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T h a n k y o u

M e e t Lilly Day

Lilly was born in May 2009, and 
appeared to be a healthy, normal 
baby. Things started to change 
after a couple of years when her 
parents noticed that she hadn’t 
progressed past the “wobbly 
stage”. After many trips to the 
hospital and countless tests Lilly 
was finally diagnosed with the 
rare and devastating genetic 
condition Ataxia Telangiectasia.

Her dad, Joe, says, “Funding 
medical research is vital if we 
are ever to find a cure or 
treatment for children like Lilly.”

To learn more about Lilly’s story 
visit actionforat.org/lillys-story/

In July 2017, the WASPS Legends Charitable Foundation made a generous contribution of £2,500 
towards the IMAGIN A-T project at the Nottingham University Hospital. As your generous gift 
contributed towards the cost of the study, we felt it was appropriate to update you on the 
progress made to date.

IMAGIN A-T is a 3 year observational study, designed to assess if two new methods of lung 
health assessment (Oxygen Enhanced Magnetic Resonance Imaging, and Lung Clearance Index) 
are able to assess the lung health in the ultra-rare disease Ataxia-Telangiectasia (A-T). 

We are only able to support studies like IMAGIN A-T thanks to the generosity of individuals and 
trusts such as yours. I would therefore like to thank you on behalf of the children and families 
living with A-T, for helping us achieve our mission and for offering hope to the those who need it 
most.

Sean Kelly
Action for A-T Chief Executive

http://actionforat.org/lillys-story/


A b o u t A c t i o n  f o r  A - T
Action for A-T was established in 2012 by parents whose
daughter (pictured opposite) was diagnosed with a rare
neurological condition named Ataxia Telangiectasia or A-T for
short. The charity’s mission is simple, we aim to speed up the
process of identifying a cure for A-T or treatments that delay or
prevent the disabling effects of the condition. We do this by
seeking and funding high quality peer-reviewed medical
research both in the UK and around the world.

Since 2012, we have invested more than £1.7 million in 27 A-T
related research projects around the world and have a number
of exciting new research opportunities in the pipeline. The
charity has its own highly qualified multi-disciplinary medical
advisory and peer review panel and a grant management
process which has led us to achieving a best practice award
from the national Association of Medical Research Charities
(AMRC).

Evie Read Aged 9

the research you fund

Children and adults living with A-T are at the
heart of everything we do. Through research,
we aim to make a positive impact on their
lives. Our sole focus is to raise funds for this
purpose; as well as working to drive research
and awareness of the condition. We have an
award winning peer review process and are the
leading funder of A-T medical research in the
UK.
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P r o g r e s s  t o  d a t e

“This study will open the door to

Meet Zach Wheeler

Zach was born in November, 2008. Apart from his balance being a little ‘wobbly’ as a
toddler, he hit every developmental milestone in infancy so his parents were not
expecting a serious diagnosis. A diagnosis of A-T came as a huge shock for the family.
Zach has a twin brother who was also diagnosed with A-T.

Zach’s mother Tania says “Without research, nothing will ever change and children
and families like us will continue to have to suffer the devastating effects of A-T.
Medical research is the only way to enable scientists to learn about the condition and
how to potentially develop treatments to improve life for children and adults living
with A-T.

Overview
New lung treatments are urgently required to improve survival rates in A-T
patients. There are a large number of potential respiratory therapies which
could translate from other conditions to A-T but at present, there are no
reliable tests to prove if these treatments have been effective. The
Nottingham based team will trial two new techniques over a 3 year period
to measure the lung health of a group of children with A-T. If these tests
are reliable, they could provide suitable measurements of lung health that
can be used in future clinical trials.

Initial Work
Since the project was confirmed at the start of 2017, the team have been
working hard behind the scenes in preparation for their study. A large part
of this work involved gaining the required ethical approvals and these were
eventually granted in October 2017 allowing the study to officially begin. At
this time, the team began trialling their proposed techniques with healthy
volunteers to ensure that they are transferable to A-T patients.

Initially, they have been working with the Sir Peter Mansfield Imaging
Centre to ensure that the MRI equipment is correctly calibrated and the
scanner images are of the highest quality.

In addition, they have also trialled their new Lung Clearance Index
Measurement test on healthy volunteers as A-T patients cannot make the
required tight seal between the traditional mouthpiece and their lips. The
team replaced the mouth piece with a tight fitting face mask and the
healthy volunteer study demonstrated that there is good agreement
between a mouth piece and a face mask. Face masks will therefore be used
to determine the Lung Clearance Index (LCI) of the IMAGIN A-T study
participants.

With the preparatory work now complete, the team have begun the
recruitment phase of the study and to date, 5 of the 25 patients have
signed up. These and the remaining participants will undergo their scans
when they visit the A-T clinic (also based in Nottingham) over the coming
months. The initial patient scans have already been scheduled and these
will take place in the next two months.

IMAGIN A-T - Advanced lung imaging and function testing in Ataxia Telangiectasia

The university are due to invoice us for the first 6 months of the study in March 2018. At this point the first wave of
MRI scans will have been carried out and the grant received from the WASPS Legends Charitable Foundation will
have been committed in full.

“People with A-T and their families 
need therapies right now, but no 
treatment has been subject to a 

proper clinical trial”

Dr Jayesh Bhatt
Nottingham University Hospital

The Impact
This study will inform clinicians when
they are weighing up whether the lung
health of a patient has improved,
worsened or remained stable.

It will also build on existing experience
of the progression of lung disease and
could result in the first randomised
trials of lung health to be run in children
with A-T anywhere in the world.
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“Finding a cure for A-T is only a matter of time and 
money and more money means less time”

Dr Richard Gatti
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