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About us

What is Aplastic Anaemia?

Aplastic anaemia (AA) is a rare illness of the immune system, whereby it attacks the bone marrow, 

destroying stem cells and halting the production of all blood cells - red, white blood cells and platelets. 

This affects people’s ability to function – they may bleed simultaneously, bruise, attract life-threatening 

infections and are haunted by extreme fatigue. If untreated, people die quickly.  

Around 100-150 people are newly diagnosed with aplastic anaemia (AA) annually in the UK, making it 

an extremely rare disease. It can affect anyone of any age and gender, but it peaks in the most 

vulnerable – 0-22-year-olds and the elderly (60+). Between 30-40 children will be diagnosed with 

aplastic anaemia in England every year.

The Aplastic Anaemia Trust

The Aplastic Anaemia Trust (AAT) is the only charity in the UK which is focused on providing

everyone affected by aplastic anaemia and associated bone marrow failures with information,

plus patient and family-focused emotional, practical support, and which is committed to

research so that treatments and care are improved, and a cure can be found.

We have built productive working partnerships with major research centres of excellence, including St

George's and King's College Hospitals in London, providing us with direct access to world-class

experts, state-of-the-art labs and excellent patient care. Access to this medical and scientific expertise

puts us in a strong position to identify areas of need, raise funds for research, and engage with the

expert community in the UK and internationally.

Our vision is a world free from aplastic anaemia and allied rare bone marrow failures.

Our mission is to provide everyone affected by aplastic anaemia and allied rare bone

marrow failures with the information, emotional, psycho-social and practical support they

need – when they need it, how they need it and where they need it the most. This includes

children, adult patients and their loved ones.



Our strategic objectives

In January 2020, following a strategic review, the AAT Board of Trustees decided to focus its future

effort on the achievement of the following strategic objectives:

• Developing its role as a grassroots organisation, the AAT will provide every patient and their

family affected by AA, with excellent quality information, emotional/ psycho-social and practical

support to ease the disease burden across the UK.

• Developing and implementing a comprehensive patient advocacy programme, the AAT will

champion AA patients’ rights for excellent quality care and treatment nationally, irrespective of

where they live, raising the profile of the disease and the work of the AAT.

• Through collaborative working, the AAT will act as an enabler of transformative research, focusing

on improving patients’ quality of life and finding a cure.

Our new CEO will also be working to address:

• The impact of Coronavirus – the inevitable need to restore support initiatives to pre-Coronavirus

levels.

• The continued development of our digital infrastructure, including the planned implementation of

system upgrades.

• Our commitment to improve our representation in Scotland and Northern Ireland.



All of our work is guided and inspired by the needs of our patient community, and it is made possible by

effective fundraising. At present we receive no government funding.

We provide a moderated and safe online community via a closed Facebook group that enables a

24/7 empathetic peer-to-peer support to everyone affected by aplastic anaemia and allied rare bone

marrow failures.

1. We provide people with reliable and up-to-date information that answers practical and

treatment related questions.

2. We make digital resources available through our website and proactively distribute treatment-

related information resources across treatment centres nationally.

3. We advocate on the patients’ behalf across care providers in the UK for better quality care and

support.

4. We provide a helpline that:

i. answers aplastic anaemia and quality-of-life related questions;

ii. matches patients with individuals with similar experiences;

iii. signposts patients to other relevant organisations for additional support and information

where we cannot help them ourselves.

5. We organise Outreach events to get aplastic anaemia patients and their families together, for

mutual face-to-face support. These events are co-produced with patients and their carers to

make sure the format and content fully meet their needs and expectations. We invite experts to

offer advice and information across areas that patients see as a priority.

6. We enable research to find a cure that works for all, working with leading AA scientists,

research centres and other partners.

7. We raise awareness of the rare disease and the needs and challenges that the patient

community faces by organising targeted awareness campaigns, producing media articles and

speaking at national profile-raising events.

What does the AAT do?



Over the last two years the AAT has undergone a period of planned and sustained growth

and transformation, establishing the foundations for future success.

• Annual turnover has more than doubled, with a strong reserves position thanks to financial

prudence and efficient operation.

• The number of patients and families reaching out for information and support has grown

from 800 to 1,650, making the AAT the Go-To organisation for every patient and family from

diagnosis and beyond, and for clinicians seeking easy access to excellent quality

information and resources for their patients.

• A national Outreach programme to support people closer to where they live; a digital

support offer, the AAT Connect, has been launched to help deal with the Coronavirus.

• An innovative programme is underway to develop the MarrowKidz programme, which once

completed will, for the first time, enable the AAT to address directly the needs of young AA

patients and their families nationally.

• Income streams have been diversified, with funds secured and positive relationships

established with high profile national funders, such as the National Lottery as well as

regional grant giving trusts and foundations, and industry partners.

