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Hello, 
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So, what is AT?
Ataxia Telangiectasia (AT) is a rare,  
genetic, neurodegenerative, life-limiting 
condition for which there is no known cure 
or treatment.
Diagnosis is complex and variable, but may 
come to light when a child’s early steps 
appear clumsy or wobbly. The coordination 
problems start to alter speech, and over 
time, eating and swallowing are also 
affected. These problems often progress 
quite slowly until the age of 7 or 8, but by 
the age of 10 most children with AT will be 
making regular use of a wheelchair. On top 
of this, people with AT also have immune 
deficiency, and a high risk of developing 
cancer and lung disease. Consequently, 
they have a life expectancy of around 25 
years, which they and their families have  
to learn to come to terms with.

Who are the AT Society? 
We are the only national charity in the 
UK providing practical, emotional and 
therapeutic support to children, young 
adults and their families whose lives have 
been shattered by a diagnosis of AT.
We are dedicated to ensuring people 
affected by AT can live the best lives 
possible – by being supportive, empowering, 
respectful and professional in all we do. 
We seek agile and innovative solutions  
to ensure we can overcome the challenges 
of AT together. 
We achieve this by: 
1  Providing specialist information, care and 

support to meet the challenges of living 
with AT 

2  Speaking out to ensure that the voices  
of people affected by AT are heard 

3  Working to achieve better, more 
coordinated health and social care 
services across all sectors

4  Promoting and commissioning high 
quality AT research, and running globally 
recognised clinics

5  Raising awareness of AT and recruiting 
supporters to help achieve our vision 

6  Collaborating with AT experts in the 
UK and across the world to maximise 
influence, awareness and knowledge. 

Welcome to our first annual Impact Report, celebrating  
the achievements of the AT Society in 2020. 

In what has been one of the most challenging years for 
us all, we are proud that in 2020 we provided support, 
care and hope for brighter futures for 187 individuals 
with AT and for over 700 family members. Using a new 
design and format the report outlines the progress and 
accomplishments we have made. 

Introduction

Our mission is  
to improve the quality  

of life and quality of care  
for people living with AT  
while actively promoting  

research to improve  
treatments and ultimately  

bring about a cure.

Our vision is  
a world where  

no one need suffer  
from the devastating  

effects of AT. 

The impact of the COVID-19 crisis on the AT Society 
and the families we support naturally forced us to 
rethink our plans both for the work we do and the 
way we raise funds to pay for it. As the pandemic 
took hold, we rapidly modified our working 
practices to a virtual model, so that our frontline 
staff could work from home safely and our helpline 
could still operate no matter where we were. 

Our programmes adapted and expanded through 
the year to take on the challenges presented to us. 
As such, existing support was tailored in response 
to the pandemic’s devastating impact on mental 
wellbeing. We knew that families, young adults with 
AT living alone, and families with a newly diagnosed 
child, would need our support when they didn’t 
have their networks around them, so we made sure 
we personally contacted everyone, we set up online 
social events to connect to one another and 
increased our therapeutic provision. 

One of the biggest challenges that many families 
affected by AT faced during the year was a lack of 
clear information and guidance specific to their 
needs. The AT Society worked hard to develop a 
library of online information to help families navigate 
their way through the crisis safely – from how to 
cope with shielding, advice about the vaccine, to 
preparing to go back to school or to one of our 
specialist AT clinics. 

We joined other charities where we could and lobbied 
the government to draw their attention to the increasing 
inequalities people with a disability have faced 
during the pandemic and found innovative ways of 
continuing our investment in scientific research. 

A lot has changed for the AT Society during the year 
– including a staff restructure and an office relocation 
– but our commitment to supporting people affected 
by AT has remained steadfast. I am so impressed that 
despite the unprecedented challenges of the year, 
with your support we have achieved great things. When, 
overnight, our event income was obliterated, our 
supporters enabled us to respond to the reality that 
the daily trials of living with AT suddenly became so 
much harder. Your support is always crucial, but 
never more than during a pandemic.

Of course, we continue to face an uncertain future. 
It will take time for things to get easier, but we have 
an amazing AT community, and amazing things 
happen when we all join together. Thank you for 
your support of the AT Society. Together we can 
make 2021 a better year. 

