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Working to improve the
quality of life for children
and adults with A -T and
their families through:
Research

e Clinical management

e Support

e Raising awaren ess
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Ataxia -Telangi ectasia Society Registered Charity No. 1105528

Report of the trustees December 31 2009

The trustees, who are directors of the company for the purposes of the Companies Act,
have pleasure in presenting their report together with the audited financial statements
for the year ended December 31, 2009.

Structure

The Society is a charitable company limited by guarantee, incorporated in England and
Wales under company number 5177145. The company was established under a
Memorandum of Association which defined its objects and powers; it is governed by its
Articles of Association. In the event of the company being wound up members may be
required to contribute an amount not exceeding £1 each. The company is registered
with the Charity Commission in England under number 1105528.

Governance

Directors of the company are also trustees for the purposes of charity law. The
directors meet formally four times each year and remain in contact informally
throughout the year. Under the terms of the Memorandum and Articles of Association,
directors either may be appointed by the Board to fill a casual vacancy or are to be
elected by the Societybds membersesve athreetybge annual
term of office. All appointed directors must submit themselves to election at the annual
general meeting immediately following their appointment. There is no limit to the
number of terms a director may serve, subject to approval of the membership in
general meeting. One third of the directors must retire by rotation at each annual
general meeting and each retiring director may offer himself for re-election.

All directors of the company give their time voluntarily and receive no benefit from the
charity by virtue of the office they hold. Any expenses reclaimed from the charity are
set out in note 8 to the accounts. Where a director is a potential beneficiary of the
charity, the holding of his office will not be a bar to his being an actual beneficiary. In
such circumstances, the director declares his interest and takes no part in the
discussion or decision concerning his application for benefit.

New trustees receive an information pack outlining their legal obligations under charity

and company | aw, a copy of the previous year o0s
theannualplan, a copy of the companyés Memanmdandum & .
representative sel ecti on of the Societyds <current it

receive relevant information published by the Charity Commission and are encouraged
to keep abreast of developments both in charity governance and in current issues
concerning A-T.

Organisation

The Board of trustees has no upper limit on its membership. It meets quarterly and is
responsible for setting the strategic direction of the charity and for determining the
policies under which it operates. The Secretary manages the day-to-day activities of
the charity, supported by two part-time permanent employees.
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Report of the trustees (cont.) December 31200 9

The Society is a national organisation operating throughout the United Kingdom and is
affiliated to:

The Genetic Interest Group (AGI Go)
Contact-a-Family

The Neurological Alliance and

The Association of Medical Research

The Society also enjoys good relations with other A-T patient support groups in
France, Germany, USA, Norway, Poland and Australia.

Risk Management

The trustees have a risk management strategy which includes (a) an annual review of
the risks to which the charity may be exposed, and (b) the establishment and
implementation of systems and procedures designed to mitigate the impact on the
charity of the risks identified.  The trustees, recognising that an over-reliance on
income fromgrant-gi vi ng trusts would concentrat
established a fund-raising sub-committee to encourage and assist members and
friends in their fund-raising activities. The trustees are working towards a target of
generating 40% of total income from individuals in the form of (a) the staging of fund-
raising events, (b) encouraging their employers to consider matched funding and (c)
making regular donations, for example through GAYE.

Internal control risks are minimised by the implementation of procedures for the
authorisation of all transactions and the incurring of all financial obligations. A key
element in the management of financial risk is the setting of a reserves policy and its
regular review by the trustees. Procedures are in place to ensure compliance with
health and safety regulations and CRB checks are undertaken where required.

Employees

The charity does not discriminate in any way in the recruitment, training or retention of
employees. The charity actively encourages its employees to enhance and extend
their business competencies generally, but with particular reference to the charitable
objectives of the company, and to develop to the full their individual skills.

Health and Safety

The charity is concerned for the health, safety, well being and security of its
employees, volunteers and those whom it seeks to serve. The charity constantly
reviews its position on policies in these areas to reflect current legislation and best
practice.

Dividends
The charity is prevented by its Articles of Association from paying a dividend or making
any other form of distribution other than in the furtherance of its charitable objective.

Ch a |



Ataxia -Telangiectasia Society Registered Charity No. 1105528

Report of the trustees (cont.) December 3120 09

Aims and Obijectives
The purpose of the Society, as setoutint he companydés Memorandum of
is the relief of sickness and distress among persons suffering from A-T.

