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The Year in Review - An update from Bob Dalgleish, Fanconi Hope Chairman
Welcome everyone to our 2021 Christmas
newsletter! 2021 has been a challenging but
exciting year. Amidst the COVID-19 pandemic
which caused us to postpone many of our planned
Fanconi Hope activities, Jeannie and I moved from
the south of England to start a new life in Scotland. However, a
number of activities have continued unabated, and in many
respects the level of activity within Fanconi Hope has been
higher this year than in many of the preceding ones!
The theme for 2021 was very much a case of ‘Better Together’.
Our involvement in FA Europe has grown and we are helping
with two exciting initiatives aimed at improving the lives of
those affected by FA - the creation of a Head and Neck Cancer
Experts Group and associated Virtual Tumour Board and an FA
Passport to empower people living with FA.
Our ‘Together for Healthy Marrow Alliance’, which we helped
to create and is headed up by the Aplastic Anaemia Trust, now
has 7 member charities and we have just been informed that
we have passed the first stage of a very substantial National
Lottery Grant application process, with no issues.
Meet the principal investigators in our Proton Therapy Project

Should we be successful with our more detailed Stage 2
proposal there will be significant benefits for all our respective communities, which will include a range of educational
materials and for the first time, the availability of one-to-one
mental health and wellbeing support for our community.
Our plan to hold a joint UK-Netherlands Adults weekend this
year was thwarted once again by COVID but the event has
now been re-booked for June 2022. Let’s hope it doesn’t
have to be postponed further - it looks like a lot of fun!
In everything that we do we continue to focus on our top
three priorities:
•
Improving cancer management.
•
Easing the transition from paediatric to adult care.
•
Supporting mental health and wellbeing.
Please help us achieve these objectives in 2022 by
fundraising and offering your support.
Thanks to all the FA families, friends and relatives who have
supported us in 2021 and best wishes to you all for 2022.
Bob Dalgleish.
£2500 Grant Awarded!
We are delighted to announce that we
have just been awarded a £2500 grant by
Jeans for Genes to improve our IT infrastructure and
prepare ourselves for hybrid Zoom and face-to-face
meetings which we expect to be the norm in future.
The grant will also help subsidise our planned FA
Adults meeting in the Netherlands next summer.
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Progress with our Proton Therapy Project
As you may be aware Fanconi Hope is funding a £92,000 3 year research project on Proton Beam Therapy at the University of
Manchester to understand better the potential for proton therapy to improve treatment of solid head and neck cancers
(squamous cell carcinoma (SCC) in FA patients.
In April Joseph Hallett started his Fanconi-Hope funded PhD under the supervision of Dr Stefan Meyer,
Prof Karen Kirkby and Dr Christine Schmidt in the Manchester Cancer Research Centre. He is investigating the
effect of proton beam radiation on tissue from people affected by Fanconi anaemia, in comparison to
conventional radiotherapy. The potential benefit of protons – hitting the malignant tumour harder, and sparing
effects on normal tissue, can be studied in the new clinical and research facilities at the Christie Hospital site in
Manchester. You can find out more at: www.bmh.manchester.ac.uk/research/domains/cancer/proton/
Since April Joseph has completed his literature report and has grown Fanconi patient derived cells to study the dynamics of
the radiation response, using immunofluorescence as in the figure and other molecular biology techniques. In the New Year
he will start modelling the response along the Bragg peak, and also look into the role of oxygen for the response. For the second half of next year he will embark in global analysis of the proteins involved in the proton response in FA. Joseph says; “This
is a really exciting project, where I can use very modern technology not available in this combination anywhere else in the
world, with the help of world-renowned experts to address clinically very important questions.”
The figure shows accumulation of two different DNA
-repair proteins in Fanconi
cells as coloured foci, in
green and red. In most, but
not all cells, the foci
overlap and appear yellow.

Effect of protons in the tissue.
Conventional radiation (green)
loses energy by damaging normal tissue before it reaches the
tumour tissue, while protons
(purple) build up energy to hit
the tumour in the Bragg peak.

