers,
we are in the process of putting
together a new fact sheet, to include
information on care and support, which
will be accessible on our website.
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Anonymous Question and
Answer Session
Before lunch, the professionals
present answered questions that
had been submitted anonymously
by attendees. This was a new
addition to the meeting and
received positive feedback, we will
therefore make sure to include this
at our 2022 meeting.

‘Round Table’ Discussions
In the afternoon, we broke into
smaller groups – each led by one of
the medical experts in attendance
– for open discussions in which
people had the opportunity to
share and ask questions.

Financial
Report
Andy
Tomaso
(Treasurer)
During the AGM, Andy delivered a
financial report. Historically, the
CJDSN received funding from the
Department of Health, this grant
ceased in 2010. The Network’s
income relies on donations and
fundraising. Andy described that
whilst, understandably, fundraising
donations have been down during
the period of coronavirus-related
restrictions, in memoriam
donations have supported us to
maintain a healthy financial
position. Andy emphasised the
network’s gratitude for all
fundraising and donations of all
sizes.
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My lovely wife, Edwina
A personal story written by Bryan Hancock, paying tribute to his wife Edwina in the hope that others can identify
with and benefit from his experience.
and – for the first time ever – she
asked to sleep alone in the second
bedroom.
As September progressed, Eddy
became more withdrawn.

A photo of Edwina, taken on a cruise in 1995.