 
 
Susie Norbury 
Director of Fundraising & Operations
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Research  £167,748
Fundraising  £102,133
Welfare & support £87,905
Clinic & health £54,506
Governance  £35,824
Information & advice £33,185
Education  £24,293

Reserves were used to cover the planned  
deficit incurred during the year

Financial overview 2020

Donations  
(including Gift Aid) £166,908
Fundraising activities  £80,831
Grants £70,081
Investments  
& other income £2,938

How we raised our money
Total income £320,758

Where we spent our money
Total expenditure £505,594

1  Provide advice, information 
and support

2  Expand our psychological 
and emotional service to 
improve mental health and 
wellbeing

3  Advocate for people living  
with AT to champion their 
rights and address inequalities

4  Guide professionals to 
understand their pupils, 
patients or client’s needs

5  Hold the AT International 
Clinical Research Conference 
in the UK 

6  Increase our collaborative 
work across the international 
AT community – to share 
expertise, findings and fund 
research

7  Improve the provision  
of information and active 
communication around AT

1  Moved social support events 
online and reduced feelings 
of isolation

2  Provided 99,000 minutes 
helpline support to people in 
crisis 

3  Provided 27 emergency 
grants and advocacy 
surgeries to offset 
coronavirus financial and 
social losses

4  Resolved 161 educational, 
housing and benefit injustices 

5  Worked closely with our NHS 
partners to re-open our AT 
clinics, for essential medical 
consultations 

6  Commissioned new specialist 
research that advanced 
our understanding of AT 
and participated in key 
international clinical trials

7  Held meetings with leading 
scientists worldwide 

8  Published a range of online 
health information, including 
5 new videos 

9  Took part in the first global 
AT awareness campaign 
and joined other disability 
charities to press for change 
and fight for equality 

1  Deliver our new ‘Building 
Resilience’ project, to 
improve mental health

2  Extend our existing work with 
children and teenagers, by 
involving them in developing 
new services

3  Continue to ensure everything 
we do is measured objectively 
and led by the insights of 
people affected by AT 

4  Continue to provide expert 
and friendly advice to service 
users, their families and 
professionals 

5  Stand up to the injustices that 
make life harder for people 
with AT 

6  Increase our investment  
into research to accelerate 
breakthroughs 

7  Deliver regular science 
talks for families to improve 
understanding of AT 

8  Hold international AT clinical 
meetings

9  Collaboratively launch the AT 
Global Alliance (www.cureat.
org), the first international 
directory for AT

Our priorities for 2021What we did in 2020What we said we’d do

Our strategy centres on 360 
degree support for people 
affected by AT, to live well  
and lead full engaging lives.STRATEGIC
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“When I did not  
have the strength or focus,  

the AT Society did. We often use 
the phrase ‘charity begins at 

home’ – well for me, this charity 
is home. The place we find solace 

and support in times of need.  
The AT Society makes  

a real difference.” 
Adele

Jordan’s mother

Jordan’s family
For Jordan, as many 23-year-old men 
would agree, having independence 
and a place of his own was an 
essential component to his wellbeing 
and mental health. Living with AT 
meant that this was something he 
had been deprived of due to 
frequent infections and the high 
levels of care associated with the 
condition. As a result, Jordan’s 
mood was worryingly low, and he 
had been having suicidal thoughts. 
In collaboration with the AT society 
a solution in the form of an 
accessible bungalow near the 
family home was approved.
Unfortunately, Jordan’s condition 
became much worse and 2020 saw 
repeated local hospitalisations. 
By November he was transferred 
by ambulance to Royal Papworth 
Hospital and immediately put onto 
life support, with non-invasive 
ventilation and a tracheostomy. 
During this time, the AT Society had 
daily contact with Jordan’s mother. 
These calls allowed her to talk, cry 
and rage at the world. 
Jordan’s health continued to 
deteriorate, and end of life planning 
discussions soon took place. 

 

We spoke with local clinicians, 
nurses and liaised with the AT 
services at Royal Papworth to 
ensure everyone was kept informed 
with Jordan’s AT diagnosis and 
specific needs. We also funded 
accommodation for the family so 
they could stay close to Jordan in 
hospital over the Christmas period.
We were all absolutely delighted 
that against all the odds, Jordan’s 
condition improved, and he was  
able to move into his bungalow in 
early 2021. With additional help 
from the AT Society, he was granted 
a local authority funded 24/7 care 
package. Jordan’s ambition to be as 
independent as possible in his own 
home was fulfilled at last.
Sadly, Jordan passed away in July 
2021. Our thoughts are very much 
with his family and we would like to 
thank them for allowing us to share 
his story with you.

