
 
 

Ataxia-Telangiectasia Society 
 

                         Fundraising and Relationship Manager 
 

       Background information 
 

This is an exciting time to join the A-T Society, a highly-effective charity which punches 
above its weight for a rare condition. You will play the leading role in taking our income 
generation to new levels, to enable us to deliver our ambitious strategy for the next few 
years. This will deliver real improvements to the lives of people living with A-T in the UK 
and beyond, and enable us to exploit the latest scientific breakthroughs to develop 
treatments and ultimately a cure for the condition.  
 
Working alongside an experienced Community and Events Fundraiser and an efficient 
Fundraising Assistant, you will both oversee the development of the Society’s 
fundraising and take the lead in developing and maintaining new and productive 
relationships with companies, trusts and wealthy individuals.  
 
The A-T Society prides itself on being both open-minded and pragmatic, committed to 
harnessing experience and innovation to meet the needs and aspirations of people 
living with A-T. This position offers the right candidate the opportunity to help build 
something really significant, utilising their creativity and existing skills, whilst developing 
new ones across the whole spectrum of fundraising activity.  
 

The condition 
Ataxia-telangiectasia, or A-T, is a neurodegenerative, genetic condition which affects 
many parts of the body, causing increasingly severe physical disability from early 
childhood and premature death. It is progressive, affecting the cerebellum, the body’s 
motor-control centre, and in 70% of cases weakens the immune system, leading to 
respiratory disorders. It also significantly increases the chance of childhood leukaemia 
and other cancers. While A-T is rare, it is estimated that in the UK more than 1 person 
in 200 people carries the faulty gene. 
 

The organisation 
The A-T Society is a national charity providing information and support to people 
affected by A-T and funding and promoting research. Our positive philosophy of Live 
well with A-T expresses our commitment to provide the information and support to 
enable people with A-T and their families to live their lives to the full. At the same time, 



we work to improve treatments and to stimulate and fund research which will ultimately 
find a cure.  
 
We have excellent relationships with people living with A-T and with leading clinicians 
and researchers, in the UK and abroad. We are the only organisation in the UK 
supporting people with A-T and funding research, and one of the most active at 
international level. The information and guidance we provide is accessed by people 
from around the world. 
 
Amongst other things the A-T Society: 

 provides information via a range of media (website, social media, phone contact, 
newsletters, meetings etc.) to families affected by A-T, professionals, schools 
and the public generally 

 provides practical support, guidance and advocacy through a professional family 
support team, as well as support grants and access to a counsellor and other 
specialist services 

 organises information and support events, respite breaks and activity weekends 

 in partnership with the NHS has established and supports national specialist 
clinics at Nottingham and Papworth 

 funds research and supports researchers looking into the cause and cure of A-T  
 
Founded in 1989, the charity has grown over the years. Including this role, we currently 
have four full-time and five part-time staff, supported by a number of regular volunteers 
and summer interns.  
 
We already provide an excellent support service for the 180 or so people in the UK and 
Ireland who currently have a diagnosis of A-T or a related condition. Under the banner 
of Live well with A-T, we are now embarking on a programme of work to build the 
confidence, skills and independence of young adults with A-T and to better engage 
better with the complex emotional and psychological challenges of living with A-T. 
 

The role 
The Society’s income varies a little from year to year but the average of recent years is 
just over £350k. Last year’s figure of £834k was the result of a large legacy. In most 
years, the main sources of income are community and events, which in 2016 accounted 
for almost 30% of our income, grants from trusts and individual and corporate 
donations, each of which contributed about 20%. The rest was made up of a grant from 
the NHS towards our role in the national A-T service and one from the European 
Commission to fund a patient registry, along with other smaller income streams.  
 
The team has grown to include a very-capable part-time Fundraising Assistant, who 
does a lot of work on trusts, and a skilled and highly-experienced Community and 
Events Fundraiser. We also have a regular fundraising volunteer who helps in the office 
and quite often have fundraising interns or temporary volunteers.  
 
While we have a strong record in corporate fundraising having had successful 
partnerships with some major companies (including Pizza Hut UK and WorldPay), we 



feel there is real scope for growth here. Our major donor work is in its early stages 
though and we will be looking to grow this significantly. We are therefore looking for a 
talented networker, someone who will have the confidence and persuasive skills to go 
out and recruit new supporters and develop productive relationships.  
 
Given the relatively small size of the organisation and team, it is important that the post-
holder is willing to ‘roll their sleeves up’ when help is required and work with colleagues 
on different areas or projects.  Our small size helps us to be ‘light on our feet’ and we 
value innovation and creativity – as long as it helps us deliver better support and better 
outcomes for people living with A-T. This also means that the post-holder will have the 
opportunity to contribute to the Society’s planning and strategic development. 
 
The Society has a Fundraising Committee, consisting of members of the fundraising 
team, the chief executive and trustees with experience in fundraising. The post-holder 
will be responsible for managing and making the best use of this.  

 

Terms and conditions 
Hours of work: the post is full time and working hours are 35 per week, normally 9am – 
5pm. However we are prepared to give consideration to requests for flexible working. 
Where work is done outside normal office hours, time off in lieu is given. 
 
Location: the job is based at the Society’s offices in Harpenden and the post-holder will 
be expected to work from there regularly. However the Society is prepared to give 
consideration to requests for arrangements involving some work from home. 
 
The post-holder will be expected, along with all colleagues, to attend the annual Family 
Weekend, usually in late June in different venues each year, which will normally require 
one or two nights’ stay. There may occasionally be other travel which might require an 
overnight stay. 
 
Holidays: all employees are entitled to 25 days of annual leave, (in addition to UK 
public holidays). 
 
Probation: the appointment is subject to the satisfactory completion of a six month 
probationary period. 
 
Pension: The Society operates a stake-holder pension scheme, into which the post-
holder will be automatically enrolled. The employer’s contribution to this is equal to 5% 
of the employee’s salary. 

 
To apply 
Please send a copy of your CV and a letter explaining why consider yourself to be 
suitable for the job and how you meet the person specification by e-mail to: 
william@atsociety.org.uk.  
 
Applications should be received by 5.00 pm on 30 October 2018. Interviews will 
take place in the Society’s office in Harpenden on Tuesday 6 November. 
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