Update on the Fanconi Hope UK FA Registry - Beth Lee
I started working as Family Liaison and Registry Coordinator for Fanconi Hope in May 2016. It has been an
amazing five years and I enjoy this role so much!
Over the years I have spoken to many families and been able to give much-needed specialist advice and
support. I have had many valuable discussions with people at diagnosis and at other complicated and
difficult times. People often ask me to explain what treatments and tests to expect and what surveillance
is required in adulthood. Occasionally I deal with queries from consultants who have had little experience
in dealing with FA. As well as my role of supporting families I manage the Registry “An observational study into the long-term
health effects of Fanconi Anaemia”. This is progressing well, and I would like to thank everyone who has joined in.
We now have 61 people signed up between the age of 1 year and 55 years and we have 7 sets of siblings. The majority are
FANCA, but also FANCC, FANCD2, FANCF, FANCG, FANCI, FANCJ, FANCP and FANCQ.
We would like everyone to be involved. So if you would like to be added please send me an email at
beth.lee@fanconihope.org and I will send you the information you need for your consideration.
There are many benefits of being involved in the study for yourself and the treatment of FA in the future. It highlights the
problems affecting people with FA and helps to evaluate and discover the best ways of managing them. Our aim is to provide
better and more appropriate care in the future.
Therefore, I would urge anyone who hasn’t had a chance to enrol to contact me as I would love to speak with all of you. Many
people have appreciated our communication and as a result feel more empowered in dealing with FA.
Please feel free to email or leave a message on my mobile and we can arrange a call:beth.lee@fanconihope.org 07391 782115
Wishing you all a Happy Holiday and a Peaceful New Year,
Beth.
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FA Gene Therapy Trials start in the UK

Together for Healthy Marrow Alliance

A global gene therapy clinical trial for the treatment of FA is
currently ongoing, funded by Rocket Pharmaceuticals, a US
biotechnology company. In a recent Zoom call with Fanconi
Hope, Rocket representatives said that the trial aims to
enroll 12 patients in total from the U.S. and EU. The primary
endpoint of the trial is mitomycin-C (MMC) resistance, a
measure of bone marrow cell correction. The 3 year trials
programme is based in 4 centres, 2 in the US, one in Spain (3
patients enrolled) and 1 here the UK at University College
London, Great Ormond Street (4 patients enrolled).

The Together for Healthy
Marrow Alliance is a partnership of seven small but mighty
charities, led by and supporting
a vocal and active community
of people with rare bone marrow failures. Understanding
that we can be more effective through collaboration, and do
more together than we can do alone. Headed up by the
Aplastic Anaemia Trust (AAT), the largest of the member
organisations, the Alliance was formed in 2019, after an initial approach to the AAT by volunteer Jeannie, who could
see the merits in a number of similar organisations, many
with scant resources, working together. The Alliance currently supports over 2,000 people every year and is the first
and only UK alliance for rare bone marrow failures. Each
partner is the only UK charity supporting people affected by
the specific condition they specialise in. Alliance members:-

Running the trials at Great Ormond Street is Claire Booth,
Professor in Gene Therapy and
Paediatric Immunology. Rocket
reported very promising early
results with several of the
patients in April this year but it
may be 12 months before the
success of the programme is
fully understood. No potentially-damaging chemotherapy
was required for any of the patients and there were no
apparent risks of leukaemic progression.

You can learn more about the current status of Gene
Therapy Trials through FARF’s FA Connect: Gene Therapy
Clinical Trial Update on Zoom on 16th Feb 2022 from 6-7pm
UK time. Rocket Pharma will present the results to date from
these trials and answer questions.
Registration details can be found in the FARF Facebook
Group. If you’re not currently a member you can sign up
here: www.fanconi.org/register