One in four of the general 
population develop a mental 
health problem, at some point in 
their lives. People with a rare 
disease, such as AT, are twice as 
likely to be affected by depression 
and anxiety, and 36% have suicidal 
thoughts (Uhlenbusch 2013). So, 
when a global pandemic suddenly 
appears and creates a whole new 
level of anxiety, we acted fast and 
did all we could to ensure the 
correct provision of support was 
made available.

Our Family Support Team is the 
hub of our network. This year 
they contacted every family with 
AT to offer up to date information, 
advice, and reassurance needed 
to mitigate specific issues related 
to the impact of the coronavirus 
on their health and wellbeing. 
Our helpline is a unique resource 
and calls increased by more than 
200% during the beginning of 
lockdown. 

Supporting our community

187
Individuals with AT have 
been supported by us 

and we reached out to over 
700 family members

“This small yet  
mighty charity have  

fought to get the best  
care possible for my son,  

as well as providing  
emotional support for  
myself and my family.”

Adele

DEDICATED



Our specialist AT clinics went 
online and our family support 
team were always available for 
Zoom consultations with every 
family before and after each 
appointment. All families reported 
feeling more supported as a result.

School visits also went online and 
were even more vital to teachers 
and parents at a time when 
children’s routines had been 
disrupted. Teachers and school 
staff called our service ‘invaluable’.

During a year where overall 
mental health has suffered,  
we prioritised maintaining  
social interaction and making 
connections, as requested by  
our service users. A Halloween 
party, murder mystery evening, 
Christmas party and bingo  
night were organised and were 
reported to successfully lessen 
feelings of depression and 
isolation amongst our community.

One young adult, who has been 
experiencing severe problems 
with depression and anxiety, 
described his thoughts as so 
“hurtful and negative, they are 
like a form of self-harm”, 
reluctantly agreed to join in with 
these social events. He reported 
afterwards that engaging in this 
form of activity gave him new 
confidence, helped increase his 
social network and ultimately 
prompted him to seek help. We 
are now providing counselling 
support which is already making 
a difference to this young man’s 
mental wellbeing.
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“You’re a life-line  
that is there whenever  

we have questions,  
no matter how big.” 

Peter's mother

“To know we  
have such lovely, 

compassionate people  
at the end of the  

phone is so important  
– we truly value you.” 

Kelly
Ava’s mother

133
Virtual events and 

meetings took place 
with people affected 

by AT

Ava’s educational needs
72% of families with disabled 
children reported that their 
Education and Health Care Plan 
(EHCP) or Special Education Needs 
(SEN) plan had been negatively 
affected during the pandemic (The 
Disabled Children’s Partnership, 
2021). 
Throughout the year we fought 
hard to improve this experience 
and the outcome for children with 
AT. And Ava was no exception. 
Our family support team worked 
closely with Ava’s parents to prepare 
a detailed analysis of her condition 
for the first school application. The 
process progressed to supporting 
the EHCP application, involving 
lengthy communications with the 
school, attending meetings and 
report writing, to ensure full 
understanding of Ava’s changing 
condition and her very specific 
needs. We coordinated with medical 
experts at the AT paediatric clinic 
to further provide a medical report 
in support of Ava’s application.
We were delighted with the 
outcome. The resulting EHCP 
included everything requested: 
full time 1:1 support for Ava. It 
means that she will have a teaching 
assistant to support her needs for 
32.5 hours per week including 
lunch and break times. 
Crucially, it also means that Ava is 
happy at her new school and her 
parents are happy she is getting 
the support she needs.

Family outreach

200%

Calls to our helpline doubled 
 in the first month of lockdown TRANSFORMATIVE
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Raising awareness and funds

Despite a global pandemic we 
were thrilled to see that our ever- 
inventive supporters rose to the 
challenge to continue raising 
awareness and funds in earnest. 
Thank you for helping us continue 
to get closer to a world where  
no one need suffer from the 
devastating effects of AT.

The cancellation of all organised 
events reduced our budgeted 
income by 22% but we have seen 
so much motivation, enthusiasm 
and goodwill from so many 
people in the AT community, we 
can’t help but feel positive about 
the year. 

We wish we could name each 
and every one of our amazing 
fundraisers, but here are some of 
the incredible things you’ve done.

