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Thank you for your interest in the MSA Trust. 
 
You are considering joining a body that has given notable public service for 20 years. Over that time we 
have created a charity that is one of  the best of  its type in the UK and Ireland; it provides invaluable help 
and advice to people who have multiple system atrophy (MSA), and their carers and families and is the 
only UK charity solely funding research into finding the cause and we hope, one day, a cure for MSA. 
 
Our Board comprises a minimum of  five individuals drawn from a range of  backgrounds and 
experience, reflecting the varied communities which the charity serves. 
 
The Board is responsible for the overall functioning of  the charity. In general, it is responsible for the 
quality of  service that is offered by the charity to people whose lives are affected by MSA, their carers 
and families; as well as ensuring the charity’s financial health and strategic direction. 
 
The Board is a team with a broad blend of  skills and experience, supported by professional staff. It 
meets four times a year to consider strategic developments and provide systematic monitoring of  
performance. 
 
Robust discussion at meetings of  the Board is encouraged, though detailed scrutiny can often be 
reserved for its various committees. We have resolved to develop a more visible public presence and 
to build awareness of  MSA amongst relevant groups, including health and care professionals, the 
scientific community and to become more engaged with external partners. 
 
The Board has a strong commitment to improve its own practic to ensure it’s effectiveness and probity. 
Whilst being a charity Trustee requires a serious commitment, the MSA Trust is above all a happy 
organisation and we hope you will be intrigued to find out more. 
 

Professor Clare Fowler 
Board Chair 
 

Welcome letter from  
the MSA Trust Chair
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The Trust, established in 1997 (known as the 
Sarah Matheson Trust until 2010), exists to 

support those affected by MSA, their carers, 
family and friends throughout the MSA journey. 

We do this by providing specialist nurses and 
information, as well as by increasing knowledge 
and awareness of  MSA amongst the health and 
care practitioners working with people with MSA. 
Our goal and aspiration is to one day find a cure 
for MSA and for this reason we commit an annual 
spend (minimum of  £150,000 in 2015) to funding 
research grants whilst, at the same time, looking 
for collaborative partnerships. 
 
MSA is a progressive neurological disease leading 
to premature death. It causes nerve cells to shrink 
in different areas of  the brain which leads to 
problems with movement, speech, balance and 
autonomic body functions such as bladder and 
blood pressure control. It affects around 5 people 
per 100,000, meaning around 3500 people in the 
UK and Ireland will have the disease at any one 
time. It affects adult men and women, and usually 
starts between 50-60 years of  age, but can start 
earlier or later. 
 
 

About the MSA Trust 
Our Mission  
Our Vision is to have a world free from MSA by 
finding the cause and ultimately a cure for 
MSA by funding and promoting research. Until a 
cure is found, the Trust will do all it can to 
ensure that anybody whose life is affected by 
MSA, including families and carers, has 
access to information and support to guide them 
and is not alone in their journey. 

It will strive to enable people with MSA to get the 
best possible care and quality of  life.
 
Further information on the Trust 
More detailed information on the Trust and its 
activities is available from the Trust’s website 
www.msatrust.org.uk. 
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GOAL 1 –  
Develop a volunteer network: 
To develop a programme of  recruiting individuals 
keen to devote their time to supporting the work 
of  the Trust; volunteers will cover three main areas 
– raising awareness, developing local knowledge 
and fundraising. 

GOAL 2 –  
Educate Health and Care 
professionals: 
To extend our reach to the multi -disciplinary 
team surrounding a person with msa and provide 
more information on symptom management; 
the appointment of  our fourth specialist nurse 
will complement the work of  our existing nurses 
in movement disorder clinics and at relevant 
healthcare events; our expanded specialist 
nurse team means we can educate more health 
professionals about MSA within the work settings.
 

The Trust’s strategic 
programme 
Our first five-year strategic plan reflects the views of many  
of our members and our five priority goals for the period  
2014-2019 are as follows: 

GOAL 3 –  
Commitment to research:  
In our anniversary year we will employ a research 
fellow in partnership with the Association of  British 
Neurologists. Our independent scientific panel 
will focus on our growing research commitment; 
we will seek out collaborative partnerships and 
we will continue to focus attention on the funding 
needs of  a continuous programme of  research. 
 