• The Aplastic Anaemia Trust supports people affected by
Aplastic Anaemia (theaat.org.uk)
• Congenital Anaemia Network (CAN) connects people
with rare inherited anaemias (togetherwecan.uk)
• DBA UK supports the Diamond Blackfan Anaemia
community (diamondblackfan.org.uk)
• DC Action improves the understanding and treatment of
Dyskeratosis Congenita (dcaction.org)
• Fanconi Hope supports people affected by Fanconi
Anaemia (fanconihope.org)
• PNH Support UK supports people affected by Paroxysmal
Nocturnal Haemoglobinuria (pnhuk.org)
• SDS UK supports people affected by ShwachmanDiamond Syndrome (sdsuk.org)
Better Together - Our Partnership proposal to the National
Lottery Community Fund — Very good news so far!
This autumn we made a very significant bid (well into 6
figures!) for National Lottery Community Fund Partnership
funding under the title “Better Together for Healthy Bone
Marrow”. We have just been informed that our Stage 1
proposal has been very well received by the Lottery Fund so
we have now been invited to submit a more detailed Stage 2
proposal. Assuming we are successful, this will allow us to
develop educational materials to support our respective
communities, and provide a mental health and wellbeing
programme, including a dedicated helpline and much, much
more.
We are indebted to the Aplastic Anaemia Trust for leading
this bid. As a much larger charity they have the resources,
such as paid staff, that we don’t have, enabling them to put
together a bid that should be of significant benefit to our FA
community here in the UK.
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FA Europe moves up a gear!
Fanconi
Hope’s
significant
engagement in the FA Europe
Network continues this year, with
the
group
now
including
representation from Denmark,
France,
Germany,
Italy,
The Netherlands, Norway, Portugal, Spain, Switzerland and
the UK and Ireland. Whilst a face-to-face meeting of the
Network has still not happened due to COVID, we have held
regular Zoom meetings with Patient Support Group representatives to help drive some of the initiatives forwards.
The FA Europe network was set up in 2020 with strong
support and $10,000 of initial funding from the US Fanconi
Anemia Research Fund. The ultimate objective of FA Europe
is to achieve equal access to optimised care for people
across Europe affected by Fanconi Anaemia and to do this
by connecting FA patients, doctors and scientists across
Europe and acting as a facilitator for education and communication, fundraising, research collaboration and sharing
of best practices and infrastructure.
In support of these bold objectives 2 key initiatives are
currently under way:Initiative #1 The creation of a Head and Neck Cancer
Experts Group to address the issues of Head and Neck
Squamous Cell Carcinoma (SCC) specifically.
An initial Head and Neck SCC meeting was held in April 2021
with a number of experts from across Europe with the
following objectives:• To set the stage for optimal treatment of head and neck
cancer and precancer in FA patients.
• To develop a roadmap for improved care in the future.
• To kick-start collaborations across Europe to battle head
and neck cancer in FA patients.
This was followed by a second meeting in October 2021
attended by 33 people;• To discuss the next steps to take to help treat Head and
Neck Cancer FA patients.
• To serve as a stepping stone for closer collaboration
between Head and Neck Squamous Cell Carcinoma
(HNSCC) FA experts across Europe, for example through a
collaborative publication on the shared experience and
potentially a Virtual Tumour Board.
• To share the experiences of invited experts who currently
treat Head and Neck Cancer and representatives from
multidisciplinary teams of surgeons, radiation oncologists
and medical oncologists.