My lovely wife, Edwina passed
away with Sporadic CJD on 28th
October 2020. She was 73 and we
had been married for 51 years.
Edwina was a wonderful wife, mum
and Nana with a very witty sense of
humour. Strong in character yet
humble and non-assuming,
respected by her family, friends and
neighbours. Small in stature only
five feet tall, she was described at
her Memorial Service as a ''pocket
rocket''. A beautiful lady with lovely
speckled eyes and wonderful smile.
She was my rock.
August
In August 2020, Edwina enjoyed a
relaxed Covid month; BBQs with
family and friends, lunch with her
best friend, meals for both our
birthdays and a weekend looking
after our youngest grandsons.
September
In September, as we visited our
eldest grandson and his partner for
lunch and had a week away
together in Canterbury. It was then
that I began to notice Eddy was
quieter than usual, anxious at times
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During a 4-day visit to us with her
mum our niece - Jean - noticed
some unusual behaviour and
suggested I take Eddy to see our
doctor. On 23rd, Eddy set off on the
familiar drive to see a good friend.
Becoming distressed and confused
on the way, she had to call for her
help to get her home. Two days
later, Edwina saw her doctor alone
as I waited outside due to the covid
restrictions.
The following day, after a visit from
our daughter and her husband for
fish and chips, Eddy had difficulty
sending an email. She began
struggling with technology becoming unable to use the TV
remote, laptop or her phone.
On 30th September Eddy had an
MRI scan and two days later we
both attended an appointment with
her doctor. Starkly, she gave us the
news “I believe Eddy has CJD, and
it’s fatal”. We walked home
together in silence and shock. The
following day, Eddy’s friend visited
us at home again and sat comforting
Eddy who was strangely calm. The
next day, my son visited with his
wife and my nephew. There was
little interaction.
October
On October 6th, a Neurologist
conducted various tests including
asking Eddy to “write down 20
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animals in one minute”. An avid and
lifelong animal lover, Eddy could
only name one – a cat! By now I
realised that Eddy was in serious
trouble and that I could not help her
as I wished – I felt totally
inadequate, it was a very stressful
time for all of us.
Over the following week, close
family, neighbours and Eddy’s friend
visited – something which was very
upsetting for everyone. On the
10th, Eddy and I went out in the car
to the beach for tea and a bun. In
retrospect she must have been so
strong to achieve this. We hardly
spoke, she sat watching passers-by,
and just wanted to go home.
As her symptoms progressed, Eddy
began losing mobility, couldn't
speak clearly and was hallucinating
at night. She gradually lost her
appetite, refusing food at dinner - I
thought it was my terrible
cooking. Helping her up and down
the stairs became a struggle and
assistance with dressing took an
eternity, she could hardly
participate. Showering was an issue
too, she found it very difficult to
step in and out of the shower
tray. There was some light relief; as
I helped her with washing, she
giggled loudly! Incontinence was a
late problem; such accidents would
have appalled her.
My wife was admitted for 10 days to
a hospital Neurological Ward on
14th October and my son James
came to stay. Edwina had daily visits
from close family members and
fantastic care from nursing staff,
some of whom had never
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encountered CJD. There was a
noticeable decline during this time
with muscle spasms an issue. Much
of the time she was unresponsive,
and eating and drinking was
difficult. I wanted a calm and
sympathetic environment for my
wife's last days, free from the noisy
ward she was in, so we moved her
to a local Hospice, where she again,
had wonderful 24-hour care. I am
grateful that I was able to stay
overnight on her last two days, and
was at her bedside when she passed
away at 7.15am on the 28th
October.
The first year without her
Bereavement for me was a real
struggle, battling with the loss of my
soulmate of 51 years. There were
plenty of tears and emotions when
talking to family members and
indeed complete strangers.
Somehow, I felt that I had to share
my experience with them. I faced
grief, anger and loneliness.
The initial period following Edwina’s
passing was busy with organising
her Humanist funeral. Due to Covid
restrictions, only 25 attendees were
permitted. Though I felt too
emotional to deliver my eulogy, my
elder niece deputised very well. A
little time later I collected her ashes
from the undertaker, contained in a
lovely wooden casket inscribed with
her name. It was comforting to
have this in our lounge, until
another service and internment
could be arranged.
I was fortunate to spend Christmas
at my son's home with his wife and
my two young grandsons, aged 6
and 8. My daughter and husband
also joined us and there was lots of
excitement and fun to enjoy. A
bonus was to have Boxing-day lunch
with family and a cousin who was
Edwina’s bridesmaid. The New Year
brought new hope everywhere.
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Covid vaccines were being
developed and the country was
optimistic. I still felt Edwina's loss
throughout every day, but knew she
was with me. Odd things, maybe
coincidence, occurred, all positive.
I had great support from family and
friends. Involving myself with Eddy’s
friendship group was particularly
helpful, many were long-standing,
and I knew them too.
Walking and fresh air by the sea
and in the forest was great for
exercise and clearing my head.
also gave me an opportunity to talk
to complete strangers if they were
so inclined. These people were a
wonderful help on my journey. We
were lucky to have such a beautiful
retirement location, and I was
grateful that Eddy shared nearly ten
years with me there.
A celebration of life
I was heartened with the task of
organising Edwina's 'Celebration of
Life Service', it was very therapeutic,
planning a suitable personal
programme dedicated to my wife. I
considered every detail and
included 8 popular songs from the
60's and 70's from her favourite
artists, such as Gene Pitney, Rod
Stewart, Queen, Lionel Ritchie and
Whitney Houston. All offered
personal lyrics of great meaning to
me. My two children, or should I
say 'friends', read two lovely poems.
'Memories of Edwina' were sought
from family and friends, and so
many replied. They were presented
by my cousin, a bit of a Thespian
and ideal for the job.
I had the opportunity to deliver my
own memories of our life together,
which - understandably I guess was a little long! It was a joyous
and upbeat Humanist Service with
80 attendees, in July, exactly 9
months after Edwina’s death.
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As the year has progressed life has
been a little easier. I have benefited
from some counselling sessions at
the Hospice, learned some new
domestic skills, particularly cooking,
and stayed with my family and
longstanding friends, who have
been so important. I have yet to
tackle the garden properly or play
golf again but that will come in good
time.
Eddy is with me, and always will
be.
At the CJD Support Network Family
Support Day in November 2021, it
was comforting to meet with other
people who are intimately familiar
with the curse of CJD and the effect
it has on a loved one and their
family.

Edwina's 70th Birthday, August 2017.

The CJD Support Network would
like to thank Bryan for sharing his
story, which we know so many
people reading this Newsletter will
relate to. If you would like to share
your story in our Newsletter, please
don’t hesitate to contact us. If you
require further support, our
helpline (0800 774 7317) is open
between 8am and 6pm, Tuesdays
and Fridays.