• Profile significantly increased on the back of a new dynamic brand, a new fully functional

and future-proofed website and targeted national awareness campaigns.

• Significant funds have been leveraged for research, with the AAT’s first Research Strategy

put in place, guiding its activities.

• New collaborative partnerships have been set up, such as the “Together for Healthy Marrow

Alliance” bringing together patient-focused organisations in related diseases’ areas, to

assist knowledge transfer and learning. National policy and advocacy platforms have been

accessed, including Genetic Alliance UK.

• The Board of Trustees has been diversified with the addition of new Members, bringing with

them additional expertise in allied disease areas, paediatric haematology, comms/ digital

and patient advocacy.

• A robust governance and policy framework has been implemented to ensure compliance

with regulatory requirements.

• Organisational capacity substantially increased, including staff and an engaged volunteer

base.

Achievements



Organisational overview

Team: The AAT team consists of the CEO, the MarrowKidz programme manager (both full time

roles), a p/t Outreach Co-ordinator (post vacant currently), a consultant Fundraiser (1 day per week),

and a p/t administrator. Funds are being sought for Outreach work in Scotland and Northern Ireland.

Volunteers: The AAT’s pool of volunteers stands at 50, providing an invaluable, active and flexible

resource to support the team with a variety of activities.

Funding: The AAT receives no government funding and relies entirely on voluntary donations and

fundraising activities. Administration and running costs are kept to an absolute minimum.

Income: During 2019, the AAT received income totalling £370K, of which 40% was from community

and individual fundraising including events, and the remaining 60% from grants. In line with its

reserves policy, the Charity holds 12 months of unrestricted reserves.

The AAT is seeking an inspiring leader, to succeed the

current CEO, who will be stepping down having made

significant progress in delivering our extensive and

ambitious modernisation programme. This is an

opportunity for an experienced, energetic and dynamic

person who will lead the AAT and the implementation of

its strategy, so that it can achieve its goals and realise its

full potential, a challenge made more complicated in the

short term by the Covid-19 crisis. They will come with a

strong track record in the charity sector, and will relish the

multi-faceted nature of the role, and be an empathetic

self-starter who has excellent interpersonal skills and who

demonstrates a strong commitment to community-

building, advocacy and improving the lives of every AA

sufferer.



Role profile

Job title: Chief Executive Officer

Reports to: The AAT Board of Trustees

Responsible for: The leadership of the organisation

and the management of all staff,

freelancers, suppliers and volunteers.

Purpose:
• Champion the Charity’s and its beneficiaries’ interests nationally and internationally.

• Provide inspirational strategic direction and robust operational leadership to the Trust.

• Work in partnership with and advise the Board of Trustees, implementing its vision and

identifying, developing and creating opportunities for the AAT, whilst maintaining its current

activities and operating environment.

• Ensure the overall financial sustainability and operational success of the charity through

effective and robust management of resources, and pursue and develop new opportunities

to achieve its objectives.

• Foster productive and collaborative relationships with key partners, such as donors,

experts in the NHS, other charities and community organisations, leveraging opportunities

for innovative and productive partnerships.

• Raise awareness, profile and the Trust’s influence nationally and internationally.

Key responsibilities:

Strategic Development

• With the Chair and the Board of Trustees, lead and implement the AAT’s strategic direction

and policy, build and deliver its business plan successfully.

• Deliver an effective and diverse fundraising strategy, identifying and exploiting new income-

generation opportunities, whilst meeting existing funder commitments and expectations,

and maintaining the Trust’s long-term operational viability.

• Ensure that all of the AAT’s activity is led by the needs of its patient community, role-

modelling a truly patient-first approach.

• Keep abreast of the rapidly changing operating environment, proactively identifying and

exploiting opportunities.



Leadership

• Provide strong leadership to the AAT, translating the organisational strategy into meaningful and

ambitious business and operational plans, measuring impact and ensuring full engagement and

collaboration from all its key stakeholders.

• Monitor, manage and review the organisation’s strategy and budgets, reporting on performance

against agreed objectives and providing management accounts on a regular basis to the Board of

Trustees.

• Ensure that robust financial management processes and controls are in place and adhered to, to

enable the Trust’s financial security, sustainability, compliance and to manage financial risk.

• Ensure the AAT’s compliance with all regulatory and legal requirements by maintaining an

effective policy and risk management framework, including health and safety, employment, GDPR,

safeguarding, and Charity Commission reporting and operational requirements.

• Lead and develop a high-performing team and a pool of committed volunteers to deliver the AAT’s

vision, mission and objectives.

• Keep fully abreast of the rapidly changing operating environment, proactively identifying and

exploiting opportunities.

External Relations

• Act as an effective and visible ambassador of the AAT’s brand and reputation, representing the

organisation and the interests of aplastic anaemia sufferers externally.

• Lead, manage and deliver our marketing, press, PR function and digital communication function.