Ensuring the Societyds work delivers its ai ms
The directors reviewthe Soci et y6s ai ms, objectives and activ
planning cycle. This review examines the activities of the previous year and measures

the outcomes of those activitiesagai nst tar gets s bytreferencetbhat yea
the benefits delivered to the people the Society is established to support. This review

alsoservest o ensure that the Societyds aims and o
stated purpose.

The directors have referred to the informatonc ont ai ned i n the Charity
gener al gui dance on public benefsiand objebtieea r evi ew
and in planning future activities. In particular, the directors consider how planned

activities will continue to contribute to the aims and objectives they have set.

Howt he Societyds activities deliver public bene
The Soci et yo6s, antdahose peoge whom it tileg ® help, are referred to
bel ow. Al | the Societybs charitable activitie

above and are undertaken to further its charitable purposes for the public benefit.

Focus of the Societyds work
The main objective of the Society during the year under review continued to be the
relief of sickness and distress caused by A-T. In pursuit of this it:-

funded research

worked to improve clinical management
supported families

continued to raise awareness.

rwnh R

Review of achievements and performance

1. Research Activities

1.1  Clinical Research Fellow i Dr Venkat Srinivasan

In August 2006, Dr Srinivasan was appointed, for three years, to the post of Clinical
Research Fellow, based at the Cancer Research UK Institute for Cancer Studies at the
University of Birmingham under the direction of Professor Malcolm Taylor. The Society
funded this post.
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Report of the trustees (cont.) December 31200 9

Dr Srinivasand three-year project was the quantitative neurological assessment of A-T

and the relationship of the rate of neurological deterioration to the type of A-T mutation.
Thus, the primary obj ecwaste eorretate thdspecificrgenetic v a s
profile, as determined by laboratory analysis, of an individual having A-T with the
clinical presentation of the disease in that same person.

Since almost every individual with A-T has his or her own unique genetic profile with
respect to the condition, and anecdotal evidence suggests that this profile determines
both the rate of deterioration and the severity of the condition, it is only by mapping the
genetic profile against the clinical presentation of individuals within a group showing a
range of clinical severity that a basis for accurate prognosis of the course of the
condition can be established.

The results of Dr Srinivasan6 s r e saee awadiig publication. However, once a
reliable and workable model, based on his research, has been developed it will be
used to indicate early, precisely targeted, medical and physical therapies.

1.2 AMRC
The Society is a member of the Association
All research projects submitted to us for funding are peer-reviewed to ensure that:

e the project has scientific merit and is likely to lead to a greater understanding of
A-T and

e the proposed study is not a duplicate of another current or recent research
project and

e the Society is spending its research funds in the best possible way.

2. Clinical Management Activities

2.1  A-T Clinic: Nottingham City Hospital

The clinic, established by the Society in 1993 and currently under the direction of Dr M
Suri, Consultant Clinical Geneticist, has been funded, since April 2009, by A T h e
Nati onal Commi ssioning Group for Hi ghly S
National Health Service. The Clinic provides, over a two-day period, genetic,
neurological and immunological consultations together with occupational therapy,
physiotherapy, speech & language, dietetic and counselling sessions. The clinic also
offers respiratory tests performed by a clinical physiologist in order to monitor more
closely lung function in people with A-T. As currently constituted, six families are able

to attend each Clinic. A total of 17 patients attended clinics in 2009. Five clinics have
been planned for 2010, increasing to six in 2011.
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Report of the trustees (cont.) December 31200 9

The Clinic team comprises:

Dr Jayesh Bhatt (consultant in respiratory paediatrics)
Annette Brown (paediatric speech & language therapist)

Dr Gabriel Chow (consultant paediatric neurologist)

Janet Corderoy (senior physiotherapist)

Sue Crampton (speech & language therapist)

Dr Graham Davies (consultant paediatrician & immunologist)
Dr Nick Davies (consultant adult neurologist)

Mr Richard Gregson (consultant ophthalmologist)

Sarah Jessop (senior paediatric occupational therapist)

Dr Elizabeth McDermott (consultant immunologist)

Sara Pasalodos (genetic counsellor)

Sara Spencer (paediatric respiratory nurse)

Dr Mohnish Suri (consultant geneticist and director of the Clinic)
Dr Gillian White (dietitian)

Dr William Whitehouse (consultant paediatric neurologist)
Patricia Wooler (clinical physiologist)

Su and her father at the Nottinaham Clinic
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