The opportunity to make use of an existing European
web-based platform for a Virtual Tumour Board for FA was
enthusiastically received. This would allow healthcare
professionals who may or may not be familiar with FA to
seek advice from a group of FA experts and would be a
significant step towards our goal of equal access to best
practice treatment across Europe.
Initiative #2 The development of an FA Passport to help
empower people with FA across Europe to seek out expert
treatment in their own and other European countries.
In the online Start-up
meeting of FA Europe in
2020, the need for an FA
Passport was highlighted.
Ideally an App that would
help people with FA to
describe their condition in a
number
of
European
languages and for a
number
of
different
audiences. For example, a
letter
explaining
the
condition to a doctor who
knows little about FA would
need be different from a
letter explaining FA to
schoolteachers or friends
and relatives. The problem
is compounded if you go on
holiday to Italy for example and have to explain your condition to a doctor or nurse who may not speak much English.
To address these needs, we are in the process of developing
a mini-website optimised for phones which looks and
behaves like an App, but is easier and cheaper to develop.
With the FA Passport you will be able to use it in a number
of different languages and if you choose to download a
document such as a doctor’s letter, you can again select the
language, providing the document has already been translated into that language. You will also be able to download a
blank Passport document in which to add your personal details, such as key medical details, current medication and
allergies, which you will then be able to store on your device
ready to show to healthcare professionals when needed,
both here and abroad.
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Global FA Network
Did you know Fanconi Hope is part of an International FA network? All over the world there are FA
organisations working to support affected families and fund research. Every year we get together for a
global FA summit meeting organised by FARF to collaborate and develop new ways of helping one another
in our shared mission.
This year’s Global FA Summit meeting was held in Oct on Zoom and included updates from FA Support
organisations in the following countries: UK, Netherlands, France, Denmark, Spain Germany, Italy, Egypt,
Israel, Zimbabwe, USA, Canada, Brazil, Colombia, Dominican Republic, Mexico and Australia—a truly global meeting.
These support groups are a mix of well-established and recently formed organisations, and these meetings are an ideal opportunity to share experiences and make new connections and friendships. It is hoped that the 2022 meeting will be a face-to-face
one to coincide with the FARF Scientific Symposium in Austin, Texas, so we will have more time to spend with each other.

Why We Need You to Fundraise for Fanconi Hope
There is much Fanconi Hope can do to help improve the lives of people living with FA, but although we can do some of this
with our willing band of volunteers, we can do so much more if we have the funds available. For example, by helping to
develop the FA Europe network in the setting up of a Virtual Tumour Board; the development of an FA passport; organising the
next family conference and social weekend; funding research into the data constantly growing in the UK FA Registry;
supporting research like the Proton Beam Therapy project which would not otherwise be funded given the relatively small
numbers of people who might benefit. Also the costs involved in running the organisation, which although minimal, are not
insignificant: Postage, IT support, website hosting fees, licences, charity insurance – they all add up.
Please fundraise for us so we can help you!

How you can help raise funds for Fanconi Hope
Getting sponsored to take part in an organised event is one
effective way to raise money for Fanconi Hope. We have an
arrangement with Run for Charity/Sport for Charity to secure
places in a large number of events across the country. Between them they cover runs, walks, treks, skydives and much
more. One of the most popular types of events at the moment
is the Inflatible 5K and 10K series of obstacle courses held
around the country.
You can find out more at:www.runforcharity.com/charity/fanconi-hope and www.sportforcharity.com/charity/fanconi-hope.
If you have any questions or want to find out how it all works, please contact Lauren at lauren@fanconihope.org
and she will be happy to explain how to book your event.
A very painless way to raise funds is for you and your friends to use Easyfundraising when you shop
online. Over 6,000 shops and sites will donate to Fanconi Hope at no extra cost to you - so you can
raise donations when you buy. Please sign up and help us raise more at: www.easyfundraising.org.uk/causes/fanconihope/

Holding a fundraising event?
Don’t forget we can provide you with Running Vests, T Shirts,
Polo Shirts, leaflets, collection boxes and buckets and wristbands
- all free of charge for fundraisers!
Just email info@fanconihope.org with quantities, sizes, and your name and
address details. T shirts come in Kids/S/M/L/XL sizes, Polo Shirts in S/M/L/XL .
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Donations, Grants and Fundraisers this year
Despite so many physical events still being off the agenda
in the first part of this year we have been delighted to see a
number of fundraising events actually taking place in the
second half. Our sincere thanks go to all who have raised
money or donated to Fanconi Hope this year. Not enough
space to mention all of you I’m afraid, but here is a selection of them.
Chris Vincent in Devon has so
far raised £125 through
playing gigs in Devon pubs. The
band he plays in undertake
charity gigs for his grandson
who had a bone marrow transplant this summer. Many
thanks to the patrons of the Crown in Catcott, Somerset for
their generosity in raising £125 for Fanconi Hope.