Harpenden Golf Club organised 
slim-athons, raffles, quizzes and 
auctions, raising over £29,000. 
Employees from Pizza Hut not 
only helped us to move office, 
they distributed free pizzas to 
families in need, and raised over 
£6,000 from donations, Christmas 
Day marathons and virtual balloon 
races. Sixth former Hugh Halsey 

cycled 942 miles and raised £1,500, 
and Joy Ferguson sold cards, 
calendars and cups, raising £1,366.

Many of you got behind our 2.6 
Challenge which was organised in 
place of the cancelled London 
Marathon. You walked, ran, baked, 
bounced, and pogoed your way 
to raising a grand total of over 
£15,000. At a time when activities 
were limited, you focused on the 
things you could do. 

Our digital expansion to enable 
us to reach beneficiaries during 
lockdown, was made possible by 
philanthropic support from Pears 
Foundation, CAF Emergency 
Fund and the National Lottery 
Community Fund, and many 
other generous trusts and 
foundations. Together you all 
made a very big difference. 

“Knowing you are  
helping people and  

making a difference is a 
great motivation to get  

up in the morning.”
Stephen

Fundraiser

2,954
Total number of 
donations made  

by the public 
during the year

Volunteers gave  
over 360 hours of their 
time, which funded our 
Helpline for 2 months

360

Distance our fundraisers 
ran to raise money

“I’m putting on my  
running shoes to raise  

awareness of AT and support  
the most remarkable children  

who were born with it. It’s such  
an honour to be a part of this  
strong and inspiring family.”

Alicja
Fundraiser 

1,500km
MOTIVATED
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Research and development

We believe in the power of research to change the future 
and are passionate about investing in innovative research 
to drive us towards better treatments and move us closer 
to a cure for AT. 

By bringing top scientists together and exploring the latest 
advances in technology, we are proud that our funding 
and support of world-leading medical science has already 
advanced our understanding of the condition.

There is still a long way to go – and we are committed 
to this journey – but we are excited about some of the 
pioneering developments taking place to treat and 
ultimately free people from the heartbreak of AT. 

PROJECT

Functional and metabolomic 
analysis of iPSC-derived Purkinje 
neurons from AT patients
SCIENTIFIC LEAD/LOCATION

Dr Marco Foiani & Dr Domenico 
Delia: FIRC Institute of Molecular 
Oncology, Milan, Italy 
COSTS

£80,000
STUDY

This project really is cutting-edge 
science. We know that the cells 
of people with AT are missing 
the ATM protein. What we don’t 
know, is why some brain-cells die 
off in the absence of the ATM 
protein, particularly the Purkinje 
cells and granule neurons. This is 
arguably the biggest question in 
AT research. 

Purkinje cells are large neurons 
with many branching extensions 
found in the cortex of the 
cerebellum of the brain and 
they play a fundamental role in 
controlling motor skills. 

Before answering the question, as 
it is impossible to remove Purkinje 
cells from the brains of living 
people, the scientists first had to 
focus on growing Purkinje cells 
in the laboratory from induced 
pluripotent stem cells, developed 
from the cells of people with AT, 
and turn them into Purkinje cells. 

Once achieved, they will carry out  
a series of analyses of the metabolic 
processes at work in the cells, 
to determine what factors and 
alterations make these cells 
hypersensitive to the absence  
of ATM.

PROGRESS

The team have succeeded in 
creating the first ATM-deficient 
Purkinje cells, a significant 
development in itself. They have 
obtained mature Purkinje neurons 
without needing to involve co-
culture with mouse cerebellar 
granule cells. It is the first time 
this has ever been achieved with 
cells from people with AT. 

The cells are now being produced 
in sufficient numbers so they can 
then be used to screen potential 
drugs and in further experiments 
to understand why it is that these 
cells die off when other neurons 
don’t. So far, imaging analysis 
has been performed in order 
to compare the mitochondrial 
content, structure and activity, 
and an analysis undertaken to 
determine the response to drugs 
that induce metabolic stress by 
targeting the glycolysis pathway. 

Mitochondria are the powerhouse 
of the cell. They produce the energy 
required for the cell’s function but 
can produce by-products that can 
damage cellular components. 

An assessment of the expression 
of certain mitochondrial proteins 
which are defective as a 
consequence of ATM-deficiency, 
on cerebellar biopsies from AT 
patients, is also being undertaken. 

