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AT Society Trustee Role Description  
Help shape a better future for people affected by ataxia telangiectasia
The AT Society is the only UK charity dedicated to supporting people affected by ataxia telangiectasia (AT), a rare, progressive genetic condition. We provide specialist support for families and fund vital research to find a cure. 
We are seeking two new Trustees to join our Board and help ensure that the charity remains well governed, compliant, and positioned to deliver maximum impact for the AT community.
We are looking for applications from people who have ataxia telangiectasia themselves, and from professionals with the following experience: 
· Legal 
· Commercial 
· HR 
· Pharmaceutical 
This is an opportunity to use your experience to make a meaningful difference to the lives of children, young people and adults living with this rare condition.
About the role
As a Trustee, you will work collectively with fellow Board members to oversee the strategic direction, financial sustainability and governance of the charity.
You will provide an informed perspective that helps the Board identify and manage risks while ensuring the charity operates in accordance with its legal duties and charitable objectives.
Trustee responsibilities
As a Trustee of the AT Society, you will:
· Ensure the charity pursues its charitable purposes for the public benefit
· Contribute actively to the development of the charity's strategy
· Safeguard the charity's assets, reputation and long-term sustainability
· Ensure effective financial oversight and good governance
· Monitor organisational performance and risk
· Act in the best interests of the charity and its beneficiaries
· Support and appropriately challenge the Executive team to achieve the charity's objectives.
Personal Conduct 
Trustees have a personal responsibility to: 

• act in the best interests of the Society, putting these before their own interests or those of any other individual or organisation
• contribute to discussions and share responsibility for Board decisions 
• act at all times with honesty, integrity and transparency 
• respect the confidentiality of information about the Society and about individual staff, volunteers, beneficiaries and supporters
• treat everyone involved with the Society with courtesy and respect 
• prepare for meetings, to ensure that they are properly informed before taking decisions, and act with an independent mind 
• act as an ambassador for the Society at all times
Each trustee should use any specific skills, knowledge or experience s/he has to help the Board reach sound decisions. 
Person Specification  
It essential that you will be committed to our values and share our vision that every person affected by AT has access to high-quality treatment, information and support. 
It is also essential that you will be able to think strategically and practically about the challenges and opportunities the organisation may face, whilst also providing leadership, scrutiny and support. 
You will need to exercise good, independent judgement and able to work effectively as a member of a team. 
An understanding and acceptance of the legal duties, responsibilities and liabilities of trusteeship will be required. 
Individuals with a good working knowledge of the charity sector and/or health and social care sector would also be welcome.
Previous Board experience is not necessary, but an understanding of, or a willingness to train in, the principles of good governance in the charity sector is essential. 
What you'll gain
In return, you will have the opportunity to:
· Use your expertise to create meaningful impact
· Develop your leadership and governance experience
· Help shape the future of a national rare disease charity
· Work alongside a committed and skilled Board of Trustees
· Build your experience of charity governance and strategic leadership
· Make a lasting difference to families affected by AT.
Time commitment and terms 
· Attend approximately four Board meetings per year (usually, three online and one in person) 
· Participate in occasional ad hoc smaller group meetings (usually optional). Attend key events being led by the charity (desirable) 
· Allow time for reading Board papers and preparing for meetings.
Trustees are elected to their position at the annual AGM. The term of office is 3 years. A maximum of two terms can be served, unless there is a special circumstance to stay for another term.  
This is a voluntary role and is therefore unpaid. Out-of-pocket expenses are reimbursed when they occur.
Diversity and inclusion
The AT Society is committed to building a diverse Board that reflects the communities we serve. We welcome applications from people of all backgrounds and particularly encourage applications from individuals with lived experience of disability, rare conditions, healthcare, research, law, governance and the voluntary sector.

Join us
This is a rewarding opportunity for a person with AT, and a professional (past or present) who wants to apply their expertise beyond the workplace and help improve the lives of people living with a rare condition.
There are two ways to apply for this role: 
1. You can apply by sending your CV and covering letter (500 words) explaining your suitability for the role, to: susie@atsociety.org.uk, with the subject ‘Trustee Role’. 
2. Or you can apply online at: Trustees - AT Society
The recruitment process will involve an online panel interview in January or February 2027. There will be opportunities for informal conversations and meetings during the process if required. The successful candidate will be expected to participate in a 3-month induction programme, before being confirmed in post. References will be taken up for successful applicants, and all trustees are DBS checked and undertake safeguarding and child protecting training as part of their role. 
For an informal discussion about the role please contact Susie Norbury, Director of Fundraising & Operations, in the first instance by email at susie@atsociety.org.uk 
Closing date: 15th January 2027
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