January 2022

www.cjdsupport.net

Helpline: 0800 774 7317

Fundraising Stories
In this section of the Newsletter, we showcase some of the fantastic fundraisers without whom we would not be
able to continue our work. A huge thank you to all who have supported us in this way.

London to Brighton Bike Ride
September 2021
After losing his mum, Barbara Collins, to CJD in April 2020
Matthew bought a bike and cycling became an important
coping mechanism.
After seeing the London to Brighton bike ride, Matthew
thought he’d put his new found pleasure to good use and
raise money for the CJD Support Network in his mum’s
memory. On Sunday 19th September Matthew and a few
friends cycled from Clapham Common to Brighton along a 55mile route, climbing a total of 3225ft and raising a fantastic
£670 for the Network.
Matthew (left) completed the London to Brighton bike ride with
friends, in loving memory of his mum

70th Birthday Cocktails
September 2021
Karen’s mum, Rita Jane Mitchell, passed away with sporadic CJD in May 2021.
Rita would have celebrated her 70th birthday on 27th September 2021.
Knowing that her mum would have been looking forward to celebrating with
some nice food and cocktails with her family and friends, Karen had the idea
of inviting loved ones to have a cocktail in Rita’s memory and donate to the
CJD Support Network in her honour. A fantastic £930 was raised, along with
many a glass!

Karen’s mum, Rita Jane Mitchell

Moel Famau
October 2021
In 2021, Claire’s wonderful
colleague and friend Sandra was
diagnosed with sporadic CJD.
Sandra worked her whole life
helping others, fundraising for
numerous charities and
volunteering as a Sunday School
teacher in her local church for
many years. On 10th October
2021 Claire, joined by Sandra’s
colleagues – her 1st Steps family climbed the beautiful Moel
Famau in honour of Sandra and

CJD Support Network

to raise awareness of CJD. The group
fundraised a fantastic £444 for the CJD
Support Network. Sandra passed away on
22nd October 2021.

The group completed the climb in honour of
Sandra Clayton

Climbing Moel Famau
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Fundraising Stories
In this section of the Newsletter, we showcase some of the fantastic fundraisers without whom we would not be
able to continue our work. A huge thank you to all who have supported us in this way.

London Marathon
October 2021
Michael took part the 2021
London Marathon in memory of
his dear friend, Bob Boycott.
After swerving to avoid a
collision with a person crossing
the road in front of him 10 miles
in, Michael twisted his hip. He
continued running until 24 miles
in, at which point his hip injury
meant that he had to walk the
rest of the way. Michael pushed
through and completed the
marathon, raising a fantastic
£1,195 for the CJD Support
Network in honour of his friend.

If you are interested in fundraising
for the CJD Support Network, we
are here to help you with ideas and
fundraising materials.
Contact us on 0800 774 7317 or
support@cjdsupport.net
If you have already raised money
for us and would like to be included
in our Newsletter, please don’t
hesitate to get in touch.

Michael completed the 2021 London Marathon in
memory of his friend, Bob.

In Loving Memory
Our heartfelt thanks to the loved ones of those below, for donations received in their memory by the CJD Support
Network between July 2019 and January 2021.

Mary Josephine Barry
Gordon Barwick
Anna Bellerby
Barbara Betty Bennett
Janet Blades
John Blaylock
Bob Boycott
Emma Broughton
Brian Alfred Burrows
Joanne Buttress
Rodney Clapton
Sandra Clayton
Denise Anne Cleeve
Barbara Collins
Chris Collins
Pat Conlon
Paul Croft
John Cutting
Stephen Roger Diamond
Peter Evans
CJD Support Network

Steven William Goddard
Adrian Green
Pauline Harding
Melveen Horsman
Beryl James
Michael Jeffrey
Margaret Jones
Wynford Jones
Michael Gerard Kiely
Gwen Knight
Robert Koehr
Wendy Lake
Catriona MacRury
Rita Jane Mitchell
Ruth Murphy
Roseanne Noonan
Kevin O’Dwyer
Denley Osborne
Phillip Osborne
Rhoda Lillian Paulley
-7-