“It is exciting  
that our experimental  

approach will take us a 
step closer to identifying 

neuroprotective drugs  
with therapeutic potential  

for AT patients.” 
Dr Delia

INNOVATIVE
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PROJECT

Natural History of Ataxia-
Telangiectasia (N-HAT)
SCIENTIFIC LEAD/LOCATION

Dr William Whitehouse &  
Dr Emily Petley: University  
of Nottingham, UK 
COSTS

£177,866 in partnership with 
BrAshA-T and Action for A-T
STUDY

A Natural History is a detailed 
description of a condition based 
on extensive data, and is a vital  
document for any rare condition. 
Until now there has been no 
Natural History of AT. It was 
essential for us to address that.  
The project will provide information 
about the progression of AT to 
help families better understand 
and manage the condition. It will 
also be invaluable for designing 
clinical trials and shaping clinical 
guidance so that the most 
suitable treatments and services 
for patients are provided, and 
enabling education, housing, 
mobility and wellbeing needs  
to be better understood. 

Dr Whitehouse and Dr Petley, 
with the help of professionals 
from the two AT specialist clinics 
in Nottingham and Cambridge, 
are using data collected over 20 
years for their study. It is the first 
study of its kind, not only in the 
UK, but across the world and 
will therefore have far-reaching, 
international impact when 
completed. 
PROGRESS

Whilst COVID delayed data 
collection, the three year project 
is nonetheless progressing well 
and a large systematic review on 
the natural history of AT has been 
completed. Some of the results 
from the review were presented 
at the British Paediatric Neurology 
Association (BPNA) Annual 
Conference 2020 in Belfast, and 
were highly commended by the 
BPNA committee. 

The database was constructed 
with the help of the study 
statistician and we are pleased 
that data collection will be 
finalised in 2021, reviewed and 
submitted for publication to a 
peer-reviewed journal in 2021. 

destroy undamaged neurons. The 
Cambridge University team will be 
seeking to confirm that microglia 
are abnormally activated when 
ATM is lost. This work is exciting 
as there is a strong possibility of 
therapeutic intervention since 
drugs already exist that can 
dampen microglial activation.
PROGRESS

The study will commence in 2021.

PROJECT

AT cerebellar neurodegeneration 
and inositol phosphate signalling
SCIENTIFIC LEAD/LOCATION

Professor Tanya Paull: University 
of Texas, Austin, USA
COSTS

£90,000 co-funded by the AT 
Society, BrAshA-T (Australia), 
AEFAT (Spain), Action for A-T
STUDY

Our Scientific Advisory Board 
identified another project worthy 
of investment and we are proud 
to now be funding this exciting 
new project in collaboration with  
other international AT organisations. 

The study will explore a link 
between AT cerebellar neuro-
degeneration and inositol 
phosphate signalling. Inositol 
phosphate regulates calcium 
signalling, which is well established 
to be a major signalling pathway 
required for neuronal function. 
Professor Paull has discovered 
that components for this pathway 
are reduced in samples derived 
from human AT cerebellar 
material. Her working model is 
that loss of ATM causes toxic 
protein aggregation at the sites 
of DNA damage, leading to 
aberrant inositol-phosphate-
regulated calcium signalling, which 
is the critical event conferring 
neurodegeneration in AT patients. 

 

“I am delighted  
that the AT society has  

chosen to support our research, 
which will broaden our 

understanding of the  
mechanisms underlying AT.”

Dr Khorenenkova

PROJECT

Modulation of RELB/p52-
dependent NF-KB activities to 
improve neurodegenerative 
symptoms of AT 
SCIENTIFIC LEAD/LOCATION

Dr Svetlana Khorenenkova: 
Cambridge University, UK
COSTS

£90,000 
STUDY

Over the course of the year,  
we invited scientists from around  
the world, to submit proposals 
exploring the areas of neuro-
degeneration or cancer in AT,  
our priority research areas. It was 
a lengthy but rewarding process  
as the year culminated with our 
Scientific Advisory Board, and 
additional external scientists, 
shortlisting 5 high calibre 
applications for funding. 
Following further rounds of 
presentations and interviews, the 
Review Panel, joined by three AT 
family members, were unanimous 
in selecting Dr Khoronenkova to 
receive the funding. 
Dr Khoronenkova’s study will 
research the underlying explanation 
of why neurodegeneration in AT 
involves loss of cerebellar neurons, 
particularly the Purkinje cells and 
granule neurons. Microglia are a 
form of immune cell present in the 
cerebellum, which are becoming 
increasingly implicated in 
progressive neurodegenerative 
disorders. Dr Khoronenkova has 
evidence that when AT microglia 
are aberrantly activated, they can 