Michael Collins and his
colleagues who work for
Northern
Rail
scaled
Helvellyn in the Lake District
in August 2021 in support of
their friends Jake and Stacy
Perry and their daughter
Kyra who has FA, raising almost £1400 for Fanconi Hope.
Tom
and
Lauren
Doneghan and
friends
Jack
and Alex ran
the
Great
North Run in
Sept 21. What
was unusual was that Tom, Jack and Alex were dressed as 3
fat pandas! Between them all they raised around £2200 for
our charity.
Also running the Great North Run for Fanconi Hope was
Garry Brooks who raised £186.

Ellen Phillipson, her sister
Heather and friends organised a 'Bonkers Bingo' night
in Oct 21 raising around
£2200. Particular thanks are
due because the event had
to be organised twice over
due to an initial COVID cancellation in Mar 20.

Nathan Greene ran the Brighton Marathon in Sept
2021 raising around £1200 for Fanconi Hope
The Thatcham Tornadoes Football Club in Newbury raised
£615 in Oct 2021 through a 50
year anniversary fun event in
memory of Stephen Waters who
had FA. In the photo his parents
can be seen receiving the ‘Big Cheque’ on behalf of Fanconi
Hope from the Thatcham Town Mayor and a representative
of the Club.

Aiden Jones

Adam Briggs went booze free for 30
days in support of his friends’ son with
FA, Aiden Jones, and to raise funds for
research and awareness of FA. Adam
raised a total of £2355 for Fanconi Hope.
This included a very generous donation
received by Rebecca Jones from Canonbury Management property management
services to whom many thanks are due.

Alex Yorke ran the Great South Run in Oct
2021 raising around £140 for Fanconi Hope
Also received were the following very
significant donations:Alex Yorke (L)
A £2500 donation from
GTEC UK in Portsmouth for FA Europe
activities.

£1170 in Feb 2021 from donations dedicated to the memory
of Julie Gross, the grandmother of a child with FA. There is a
tribute to Julie on MuchLoved here:https://www.juliegross.muchloved.com/
You can set up tribute pages for anyone on
MuchLoved.com and collect donations for
Fanconi Hope at the same time.

Thanks too to our Facebook Birthday
Fundraisers this year.
Sophie Butler (pictured, one of our
regulars!), Emily Wilson,
Simon Newton, Rachelle Emberton,
Zuzanna Kawalek and Tim Foster.
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Support You Can Call On
If you have specific questions about FA you can
always ask Beth at beth.lee@fanconihope.org or
leave a message at 07391 782115 and she will call
you back.
Two UK organisations you may find helpful are Contact and
Gene People, both of whom support people with genetic
conditions.
Contact supports people with
genetic conditions not just physical
disabilities. www.contact.org.uk
They have a helpline and a genetic counsellor at your
disposal: 0808 808 3555.
Also take a look at their Money Matters guides covering all
the information you'll need on benefits, grants, loans,
vouchers, transport costs, household costs, and other
sources of help available for parents both in and out of work.
England & Wales www.contact.org.uk/money-matters
Scotland www.contact.org.uk/money-matters-scotland
Gene
People’s
genetic
counsellor-led helpline service is
for people with a genetic
condition, their relatives, professionals and anyone who
needs to know more about genetic conditions and how to
cope with the difficulties they can present.
www.genepeople.org.uk
Telephone answering service: 0800 987 8985
Monday-Thursday from 9am—5pm
helpline@genepeople.org.uk

Don’t forget that the US-based
Fanconi Anemia Research Fund
(www.fanconi.org) is about much
more than just research - their remit is to support affected
families worldwide. They have extensive resources on their
website, including the very recently published 5th Edition of
the Fanconi Anemia Clinical Care Guidelines. Although it is
geared towards healthcare professionals it can also be
helpful for patients and families who wish to secure optimal
treatment by improving their understanding of FA.
If you haven't already done so, you are highly recommended
to enroll with FARF Family Services (www.fanconi.org/
register) to benefit from the many services that the world’s
largest FA support organisation has to offer.
Mental
Health
and
Wellbeing Support
In 2020 we hope to have
further group Wellbeing
Sessions
and
also
one-to-one
counselling
provided by Maggies Centre,
in
conjunction with
the
Aplastic Anaemia
Trust.
For 7-17 year olds
with FA, look out for
announcements on free residential and virtual camps in
2022. Read more here: www.otw.org.uk/events/category/
camps/ and contact Beth Lee if interested.