GOAL 4 –  
Increased support for carers:  
to review and develop our guide for carers as 
well as piloting specific carer-focused events to 
provide practical and emotional support specific 
to the needs of  people in the role of  a carer. 
 
GOAL 5 –  
Develop a model for MSA 
specialist clinics:  
To contribute to improving NHS services for 
people with MSA, by promoting and enabling the 
development of  msa specialist clinics wherever 
possible. 
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Governance 
The MSA Trust incorporated in July 2010 and 
is a charitable company limited by guarantee 
and governed by its Articles of  Association. It is 
governed by a Board of  Trustees who give up their 
time in a voluntary capacity and are appointed 
for a period of  three years with the option of  one 
further term of  three-years. The Board Chair is 
appointed for a term of  three years. 
 
Management 
Day-to-day responsibility for the operational 
management of  the Trust is delegated to the 
Chief  Executive, who leads a dedicated 
small staff  team who support the work of  the 
regional nurse specialists, develop fundraising 
opportunities and produce information and 
guidance for those affected by msa, those 
caring for people with msa and the healthcare 
professionals involved in msa. 
 
Legal responsibilities 
Members of  the Trustee Board are personally 
accountable to the Charity Commissioners 
and Office of  Scottish Charity Regulators and 
Company Law for the proper management of  
the charity and its assets, and are required to act 
prudently at all times and in the best 
interests of  the charity and its beneficiaries. 
 
The Trust is a registered charity. The 
responsibilities of  a charity Trustee are specified 
in guidance from the Charity Commission for 
England and Wales. The roles of  Trustees are 
detailed on www.charitycommission.gov.uk/ in the 
CC3 guide. 
 
Trustees are only liable for untrue or misleading 
statements made in bad faith or where 
material facts are deliberately not disclosed.  
A register of  details of  current Trustees is 
maintained. Details will be kept on file for 10 years 
after a Trustee retires from the Board. 

Specific duties of the Board
The duties of the Trustee body include:

    Outlining the strategic vision of  the Trust and 
approving and monitoring the associated 
strategic plans and supporting documents.

    Determining the policy for the management of  
the charity in accordance with the Articles of  
Association.

   Appointing a Chair.

    Appointing the Chief  Executive and senior 
managers and approving their job descriptions.

    Appointing the Chairs and members of  Sub-
committees and approving their activities.

    Approving Annual Reports and Financial 
Statements.

   Receiving and approving all budgets.

    Maintaining a register of  the names and 
addresses of  the Members and a register of  
their interests.

   Approving all large capital expenditure items.

    Co-opting specialists to advise and assist with 
any of  the above.

    Promoting the success of  the charity.

    Contributing to building awareness of  MSA and 
the Trust’s activities.

   Representing the Trust as required/appropriate.

   Exercising independent judgement.

   Exercising reasonable care, skill and diligence.

   Avoiding conflicts of  interest.

   Not accepting benefits from third parties.

    Carry out regular assessment of  the 
effectiveness of  their performance as Trustees.

    Carry out an annual review of  selected policies.
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To ensure Trustees can adequately carry out 
their role there is an expectation that Board and 
relevant sub-committee papers will be read in 
advance and that there is a commitment to attend 
at least 75% of  meetings. 
 
The Trust’s sub-committees 
Sub-committees operate to provide the 
opportunity for more in-depth discussions and 
detailed work on specific areas of  the charity’s 
activities. Trustees sit on sub-committees of  
the main Board, which also include the relevant 
professional staff  and external individuals 
according to needs. Committee Chairs are 
elected by the main Board along with other 
Committee members. Trustees can rotate 
membership of  Committees to provide 
opportunity for full involvement in all areas of  the 
charity’s activities. 
 