Graeme Pomeroy
Susan Pow
Gillian Robinson
Geoffrey Victor Sanders
Alan Thomas Seddon
David Harry Skelton
Sylvia Storer
Diane Surrey
Robert James Surrey
Barbara Thompson
Mark Webb
Andrew Jonathan Webley Smith
Margaret Wellings
Patrick Wellings
Margaret Wright
For info on how to donate, visit:
www. cjdsupport.net
If you made a donation between Jul 2019
and Jan 2021, and your loved one’s name is
not featured, please contact
admin@cjdsupport.net and we will update
this list.

January 2022

www.cjdsupport.net

Helpline: 0800 774 7317

Research
In this section of the Newsletter, we highlight some of the current research into CJD and prion disease research.
Genetic Risk Factors for Prion
Disease
Lizzie Hill

My name is Lizzie Hill and I am a
PhD student at the MRC Prion
Unit in London working to
further our understanding of
genetic risk factors in prion
disease. A ‘genetic risk factor’ is
the term used when a particular
genetic variation is associated
with increased likelihood of
developing a disease.
A genome-wide association
study (GWAS) is an approach
that scientists can use to
identify genetic risk factors for a
disease. In these studies,
scientists recruit individuals
both with and without the
disease. They then compare the
genetic make-up, or DNA, of
these two groups to find
consistent, significant genetic
differences between the two.

Epigenetics in prion diseases
Dr Emmanuelle Vire
Associate Professor at UCL
What is epigenetics?
They are many variations
1)
around the definition of
2)
epigenetics. In short, and to
keep it simple, epigenetics is the
influence of the environment on
the genetic landscape. Our
environment can affect how our
genes work or don’t, when, and
where.
One of the very interesting
aspects about epigenetics is
that its mechanisms (the way it
happens) are reversible.

CJD Support Network

In 2020, one such study investigated
genetic risk factors in sporadic
Creutzfeldt-Jakob Disease (sCJD).
The graph (right) shows the findings
of the study, which are displayed
using a Manhattan plot, which gains
its name by its resemblance to the
Manhattan skyline. Alongside
differences in the prion protein gene
(PRNP), already known to be a risk
gene, this study identified two novel
genetic risk factors for sCJD, STX6
and GAL3ST1. These differences
increase the likelihood of an
individual developing CJD, although
it is important to note that genetic
risk factors do not directly cause
disease.
Many approaches are already
underway to target the prion protein
as a therapeutic strategy for CJD, but
the findings from the GWAS study
have led to additional work at the
MRC Prion Unit to better understand
how STX6 and GAL3ST1 alter risk for
prion diseases and whether they too
are feasible therapeutic targets.

This means epigenetic mechanisms
can be very good drug targets. In
cancers, epigenetic drugs have been
developed and are currently used in
the clinic to help treat patients.
Why is epigenetics important to
better understand CJD?
I’ve studied cancer epigenetics for 10
years prior to joining the prion field.
I’ve witnessed how understanding
epigenetics in cancer can lead to
tremendous transformation for
tumours classifications and their
treatment. I envision the same can
be true in other diseases and I
anticipate this will also be the case in
CJD.
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Full research paper:
https://www.sciencedirect.com/science
/article/pii/S1474442220302738?via%3
Dihub
The CJD Support Network would like to
thank Lizzie Hill for her contribution to
this Newsletter, which includes both
writing and sourcing research articles.

