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Position: Advocacy Lead 

 

Location: Office / home-based. Some national travel required. 

 

Hours of Work: This is a full-time position, however we are open to discussing flexible 

working arrangements with all candidates, for example, the hours that you work, the location 

where you work, job sharing etc. 

 

Contract: Permanent (following 6-month probation) 

 

Reports To: CEO 

 

 

The Advocacy Lead will advocate with, and on behalf of, the SMA Community to improve 

access to treatments, care and services; amplify and accelerate our vision and mission - 

delivering on strategic priorities around improving lives of individuals, families and the SMA 

Community. 

 

 

To provide accurate information and a wide range of support services for people affected by 

SMA, while working to improve access to the best care, services and drug treatments today 

and funding research projects that can change tomorrow.  

 

 

• Individuals and families affected by SMA 

• Health, education and social care professionals 

• Regulatory authorities, pharmaceutical companies 
• Alliances and partners 

• SMA UK Support Team, charity staff, volunteers and Trustees 

 

 

 

The Role 

Purpose of the Position 

Our Mission 

 

Key Relationships 
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1. To be a recognised leading advocate for access to treatments for SMA, and best 

standards of care for people living with SMA. To do this by: consulting with and 

articulating succinctly the needs of people with SMA and their families to clinicians, 

health regulatory authorities and pharmaceutical companies; working with partner 

organisations and alliances; formulating policy positions based on robust gathering of 

evidence from and on behalf of those we support. 

 

Well informed written submissions are made to regulatory authorities considering SMA 

treatment(s) for NHS funding. 

Patient experts are nominated when requested by regulatory authorities and are well 

supported if selected. 

SMA UK has an articulate respected representative: 

• at regulatory authority committees and meetings 

 

• working with other Patient Advocacy Groups 

 

• participating in patient-related discussions with pharmaceutical companies 

 

• participating in the ongoing monitoring of the roll out of treatment programmes led by 

commissioning and regulatory authorities 

 

• on the SMA Registries and steering groups (SMA REACH UK (children), Adult SMA 

REACH, UK SMA Patient Registry) and clinical networks 

 

• when there are media enquiries about treatment 

 

• when conference / public presentations are needed 

 

Accurate timely summary reports of progress are prepared for the Information Service to 

process. 

SMA UK is recognised by all stakeholders as an effective lead community / patient voice for 

access to treatment and care. 

 

 

 

 

 

 

Role Purpose 
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2. When an issue has wider ramifications than for a single individual and could benefit 

from wider publicity, work with the CEO, Support Team Manager and Comms staff to 

ensure that the voice of SMA UK and appropriate people from within the community are 

heard in both externally and internally driven media. 

 

When appropriate, community issues arising out of our individual support and advocacy 
work are shared and recognised. 
 

SMA UK is seen as an active advocate raising issues which affect our Community. 
 

SMA Community feels well represented. 
 

Advocacy and campaign issues of importance to the SMA community are worked on by 
the organisation in partnership with other groups. 
 

Staff and Trustees are kept informed of key external developments and data affecting the 
organisation and its strategy, and those we support to inform and improve strategic 
decisions and delivery of services. 
 

 

3. Contribute to the leadership of SMA UK 

 

As part of the Management Team, report on the success of our advocacy services and input 
to organisation-wide strategy, including specific approaches to advocacy, related 
communications and support functions. 
 

Governance and Reporting: report quarterly to the CEO on activity and impact of the 
advocacy work, and prepare papers and presentations as required for Board meetings. 
 

 

4. Fulfil the roles required of all members of staff 

 

Address child and adult safeguarding needs 
 

Maintain an up-to-date knowledge of issues and information relevant to the role 
 

When agreed, attend the charity's events which require a Team presence in a 
support or representative role. This may include a weekend day. 
 

Adhere to the charity's budget constraints 
 

Maintain family and any other records as required 
 

Be committed to up-skilling in information and related technologies 
 

Fulfil any other duties required by and negotiated with the CEO 
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Skills and Experience 
 

Requirement 

Experience of advocacy / campaigns for treatment / services / 
other issues. This might have been gained through a previous 
role and / or life experience. 
 

Essential 

Understanding of or interest in UK access to treatment 
processes. 
 

Essential 
 

Awareness of or interest in health, social care and disability 
policy issues. 
 

Essential 

External stakeholder liaison and partnership experience. 
 

Essential 

Confidence in preparing and delivering presentations to a range 
of audiences and ability to summarise and write clearly and 
succinctly. 
 

Essential 

Confidence in dealing with the media or willingness to learn and 
undergo training. 
 

Essential 

The ability to relate to a wide range of people of diverse 
backgrounds with sensitivity and respect. 
 

Essential 

Excellent organisational skills and the ability to meet deadlines. 
 

Essential 

An understanding of and commitment to ensuring child and adult 
safeguarding. 
 

Essential 

Excellent listening, relationship building and communication 
skills. 
 

Essential 

A flexible approach and a good sense of humour. 
 

Desirable 

Qualification in a relevant health or social care discipline. 
 

Desirable 
 

Lived experience of disability. 
 

Desirable 

 

  

  

  

Person Specification and Competencies 


