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WELCOME TO FAHR BEYOND

Fahr Beyond was established in 2016 as a response to the experience of our Founder being
diagnosed with Fahr’s Disease and lacking any community or support.

Fahr’s Disease (Primary Brain Calcification) is a rare neurodegenerative disease. It is a genetically
inherited neurological disorder characterised by calcium deposits in areas of the brain that control
movement. We also support people with Fahr's Syndrome, which is similar to Fahr's Disease but
usually is not attributable to a single cause, and it is more likely to be due to environmental factors
(e.g., toxicity or trauma). To complicate matters, Fahr's is also known by over 30 other names, such as
Primary Familial Basal Ganglia Calcification (PFBGC).

Fahr Beyond is the only registered charity in the world to support people with Fahr’s. Although Fahr’s
is commonly misdiagnosed as Parkinson’s or Alzheimer’s, it could be estimated that there are
approximately 8,000 people in the UK and globally approximately 200,000 living with Fahr’s.

Fahr Beyond works closely with medical professionals at the National Hospital for Neurology and
Neurosurgery in London. We are proud to have had an instrumental role in creating the Fahr’s
Service within the Movement Disorders clinic and key links with the Neurogenetics clinic. We also
work with clinicians and other patient groups internationally.

Now we are seeking to mobilise the community to become more resilient. Importantly, we are

seeking to establish online patient support groups that are self-sustaining and help address
loneliness.

Please look at the Job Description and Person Specification to find out more.
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JOB DESCRIPTION

Job Title: Community Engagement & Support Officer
Salary: £38,000 FTE
Terms: Fixed Term for 35 weeks
0.6 post (working 22 hours per week)
About the role: The Community Engagement & Support role is about providing greater sustainability

and resilience for the Fahr’s Disease community and Fahr Beyond as a charity. The
post holder will be building the capacity for Fahr Beyond to provide support for
people living with Fahr’s and their families through creating a volunteer network
that can provide an ongoing fortnightly support group. Additionally, through
working with other organisations, the post holder will develop more support
pathways and opportunities for patients; this is envisioned as strategic work within
the Parkinson’s and Dementia space.

This post will also play a key role in bridging Fahr Beyond’s work with the community
and medical professionals to develop awareness of Fahr’s Disease.

What you will do: Volunteer Mobilisation & Management

e Support the development of a volunteer strategy

e Actively manage the establishment of a volunteer network utilising prior
expressions of interest, and you will support the onboarding of volunteers

e The main point of contact for volunteers and help resolve matters they may have

Engagement & Communication

e Monitor and respond to incoming correspondence to Fahr Beyond, along with
assigning any actions for response to the appropriate volunteer

e Support the trustees and volunteers with managing Fahr Beyond’s social media

o Work with Fahr Beyond volunteers to ensure that Fahr Beyond maintains regular
communications with patients, medical professionals, and key partners

e Represent Fahr Beyond at sector events and/or meetings, particularly with
organisations we are a member of

Project & Event Management

e Support (and if required coordinate) Fahr Beyond’s education and awareness
events for Fahr’s Disease, and events connecting multiple stakeholders in the
Fahr’s Disease space

e Support volunteers in creating fundraising and community involvement activities
(online and potentially in-person)

Diary
e Managing events and calendar commitments for Fahr Beyond (helping to
allocate trustees and other volunteers)
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What you will You will bring prior experience of community engagement, ideally within a medical
bring: charity and/or volunteer-led organisation.

You will be a self-motivated, approachable, and caring person who is passionate
about helping people’s quality of life and committed to improving the outcomes of
people with Fahr’s Disease and their families.

You will have experience of providing patient/customer orientated care, with
excellent communication skills, handling enquiries in a sensitive, diplomatic but
assertive manner.
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PERSON SPECIFICATION
Essential Desirable

Experience:
Proven prior experience working in an external-facing role supporting a X
patient community
Prior experience of working in a customer/patient facing organisation X
Knowledge of the charitable sector X
Prior experience of volunteer management within a medical charity
setting X
Prior experience in supporting/managing events for multiple X
stakeholders
Academic/medical research experience (including published works) X
Experience of fundraising X
Experience in facilitating online events/discussions X
Experience of working autonomously without close supervision X
Skills:
Excellent communication skills X
Competent use of social media X
Meticulous attention to detail X
Excellent project management skills X
Excellent organisation and diary management skills X
Ability to work with distressing and sensitive information X
Excellent partnership working skills (ideally between volunteers,
patients, and other stakeholders) X
Excellent digital skills X
Ability to design appealing publications X
Academic writing with publishable quality writing X
Qualifications:

FAHR BEYOND | COMPANY NUMBER: 10545212
CHARITY NUMBER: 1197040 | HMRC CHARITY REFERENCE NUMBER: ZD06656



Fahr Beyond

Fahr Beyond, 24 Brentingby Close, o
Melton Mowbray, Leicestershire, LE13 1ES
E: enquiries@fahrbeyond.org | W: www.fahrbeyond.org

Relevant undergraduate degree (or equivalent prior experience) X

Event Management Certification X
Safeguarding Certification X
PR or Social Media Training X
Master's degree or postgraduate qualification X

ADDITIONAL INFORMATION

We understand that this post is 22 hours, equivalent to 3 full working days. Due to the nature of the role
supporting an international community, the post holder is expected to be flexible with working time.
Whilst our preference is for three working days across the working week, we will consider requests for a
different usual working pattern. We welcome applications from any qualified persons residing in the
United Kingdom.

We are committed to ensuring there are equal opportunities and providing an inclusive working
environment.

This role does not meet the minimum requirements set by UK Visas & Immigration to enable sponsorship
of migrant workers. Therefore, we cannot progress applications from candidates who require
sponsorship to work in the UK. Please ensure that you have the appropriate right to work in the UK for
this role and consult the Home Office website for further information.

Please note that this role is exempt from the Rehabilitation of Offenders Act and successful applicants
are required to declare all unspent conditional cautions and convictions and any adult cautions (simple or
conditional) and spent convictions that are not protected as defined by the Rehabilitation of Offenders
Act 1974 (Exceptions) Order 1975 (as amended in 2020). Persons in this role will be required to undergo
an Enhanced DBS Check.

Interviews for this post will be held on Thursday, 30" July 2026.
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HOW TO APPLY

We hope you will consider making an application to join Fahr Beyond.

Please send your CV (no more than 3 A4 Pages) and a Covering Statement (of no more than one A4
page) in a PDF or Word Document format by email to Dr Adam Tate, Chair of Trustees with the
subject ‘Community Engagement & Support Officer — Application’ by 9:00am (BST) Friday 24" July
2026 on the Charity Job website.

Please do not hesitate to contact me should you want to have a confidential, informal chat about the
role, or wish to find out more before applying. Email: adam@fahrbeyond.org
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