What are you doing in the lab to better
understand the role of epigenetics in
prion disease?
We are looking at epigenetic signatures
in samples from CJD patients.
Epigenetic signatures are altered in
many diseases. Our first step in
understanding the role of epigenetics in
CJD is to establish the map of
epigenetic signatures in patients with
the disease. Because I’m interested in
easily accessible tissues, my work
focuses on blood samples. One of the
many advantages of blood is that we
can access it during the course of the
disease and look for signatures
correlating with disease progression or
even diseases onset in patients with
inherited prion diseases.
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Research
Understanding the nature of PrP found
in Appendix tissues in the UK
population

In 2017, the National CJD Research &
Surveillance Unit (NCJDRSU) and the
Roslin Institute at the University of
Dr Marcelo M Barria1, Dr Diane Ritchie1, Dr
Edinburgh, obtained funding from the
Suzanne Sulieman1, Mr Fraser Brydon1, Dr Abigail Policy Research Programme,
Diack2, Dr Alison Green1
Department of Health and Social Care
Variant Creutzfeldt-Jakob disease (vCJD) (PR-P DHSC) and the Scottish
is an acquired form of CJD, primarily
Government Department of Health to
affecting younger individuals, which has further investigate samples from two
resulted from the consumption of meat of the prevalence studies (Appendix II
and meat products inadvertently
and III) and determine whether the
contaminated with bovine spongiform
abnormal prion protein found in the
encephalopathy (BSE). Like all forms of
appendix samples is consistent with
CJD, vCJD results in the build-up of an
vCJD PrPSc type 2B and whether the
abnormal protein in the brain, the prion protein was infectious.
protein (PrPSc). The structure
(biochemical pattern) of the prion
Residual tissue from the Appendix II
protein that accumulates in vCJD
and III studies is scarce, and tissue
patients differs to that of other forms of that is available has been preserved
CJD and is referred to as “PrPSc type
for an extended period in paraffin
2B”. In a further contrast to other forms wax, making the extraction and
of CJD, the abnormal prion protein can
biochemical analysis of the protein in
accumulate outside the brain in vCJD
these samples problematic. To
patients, in tissues such as appendix
address these issues, Dr Marcelo
and tonsil, often several years before
Barria and Dr Suzanne Sulieman from
the appearance of clinical symptoms.
the NCJDRSU developed a robust and
This has raised public health concerns
novel protein extraction protocol and
that a significant number of people may prion protein amplification technique
be infected with vCJD but have not
known as the “highly sensitive Protein
developed any symptoms.
Misfolding Cyclic Amplification
Consequently, these individuals could
(hsPMCA)” that can detect and
potentially pass vCJD onto to others via amplify very small amounts of PrPSc
contaminated surgical instruments,
present in frozen tissues and in tissues
blood transfusions or through tissue
preserved in paraffin wax. Bearing in
and organ donation.
mind the limited amount of residual
tissue available from the Appendix II
Three prevalence studies (Appendix I, II and III studies, we initially extracted
and III) looking for the presence of the
and amplified PrPSc from the brain and
abnormal prion protein in appendix
appendix from a case of vCJD.
tissue taken during routine
Crucially, the protein extracted and
appendectomies, have suggested that
amplified produced the characteristic
as many as 1 in 2000 of the UK
vCJD PrPSc type “2B” pattern.
population may be infected with vCJD.
Subsequently, the infectious nature of
In the third of these studies (Appendix
the hsPMCA amplified protein from
III), the presence of the prion protein in these brain and appendix samples has
appendix samples from individuals
been confirmed after transmission to
considered to be at low or no risk from
mouse models (Dr Abigail Diack, Roslin
exposure to BSE has questioned
Institute), producing a pattern of
whether the abnormal prion protein
transmission in the mice that is
found in these appendix samples does
consistent with vCJD.
truly represent vCJD.

CJD Support Network
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With the success of these
preliminary results, the PR-P DHSC
and the Scottish Government
Department of Health have
extended the grant to enable us to
examine the residual appendix
samples from the Appendix II and III
studies. These studies are underway
and the findings will be published in
due course.
We would like to take this
opportunity to thank Mr Lester
Firkins OBE. Lester recently retired
from his position as the lay member
and chair of our Steering Group
committee. It has been a pleasure
to work with Lester over the last few
years and we will miss his
enthusiasm, positivity and hard
work.
We are looking for a new lay
member for our Steering Group
committee and if you are interested
and wish to know more, please
contact Alison Green at the NCJDRSU
Alison.Green@ed.ac.uk.
We would like to thank all the
contributors from the NCJDRSU and
the Roslin Institute, and particularly,
to the families of patients for their
cooperation in this study.
The report is based on independent
research commissioned and funded
by the Policy Research Programme,
Department of Health and Social
Care and the Scottish Government
[The National CJD Research and
Surveillance Unit (NCJDRSU), PRR17-0916-23001]. The views
expressed in this publication are
those of the author(s) and not
necessarily those of the NHS, the
NIHR, the Department of Health and
Social Care, the Scottish
Government, ‘arms’ length bodies or
other government departments.
1