Staff management 
Ongoing staff  management is an important issue 
for all Trustees, particularly around: 

  Staff  policies (including terms and conditions) 
and the number of  established posts. 
   Discussions relating to redundancy, dismissal 
or cautioning of  staff  in the event of  serious 
breaches of  conditions of  service. 
  Overview of  personnel procedures. 
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Trustee Board
Clare Fowler (Chair), 

Al Loehnis,  
Hugh Matheson, 
Geoffrey Murray,  

Clare Powell,  
David Burn 

Amy Couture 
Helen Craik 
Niall Quinn

RAG Committee 
Clare Powell (Chair),  

Al Loehnis,  
Hugh Matheson, Helen Craik

In attendance: 
Chief  Executive 

Finance
Auditor 

Joanna Boatfield (Dixon Wilson,  
Chartered Accs)

Scientific Advisory 
Panel

Professor David Burn (Chair), 
Dr Anette Schrag, 

Professor David Mann, 
Professor Gregor Wenning, 

Professor Huw Morris, 
David Oldershaw,  

John Telford, Dr Nin Bajaj 
Professor Niall Quinn

Information & Support 
Head of Services 

Andy Barrick (Full time)

Information & Support Services Manager 
Emma Rushton (Full time)

Services Assistant 
Louise Sizer (Part-time) 

Nurse Network 
Samantha Pavey, Katie Rigg, Jill Lyons

Support Group Network; 
Medical Content and User Groups

Fundraising
Senior Fundraising Manager 

Hannah Hutton (full-time)

Marketing and Events Fundraising Officer  
Tanya Mitra (full-time)

Fundraising Assistant 
Vacant (part-time)

Chief Executive  
Karen Walker 

Finance Officer  
Andre Adeleke (part-time)

Board Committees
Service Committee 

(Chair Hugh Matheson)

Fundraising (& Appeal) 
(Chair Al Loehnis)

Organisation chart 2017
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Trustee roles at the MSA Trust 
The Trust is particularly seeking to recruit Trustees 
with backgrounds or experience in the 
following fields, and specific role descriptions for 
these areas are provided. 

  Finance/IT 
  Legal expertise 
  Provision of  services for disabled people or 
those with healthcare needs
  Fundraising knowledge

Please note: eligibility to act as  
a Trustee 
Trustees are required to sign a declaration to 
confirm that they are not disqualified from 
acting as a Trustee. As part of  this process they 
will need to comply with the Trust’s 
safeguarding policy. 
 
The Charities Act 2011 defines those who are 
disqualified by law from activity as a Trustee. 
These are people who: 
 
-  Have an unspent conviction for an offence 

involving deception or dishonesty, or 
 
-  Are undischarged bankrupts, or are subject to 

bankruptcy restrictions or an interim disorder, or 
 
-  Have entered into an arrangement with their 

creditors which includes an individual voluntary 
arrangement (IVA), and is currently on the 
Insolvency Service Register, or 

 
-  Have at any time been removed from Trusteeship 

of  a charity the Charity Commission or the Office 
of  Scottish Charity Regulators or by the court in 
England, Wales or Scotland for misconduct or 
mismanagement, or 

 
-  Are disqualified or barred from acting as a 

Trustee under the Safeguarding Vulnerable 
Groups Act 2006. 
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Legal Trustee:  
person 
specification 
 
The Legal Trustee will join a Board which  
currently has 9 Trustees. 

S/he will champion legacy and in memoriam 
fundraising at Board meetings, and support 
staff  and fellow Trustees in developing these 
activities. This is a strategic, voluntary and non- 
executive role. 
 
Ideal range of legal skills and  
experience sought: 
 
  will writing 
  Legacy development 
  Partnership agreements 
  Knowledge or personal experience of  
fundraising 
  Knowledge of, or willingness to learn about, 
MSA 
  Support for the Trust’s Vision and Mission

Finance 
Trustee:  
person 
specification 
The Finance Trustee will join a Board which 
currently has 9 Trustees. S/he will help 
implement and monitor the finance, accounting 
and IT activities of  the Trust and report to 
Board meetings, supporting staff  and fellow 
Trustees in developing appropriate finance and 
IT policies, procedures and systems. This is a 
strategic, voluntary and non-executive role. 
 
