
Job Description
Senior Families and Professionals Advisor (Adult Enquiries)
Fragile X Society
Salary: £40,000 to £46,000 (pro-rata) depending on experience
Hours: 22.5 hours per week (Tuesday, Wednesday and Thursday)
Location: Great Dunmow, Essex with flexible and hybrid working considered
Responsible to: Managing Director
Contract: Permanent

About the Fragile X Society
The Fragile X Society is the UK’s leading charity supporting individuals and families affected by Fragile X conditions, including Fragile X syndrome, Fragile X associated tremor/ataxia syndrome (FXTAS), and Fragile X associated primary ovarian insufficiency (FXPOI).
For more than 35 years we have provided trusted information, guidance, and emotional support to families across the UK. We work closely with clinicians, researchers, educators, and policymakers to improve understanding and support for Fragile X.
Our small and dedicated team supports families at every stage of life, from early diagnosis through adulthood and ageing.

Purpose of the Role
The Senior Families and Professionals Advisor (Adult Enquiries) plays a central role in delivering the Fragile X Society’s information and support service.
The postholder will provide specialist guidance, emotional support, and practical advice to adults, families, carriers, and professionals affected by Fragile X conditions across the UK.
The role involves managing complex enquiries, supporting families navigating health and social care systems, maintaining high quality information resources, and helping ensure that the Society’s advice and information remains accurate, compassionate, and evidence based.
The postholder will also support colleagues through mentoring and contribute to the development of the Society’s information resources.
A structured training and handover period will be provided with the outgoing postholder to ensure effective knowledge transfer and continuity for families.

Key Responsibilities
Family and Professional Support
Lead the handling of adult and carrier enquiries received via phone, email, and other communication channels.
Provide clear, compassionate, and practical guidance to individuals and families navigating:
· adult social care services
· disability benefits and entitlements
· housing and supported living
· health services and genetics pathways
· transition into adulthood
· employment, independence, and ageing.
Provide emotional support to families facing challenging or uncertain situations, recognising that many enquiries involve complex or sensitive circumstances.
Maintain appropriate professional boundaries while ensuring families feel listened to and supported.

Specialist Knowledge and Information
Develop and maintain expertise in Fragile X conditions including:
· Fragile X syndrome
· FXTAS
· FXPOI
· premutation related issues.
Maintain up to date knowledge of relevant areas including:
· adult social care legislation
· disability benefits systems
· safeguarding
· learning disability services.
Ensure the Society’s written materials and online resources remain accurate, accessible, and meaningful for families and professionals.
Contribute to reviewing and updating information resources where required.

Professional Collaboration
Work collaboratively with clinicians, researchers, and professional networks involved in Fragile X and related conditions.
Support the Society’s relationships with specialist services and rare disease networks.
Provide appropriate information and guidance to professionals supporting individuals with Fragile X.

Mentoring and Team Support
Provide mentoring and guidance to the Family Support Advisor supporting child enquiries, offering advice and opportunities for case discussion when appropriate.
Support colleagues in maintaining high standards of information quality and family support.
Contribute positively to a collaborative and supportive team culture.

Information Quality and Development
Support the ongoing development of the Society’s information services.
Ensure information provided to families reflects:
· current research
· accurate service information
· lived experience and practical realities.
Use digital and AI based tools responsibly to assist research and drafting where appropriate, recognising the importance of human oversight and safeguarding.

Clinical Supervision
Due to the emotionally complex nature of the role, the postholder will have access to structured clinical or professional supervision to support reflective practice and wellbeing.

Person Specification
Essential Experience
· Experience providing advice, support, or advocacy to individuals or families in complex situations
· Experience within areas such as disability services, learning disability, social care, health services, or the voluntary sector
· Experience supporting people navigating UK services such as adult social care or benefits systems
· Experience handling emotionally sensitive conversations.

Essential Skills
· Excellent communication and listening skills
· Ability to explain complex information clearly
· Strong empathy and emotional intelligence
· Ability to remain calm and supportive in difficult situations
· Good organisational and case management skills
· Ability to work independently while contributing to a small team.

Knowledge
· Understanding of disability, learning disability, or rare conditions
· Awareness of UK health and social care systems
· Understanding of safeguarding principles.
Knowledge of Fragile X is not required, as training will be provided.

Personal Qualities
· Compassionate and patient
· Professional and reliable
· Curious and willing to learn
· Able to build trust with families and professionals
· Committed to the values and mission of the Fragile X Society.

Working Arrangements
The role is primarily based at the Fragile X Society office in Great Dunmow, with some flexible and hybrid working arrangements considered.
Some travel within the UK may occasionally be required for meetings or events.

What We Offer
· Salary £40,000 to £46,000 (pro-rata) depending on experience
· 25 days annual leave plus bank holidays (pro-rata)
· Additional leave between Christmas and New Year
· Pension contribution
· Flexible working arrangements
· Professional development opportunities
· Clinical supervision support
· A supportive and values driven team environment.

Why This Role Matters
This is a unique opportunity to play a central role in supporting families affected by Fragile X across the UK.
Through compassionate support, trusted information, and strong professional relationships, the postholder will help ensure that families facing complex and often challenging situations receive the understanding and guidance they need.