The National CJD Research & Surveillance Unit,
University of Edinburgh EH16 4SB
2 Roslin Institute, University of Edinburgh EH16 4SB
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Network News
An outstanding contribution
Beth Marsh

Gillian Turner retired from her role
as CJD Support Network
Coordinator in 2019, after more
than 23 years in post. Gillian
commenced the role in 1996, at
which time the CJD Support
Network was part of the
Alzheimer’s Society. With variant
CJD (vCJD) being first identified in
the UK in 1994, the role quickly
became more complicated and
political.
Grateful thanks to
Blaire Smith-Bathgate
The Management Committee
Senior nurse Blaire Smith-Bathgate
has stepped down from her role as
a member of the CJD Support
Network Committee, which
complimented her professional
role as Senior Nurse and National
CJD Care Coordinator at the
National CJD Research &
Surveillance Unit in Edinburgh.
The management committee
would like to thank Blaire for her
work in both roles. We are sure
that she has been instrumental in
ensuring that many of the people
reading this Newsletter received
the care and support they needed
when caring for a loved one.
Testimony from members of the
CJD Support Network (right)
demonstrates the value of Blaire’s
dedication to supporting families.
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With support from her manager,
Clive Evers, and the media
department of the Alzheimer’s
Society, Gillian organised the first
meeting for families and
professionals at Warwick
University in 1997. With vCJD
attracting world-wide interest and
concern, journalists from around
the world attended. Later the same
year, Gill organised the first Annual
CJD Day on 12th November,
marked by a service in St Martins in
the Field in Trafalgar Square,
London, with a large attendance of
families, who lit candles as the
memorial roll was read out. CJD
Awareness Day was immediately
taken up by support networks all
over the world and is now an
internationally recognised event on
12th November each year.
“I first met Blaire in January 2017
when she and a doctor came from
Edinburgh to see my husband
(Mick). I found Blaire easy to talk to
and very knowledgeable about CJD.
When my husband was poorly she
was always at the end of the phone
and it was Blaire who asked me
about joining the CJD Support
Network Committee, which I did.”
Annette Beal, CJDSN committee
“Along with other professionals
from London and Edinburgh, Blaire
gave us invaluable support in
getting the services and equipment
that we needed in place quickly.
She also supported us through the
process of waiting for the results of
genetic testing. We will always be
extremely grateful for her care at
what was an incredibly difficult
time for our family.”
Megan, CJDSN member
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The subsequent years saw the CJD
Support Network become an
independent organisation. Gillian
received an MBE for her services in
2002 and worked to achieve charity
status for the Network in 2003. Gillian
went on to organise multiple events
including the yearly Family Support
Meeting, has attended international
conferences on behalf of the Network
and represented the interest of
patients and families in the political
sphere.
Throughout her tenure, Gillian
supported those affected by all forms
of CJD, and those at increased risk,
through countless helpline calls,
letters and emails. The management
committee honoured Gillian’s
outstanding contribution at the 2021
Annual General Meeting. We wish her
the best in her retirement.