Joint UK - Netherlands FA Adults Meeting Sept 2021 – Save the Date (again!)
Fanconi Hope, in conjunction with our Netherlands counterpart FA support organisation, are sponsoring an FA Adults weekend
in Efteling Park in the Netherlands. (www.efteling.com/en). We have had to postpone this event several times and it has now
been rearranged for 3rd to 6th June 2022.
The event, arranged by and run by FA adults, is an opportunity for FA Adults age 18 and over from our two countries to enjoy a
weekend of relaxation/excitement/enjoyment/socialising in this very traditional theme park. A visit is seen as a ‘must’ for
everyone in the Netherlands! Thanks to a donation in memory of Joanne Smith and a grant from Gene People, Fanconi Hope
will pay for travel, park costs, accommodation, breakfasts and evening meals for each participating FA Adult.
9 places are available to UK FA adults aged 18 and over who do not need specialist care.
If interested, please let Beth Lee know at beth.lee@fanconihope.org.
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Meet the Families!

Fanconi Hope Volunteer News
Emma-Jo and Jinni Newton.

Jinni was diagnosed this year
with FA. She is 22. We are
trying to get our heads
around FA and how it will
impact her life. We live in
North Wales and are a close
family. In between hospital
appointments we are busy filling life full of a variety of
experiences, the latest being a Ghost Hunt!
We are the Gudhka family
and we live in North West
London. Our son Veer was
diagnosed
with
Fanconi
Anaemia when he was 3 years
old. We found out by chance
after a blood test. It was a
complete shock as he was generally a very active and
healthy boy. We were lucky to attend a Fanconi Hope conference in 2019 just after our diagnosis where we learnt so
much about this rare condition and also met some
wonderful families going through the same as us. Looking
back, this conference helped us come to terms with what
had happened and helped us be prepared for what was
coming ahead.
Veer, now 5 has just
had his stem cell
transplant last week.
We are currently in
hospital and still have
a journey ahead of us.
Veer didn't have a
stem cell match when
we
were
first
diagnosed and so we
started a campaign to
raise awareness about
stem cell donation.
We were lucky to have
some
stem
cell
matches by the time we had to go for transplant. We also
researched and ventured into alternative treatments such as
gene therapy but in the end the best option for Veer was the
stem cell transplant. Veer currently only has the
haematological symptoms of FA and we are hoping this
transplant will give him a new lease of life.

Lauren, pictured here with daughter
Phoebe has recently joined us as a
volunteer to support our FA friends,
families and relatives in finding
organised events to take part in to raise
money for Fanconi Hope. Lauren,
together with husband Tom, has taken
part in a number of fundraising events
over several years, including this year’s Great North Run.
She is now managing Fanconi Hope’s relationship with Run
for Charity and Sport for Charity which give people the
opportunity to secure places in a large variety of organised
activities over the year. You can contact Lauren at
lauren@fanconhope.org for more details.
Viv in Scotland recently retired from a
career in housing management has also
joined just us as a volunteer to help
manage some of the growing number of
activities that Fanconi Hope is involved
in.
A special vote of thanks go to Chris,
our talented volunteer webmaster,
who gives a considerable amount of
time and support to Fanconi Hope
and FA Europe website developments
and to the technical challenges of the
FA Passport.
Thanks too to Simone, a senior marketing consultant who
has been advising Fanconi Hope on marketing strategy from
time to time over the year. Her experience as a former marketing director of companies such as Tesco Mobile and IKEA
has been helping us as a small charity make a big impact!
Thanks also to Louise our resident
Social Media Consultant who continues to support our graphic design requirements and our social
media postings on Facebook, Instagram and Twitter, when not busy
working on her degree course.
And finally a big thank you to all our Trustees, who all have
very busy lives, but give freely of their time, and are
highly committed to helping our community.

Want to introduce yourself and your family? We are always keen to hear and share your stories: - please email stories
and pictures to rad@fanconihope.org
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