£178k
Joint partnership funding  

for the N-HAT project

Increase in new AT 
diagnosises of young 

children this year alone

20%➜
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DONATE

Thank you to all our supporters

Whether you’ve donated, left a gift in your Will, become 
a partner, or volunteered – if you’ve chosen to remain 
anonymous or not – we are incredibly grateful to each and 
every one of you for your generosity. Without you, our work 
would not be possible. 

Here are just some of the organisations who have made 
significant grants or donations to the charity in 2020. 

Asda Superstores Ltd 
Banner Chemicals Ltd 
Baron Davenport’s Charity
Bartle Family Charitable Trust
BCMY Ltd
Boots UK Ltd
Bright Funds Foundation
CAF Coronavirus Emergency Fund
Cheshire Constabulary Headquarters
Contact for families with  
disabled children
DM Charitable Trust
DBpixelhouse
Department for Digital, Culture, 
Media & Sport
Deutsche Bank AG
Erydel
Fingertips Creative Arts  
Preschool & Forest school
Gordon Fraser Charitable Trust
Gosling Creative Ltd
Hallmark
Harpenden Business Breakfast Club
Harpenden Golf Club
Harringtons Group Ltd

Heathlands School
Hertfordshire Chamber Orchestra
Hugh Fraser Foundation
Ilford Masonic Association
JP Jacobs Charitable Trust
Jiggy Childcare
Jones and Champion
Madano 
Peace and Friendship Lodge
Pears Foundation
Pizza Hut Europe Ltd
Probus Club of Harpenden
Romford Carer’s Society
Rothamsted Research
Severn Trent Community Fund
Sheringham Woodfields School
Simon Langton Grammar School  
for Boys
Spectrum Academy
St Albans Round Table
St Patrick’s Academy
Steve Turzynski & Co.
Tax Assist Accountants
The Adamson Trust

The Ammco Trust
The Bank of England
The Beaverbrooks Charitable Trust
The Card Factory Foundation
The Chelsea Foundation
The Childwick Trust
The Concrete Society
The Eveson Charitable Trust
The February Foundation
The Jarvis (Harpenden)  
Charitable Trust
The Michael and Anna Wix 
Charitable Trust
The Moody Mare
The Much Loved Charitable Trust
The Murphy-Neumann  
Charity Company Ltd
The National Lottery Community Fund
The Paristamen CIO 
The Rothley Trust
The Sandra Charitable Trust
The Sir James Roll Charitable Trust
The Souter Charitable Trust
The St Lawrence Academy
The Sylvia and Colin Shepherd 
Charitable Trust
The Tom Hall Charitable Trust
Vinci UK Foundation
Waitrose & Partners, Harpenden
Wayne Turner Developments Limited

Professor Paull aims to establish 
the differences in expression of 
genes in the brain material of AT 
patient and controls to consolidate 
her finding that there might be 
abnormal calcium signalling and 
to investigate the underlying 
mechanism. This excellent 
proposal used valuable brain 
material from deceased AT and 
control individuals coupled with 
high quality scientific analysis.
PROGRESS

The study will commence in 2021. 

“Help us get  
closer to finding  

a cure for AT, visit  
www.atsociety.org.uk/ 

donate and together we  
can make a difference  

to change lives.” 
AT Society

Additional research areas
We are proactive in our support  
of other global research, whether  
by conducting surveys for them, 
guiding project design or liaising 
with families. Some examples  
of this include: supporting the 
COVID-19 impact on wellbeing  
in families of children with rare 
neurogenetic disorders with  
Dr Charlotte Tye (King’s College 
London); supporting Professor 
Malcolm Taylor’s cancer study  
of AT patients (The University of 
Birmingham); and Dr May Yung Tiet’s 
exploration of cognitive function 
in AT (Cambridge University). 
We have also continued to support 
various clinical trials through the year. 
IntraBio is a global leader in 
discovering, developing, and 
commercialising novel therapies  
and treatments for rare and 