Future directions for the Network
Regional Meet Ups
In the coming months, we are looking
to pilot regional meetings which will
be an opportunity for people with
common experiences to get together
in an informal environment to share in
conversation and peer support. To
identify the most suitable location(s)
to hold our first regional meet ups, we
would be grateful for expressions of
interest via email
(support@cjdsupport.net) or phone
0800 774 7317.
Online shop
To help raise funds and awareness,
we will shortly be opening an online
shop offering items such as pens and
pin badges. This will be accessible via
our Facebook page in the initial
instance. Please get in touch with any
ideas for awareness raising items you
would like us to stock.
www.facebook.com/CJDSupport/
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Network News
In memory of John Gilbert, a good
friend of the CJD Support Network
Gillian Turner
Sadly, John Gilbert, a good friend of
the CJD Support Network, passed
away on the 13th November 2021.
Everybody I have asked to
contribute to this eulogy have used
the same words. John, an electrical
engineer was a smart, charming and
kind gentleman, he loved numbers
and statistics, if he had figures to
work out, he was happy.
John lost his brother-in-law in 1992
to sporadic Creutzfeldt-Jakob
Disease. CJD is still a very rare
disease but was even less
understood at that time, when John
and his wife Brenda started
researching the disease. They found
that many doctors had never seen a
case of CJD and that there was little
or no information or support
available for families.
To try to access information, John
and Brenda contacted the
Alzheimer Disease Society which
support all the dementias. This led
them to campaign for more support
for families who had lost a family
member to CJD, which in turn led to
the start of the CJD Support
Network.

I first met John and Brenda in 1996,
when under the umbrella of the
Alzheimer’s Disease Society, I
became the National CJD Coordinator
for the new CJD Support Network.
John and Brenda were both very
supportive of my role and John
became our Treasurer.

On behalf of the Network, I should
like to express our condolences to
John’s wife Brenda, his daughter
Sarah Joseph and all their family.
John will be sadly missed, but his
contribution to the CJD Support
Network will not be forgotten. Rest
in peace, John.

The discovery of the human new
variant of CJD (now vCJD) changed
CJD from a very rare to a very highprofile disease and enormously
increased the profile and work of the
Network. Controlling our finances
became more important and the
involvement of the Treasurer and so
our close working increased.
Much later, I was invited to John’s
80th birthday party with my husband
David. My husband also an electrical
engineer, got on well with John and
tried to persuade him to visit
Bletchley Park, where many of the
codebreakers had been
mathematicians. I hope that he did
visit this fascinating attraction.
John retired from the position of
Treasurer in 1998 due to business
commitments. However, he
remained a supporter of the CJD
Support Network with his wife
Brenda who joined our committee.

John’s family have set up a MuchLoved tribute page in his name
which ca be found at:
john-derekgilbert.muchloved.com/

Newly updated fact sheets
We are in the process of updating the
information on our website, as part
of our commitment to providing
accurate, unbiased and up to date
information on all forms of CJD. So
far, this has included updated
versions of our genetic, iatrogenic
and variant CJD fact sheets. Visit
www.cjdsupport.net for details of our
latest updates

CJD Support Network
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Management Committee 2021-22
The CJD Support Network Committee is made up of individuals with a personal or professional interest in CJD. The
Management Committee works to advance the aims of the CJD Support Network, in the interest of our members.
Prof Richard Knight,
Chair, is a Clinical
Neurologist at the
National CJD
Research &
Surveillance Unit
(NCJDRSU)
Edinburgh.

Prof Simon Mead
is a Neurologist
working at the
National Prion
Clinic, London.

Brian Marsden
joined the
committee after
losing his wife to
sCJD in 2017.

Anita Tipping,
Secretary, is a
registered nurse,
RSCN, whose son
David died of iCJD
through growth
hormone injections.

Annette Beal
works in a care
home; she lost her
husband to
Sporadic CJD in
May 2017

Margaret Leitch is a
National Care Coordinator and Senior
Nurse at the
NCJDRSU in
Edinburgh.

Andy Tomaso,
Treasurer, lost his
mother Carmelina to
genetic CJD in 2007.

Dr Kate Dahill works
as a junior doctor.
She lost her aunt to
sCJD in 2012

Beth Marsh,
National
Coordinator, lost
her father to sCJD in
2016.

If you would be interested in
joining the CJD Support Network
Committee, we would like to
hear from you.
To find out more about what
being on the committee involves,
please email
admin@cjdsupport.net

CJD Support Network
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