Nystagmus Network ®

Chief Executive
Officer

Part-time - 3 days per week - 12-month fixed-term contract




Welcome

Thank you for your interest in becoming the next Chief Executive of the
Nystagmus Network.

We are a small but ambitious charity with a clear purpose: to support,
inform and connect people living with nystagmus, and the families and
clinicians around them. Over the years we have built a trusted voice in
the eye-health community, a committed network of supporters, and a
body of research and information that people rely on at the moment
they need it most.

We are now ready for our next phase of growth, and we are looking for
an inspiring, engaging and diligent leader to guide us through it. As
Chief Executive you will hold overall responsibility for our strategy,
governance and external profile, working closely with the Board of
Trustees to keep us focused, effective and financially sustainable.
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This is a hands-on leadership role in a lean organisation. You will lead
on securing significant income through major trust and statutory bids,
shape our communications and brand, and take ownership of the
insight and data that demonstrate our impact. Just as importantly, you
will be a visible and passionate ambassador for our community —
equally at home with an ophthalmologist as with a family navigating a
new diagnosis.

You do not need to have been a Chief Executive before. What matters
is sector experience, credibility with funders and trustees, and the drive
to turn vision into deliverable plans. We particularly welcome
applications from people with personal experience of nystagmus or
other eye conditions.

If that sounds like you, we would love to hear from you.

Sam Jones

Chair of Trustees, the Nystagmus Network



About the Nystagmus

Who we are

Nystagmus is a condition that causes involuntary, repetitive movement
of the eyes. It can be present from early in life or acquired later, and it
affects vision in ways that range from mild to significant. For many
people it also shapes daily life - at school, at work, and in how they are
understood by others.

the Nystagmus Network exists to make sure no one faces that alone.
We support people living with nystagmus, raise awareness of the
condition, and connect our community with the information, research
and people that can help.
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What we do

e Provide trusted information and a network of support for people with
nystagmus and their families.

e Fund, follow and champion research into the condition and its
treatment.

e Build relationships across the eye-health system, from clinicians to
partner organisations.

e Engage our community and raise the funds that make our work
possible.

How we are funded

Our work is sustained principally through grants from trusts and
foundations, statutory funding, and the generosity of individual
supporters. Growing and diversifying this income is central to the Chief
Executive role.



The Role

AT A GLANCE

Chief Executive Officer
Part-time, 3 days/week

12-month fixed-term

September 2026

Board of Trustees

Direct reports

e Head of Networks, Research & Information

e Community Engagement & Fundraising Coordinator
e Families and young children Project Manager

e Other fractional / contractor relationships
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We are looking for an inspiring, engaging and diligent leader to guide the
Nystagmus Network through its next phase of growth.

e Hold overall responsibility for the organisation's strategy, governance and external
profile, working closely with the Board of Trustees.

e Lead on securing significant income through major trust and statutory bids, and
produce compelling impact reports.

e Oversee communications and brand, working with fractional external expertise for a
consistent, professional presence.

e Take ownership of the charity's data strategy and CRM, using insight to drive decisions
and demonstrate impact.

e Be a visible, passionate ambassador — equally at home with a clinician as with a newly
diagnosed family.




Job Description

What you will do

Strategy & leadership

e Lead on organisational strategy and
long-term planning with the Board.

e Motivate and support staff, volunteers
and the wider community.

Communications & data

e QOversee external communications and
brand with fractional support.

e Manage the charity's data and CRM
systems.
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Governance & finance

e Ensure strong governance and
compliance with charity law and
regulation.

e Maintain financial oversight and keep the
charity sustainable.

Stakeholders & profile
e Build relationships with clinicians,
funders and partner organisations.

e Act as an ambassador across the health
system and beyond.
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Fundraising & income
e Write and oversee major trust and
statutory funding bids.

e Produce high-quality impact reports for
funders and supporters.



Person Specification
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You will bring a demonstrable track record of success in a senior leadership role, ideally within the charity sector. Previous CEO experience is not
required, but sector experience is essential. Understanding of the lived experience of a visual impairment or long-term condition is desirable.

Experience & knowledge

e Demonstrable track record of success in a senior charity or
comparable leadership role.

e Strong experience in fundraising, funder management and
reporting (essential).

e Strong experience in implementing organisational strategy.

e Proven track record in business development, fundraising and
partnership-building.

e Productive stakeholder relationships, including in the health or
social care sector.

e Experience of governance, risk, compliance and financial
oversight.
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Skills, abilities & personal attributes

e Qutstanding strategic skills, with the ability to translate vision into
action.

e People-driven — especially in volunteer management — able to
inspire and empower others.

e Excellent diplomacy, and the ability to work productively with a
Board of Trustees.

e Strong communication, presentation and negotiation skills.

e Resilient and pragmatic — hands-on while keeping sight of the
bigger picture.

e Passionate about making a difference for people living with
nystagmus.



Nystagmus

Salary, Benefits & Working
Arrangements

Salary

Contract

Holidays

Pension

Location

Diversity & inclusion

nystagmusnetwork.org

£44,00048,000 per annum, depending on experience, pro rata for 3 days per week.
12-month fixed-term, part-time at 3 days per week. Start September 2026.

15 days annual leave (pro rated for 3 days) plus bank holidays.

Up to 5% towards the workplace pension scheme.

Remote with periodic in-person meetings and occasional travel.]

We welcome applications from all backgrounds and particularly value the insight of candidates with personal
experience of nystagmus or eye conditions.




How to Apply

To apply, please send your CV and a supporting statement to
stevie.tyler@nystagmusnet.org by Monday 27t July at 9am
We are committed to an inclusive process please tell us if you need any adjustments.

Covering letter questions to answer (one page max)
e What is it about your previous experience that makes you a good fit for this role?

e Please describe what you consider to be the biggest opportunities for the Nystagmus
network

e What made you apply for this role?
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KEY DATES
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27th July 2026

4th, 5%, 6t August

Week commencing 10t
August

ASAP - September 2026



mailto:stevie.tyler@nystagmusnet.org

GET IN TOUCH

Stevie Tyler
Interim Executive Director
Stevie.tyler@nystagmusnet.org

Nystagmus Network ®
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