neurodegenerative diseases with 
high unmet medical needs. We are 
supporting its multi-national clinical 
trial of IB1001 (N-acetyl-L-leucine) 
for the treatment of AT. IB1001 
is a modified amino acid that is 
orally administered and has a 
well-established safety profile.  
The study (IB1001-203) is enrolling 
patients from Germany, Spain, the 
United States, and the UK to take 
part in the trial. 
It is of great interest to us because 
of IntraBio’s positive results from  
a parallel clinical trial with IB1001 
for the treatment of Niemann-Pick 
disease type C (NPC) where gait, 
fine motor skills, speech, cognition, 
overall functioning, and quality of 
life were all improved after taking 
the drug. The pandemic has slightly 
slowed recruitment down for this 
trial but we’re hopeful for some 
positive results in 2021. 
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In everything we do, we seek to 
increase confidence, to empower 
and to inspire people living with AT. 
There is no-one more inspirational 
than Jilly who has AT – one of  
our star fundraisers who is also a 
Trustee for the charity. In this role, 
Jilly is responsible for leading the 
charity to do the best it can for all 
those with AT, and her voice and 
involvement at this level is crucial 
to our service delivery, never more 
so than in 2020.
As an exceptional fundraiser and 
the founder of Jilly’s Cupcake House, 
she has raised a massive £12,000 
for the AT Society to date. The 
Cupcake House far exceeded her 
expectations, as she began to 
realise that not only was she making 
money for the AT Society, but it 
was also an engaging way to tell 
more people about AT. Jilly is 
passionate about raising awareness 
about the condition –  
enabling others to feel  
accepted and understood.

“I chose to become  
a trustee because I know  

first-hand of the difficulties that  
people with AT face. By sharing my  

experience, I provide valuable input to  
the Board. It has given me confidence to  
speak up, not just in matters concerning  
the AT Society, but with things in my day  

to day life. This has made me feel  
happier and more content with  

how my AT affects me.”
Jhilna Shah

Trustee and fundraiser 

The team

Directors/Trustees
Michael Detsiny 
Chair of Trustees

Andrew Mills 
Treasurer

Linda Clarke
Lynda Finn
Nicholas Gull 
Professor Penny Jeggo
Jhilna Shah
Lian Yarlett

Patrons
The Lady Parkinson DL 
Mrs Joan Bartholomew
The Lord Bilimoria of Chelsea CBE DL
Mr Brian Conley
The Revd Canon Paul Thomas OBE

Scientific Advisory Board
Professor Penny Jeggo  
Chair 

Dr Anke Hensiek 
Professor Rick Livesey
Dr Cynthia Oviatt-Rothblum
Professor Laurence Pearl 
Professor Malcolm Taylor 
Dr William Whitehouse

Volunteers
Volunteers make a huge contribution 
to almost every area of the Society’s 
work. 
Our ability to achieve all that we do 
would not be possible without the 
support of the many fundraisers 
who often go the extra mile to raise 
awareness and funds for us. Their 
energy, enthusiasm, and commitment 
to raising money for the AT Society 
is something that we are extremely 
grateful for. 

Our two wonderful office volunteers, 
Caryl Guest and Jill Curl, sadly 
stepped down as COVID-19 made 
their work impossible to continue. 
And our Board of Trustees, who 
have a wide range of skills, on top 
of their formal responsibilities to 
oversee the Society, very generously 
stepped in to help with other areas 
of the charity as needed. 
Of course, we also owe a great  
debt to the doctors, therapists and 
researchers, in the UK and beyond, 
who dedicate their time and expertise 
to help people affected by AT and 
to support the AT Society in its work. 
And to all our corporate volunteers 
providing umpteen hours of pro 
bono support. 
We could not achieve all of what we 
do without their time, dedication, 
skills, and enthusiasm.
We look forward to working with 
you all next year.

The AT Society is run by a small team of staff, trustees 
and volunteers, with the enthusiastic backing of a great 
network of dedicated and dynamic supporters across  
the UK and beyond.

Staff

Sophie Arnold 
Communications 
Officer

Emma Lukins  
Family Support  
& Fundraising 
Administrator

Susie Norbury  
Director of 
Fundraising  
& Operations

Jo Reader 
Systems 
Coordinator

Kay Atkins 
Head of Services

Jo Lord   
Finance Officer

Anne Murray  
Advocacy  
& Support 
Manager
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