Ideal range of Finance skills and  
experience sought: 
 
     A strong background and experience in 
finance, including knowledge of  relevant 
legislation, preferably at a senior or 
management level within the not-for-profit 
sector (but not necessarily) CCAB qualified 
and with extensive IT experience 
    An excellent understanding of  financial, 
administrative and audit matters in line with 
legislation and good practice or willingness 
to learn about, MSA 
     Support for the Trust’s Vision and Mission
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Services 
Trustee: 
 
The Services Trustee will use their experience 
and knowledge to ensure our services are 
well targeted and effective.  S/he will support 
strategy development for services and policy 
and promote greater awareness of  MSA and 
the Trust’s work.  

Ideal range of skills and  
experience sought:

  Knowledge of  the MSA patient journey, and 
the range of  services used.

  Knowledge of  user involvement  
  Awareness of  the health and social policy 
landscape.  

  To play an active role (including attending 
and/or speaking) in events related to patient 
experience. 

  Experience of  planning and implementing 
new services initiatives. 

Fundraising 
trustee:  
 
The Fundraising Trustee will bring 
knowledge and expertise of  the issues 
affecting charities in raising funds voluntarily 
and will have experience of  developing 
networks to enhance this work. 

Ideal range of skills and  
experience sought:

  Act as a critical friend to the fundraising 
team.  
  To have a good understanding of  
fundraising and an ability to monitor 
progress of  the team and support where 
appropriate. 
  Support the fundraising team to develop 
a fundraising strategy and ensure it is 
implemented within the scope of  the 
guidance from the Fundraising Regulator.
  Network on behalf  of  the charity to 
support awareness of  the Trust.
  Encourage an entrepreneurial fundraising 
culture and support the assessment of  the 
cost benefit ratio of  each planned type of  
fundraising.
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Visionary role 
Articulating a vision for the charity in the light of  
external forces for change. Reviewing the charity’s 
Mission. 
 
Beneficiary voices role 
Making sure that the voice of  people with 
MSA, their carers and families is always valued 
and appropriate mechanisms are in place for 
receiving and responding to their views. 

Ambassador role 
Representing the work of  the charity and 
championing the needs of  people whose lives are 
affected by the disease. 
 

Generic skills and experience relevant to all Trustees: 

Steering role 
Approving key policies, development plans, 
quality improvement plans. 
 
Accounting role 
Approving annual budgets for revenue and capital 
statements, approving annual accounts and 
annual report and financial audit processes. 
 
Supporting role 
Supporting and advising the Chief  Executive 
and staff, providing practical help and expertise. 
 
Monitoring role 
Monitoring plans, budgets and quality of  delivery. 
Annual review of  selected policies. 
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The Timetable 
Preliminary interviews with the MSA Trust Chair and Chief Executive and possible interviews with 
the Nominations Committee will be confirmed. 

 
How to apply 
To apply for a volunteer Trustee vacancy with the MSA Trust, please provide the following: 
 
    A supporting statement on no more than one side of  A4 explaining how you believe your skills 
and experience match the requirements of  the role you are interested in, directly addressing the 
requirements specified in the role description. 

 
   A CV or outline of  your past work/voluntary history including details of  your achievements in each role 
plus details of  two referees (whom we will only contact with your prior consent). 

 

Please provide the above information in writing to: 
 
Professor Clare Fowler - Board Chair 
MSA Trust 
51 St Olav’s Court 
Lower Road 
London 
SE1 7SJ 
 
or by emailing to karen.walker@msatrust.org.uk  
 
If  you would like to discuss the Trust and/or any Trustee vacancy, please contact Karen Walker,  
Chief  Executive at karen.walker@msatrust.org.uk or call 0333 323 4591

 
Key dates
Application Deadline - 30th April 2017

Informal Meeting with trustees - 10th May 2017 (Central London Location)

We very much look forward to hearing from you.  