Management

• Lead, manage and develop a high-performing team and a pool of committed volunteers to deliver

the AAT’s vision, mission and objectives.

• Recruit, Contract, line manage and appraise all staff and, as appropriate, freelancers and

volunteers.

• Build and develop the strengths and talents of the staff through appropriate performance

management and annual appraisals.

• Oversee payroll and monitor and promote staff welfare.

Our new CEO will be expected to carry out any other duties that may be reasonably required by the

Board of Trustees and take reasonable care of the health, safety and welfare of self, other persons and

resources while at work and in the course of service delivery, in accordance with the responsibilities

placed on the Charity under the ‘Health and Safety at Work Act’ and other relevant legislation.

The Aplastic Anaemia Trust is committed to achieving the highest standards of service and employment

practice. Equal opportunity for all sections of the community and workforce is integral to this

commitment.



Person specification

Experience and knowledge

Essential:

• Demonstrable track record of success and achievement in an executive role in a charity.

• Strong experience in effective organisational strategy design and implementation.

• Demonstrable track record of success in diverse and sustainable fundraising strategy

development and delivery.

• Proven track record in organisational development, growing, developing, leading and

empowering a team to deliver organisation’s objectives.

• Experience of recruiting and managing volunteers and/or personal experience of volunteering

• Demonstrable experience of best practice operational management, including adherence to

good business practices – business planning, business continuity, scrutiny, transparency,

resilience, compliance, risk management and governance.

• Knowledge of regulatory requirements and experience of applying in practice robust charity

governance.

• Experience of working effectively and collaboratively with a Board of Trustees.

• Educated to degree level or equivalent or with significant relevant knowledge or experience.

Desirable:

• Proven track record in business development and partnership-building.

• Experience of developing strong, productive and collaborative stakeholder relationships,

including in the health/social care sector.



Skills, abilities and personal attributes

• Outstanding leadership and strategic skills with the ability to translate vision into

implementable plans.

• People-driven, both externally and internally, able to inspire and empower others in a

complex environment.

• Performance-driven leader who understands the importance of setting specific measurable

targets, with highly effective business and financial planning skills with strong commercial

acumen.

• Passion for digital tools and ability to harness technology to deliver organisational

improvement and overall business success.

• Excellent diplomacy skills and ability to direct, challenge and influence the Board to ensure

the achievement of the organisation’s strategic vision and objectives.

• Excellent interpersonal and influencing skills, with proven ability to establish positive and

productive relationships with a wide range of stakeholders including clinicians, major

donors, volunteers, patients and their families.

• Ability to work autonomously as a self-starter; self-driven and able to work on own initiative

to identify and respond flexibly to opportunities and challenges.

• Excellent communication, presentation and negotiation skills and the ability to act as a

visible and passionate ambassador.

• Empathetic leader, able to understand and respond with compassion to the needs and

experiences of the patient community.

• Passion for making a difference and active championing of the needs of the patient

community.

• Resilient leader, willing to roll up the sleeves to implement the organisation’s strategy

without losing track of the bigger picture.

• Pragmatic leader, with the ability and willingness to work flexibly and in an agile way, and

with an entrepreneurial mindset to pursue new opportunities.



Terms and conditions

Salary: £55,000 to £60,000 per annum

Hours or work: 40 hours per week with occasional

evening and weekend work, with

travel.

Flexible working: The role is home-based, with hot-desking available at ISG’s

Offices in Aldgate.

Annual leave: 25 days of holiday + bank holidays

Benefits: 5% contributory pension



Coronavirus: We are monitoring the impact of the

current pandemic and reserve the right to extend the

deadline for submissions and the timeline for

interviews, and conduct interviews via video

conferencing, interdependent upon the prevailing

situation in the UK at the time and the advice and

guidance provided by Government.

If you wish to have an informal discussion about the

opportunity, have any queries on any aspect of the

appointment process, or need additional information

please contact our retained advisor Philip Nelson at

Harris Hill on 020 7820 7314 or

philip.nelson@harrishill.co.uk.

The AAT is committed to equality and diversity

and encourages applications from all sections of

the community. The job holder will be required to

provide evidence of their ability to work in the UK.

How to apply

If you would like to apply for this position, please forward:

• CV outlining your employment history, non-executive and voluntary appointments, academic

and professional qualifications and contact details.

• Supporting Statement (no more than 2 x A4 pages)

• Demonstrating how you meet the criteria outlined in the Person Specification

• Outlining why you are interested in working for the AAT.

• Harris Hill Contact Information Form.

Please submit your completed application to philip.nelson@harrishill.co.uk to arrive by 9.00am on

Monday 4th May 2020.

Please let us know if you will require any special provision should you be called for interview.

Timetable

Queries

Activity Date

Closing date for applications Monday 4th May 2020

Preliminary interviews with Harris Hill Thursday 7th May 2020

Final panel interviews with the AAT Monday 18th May 2020

mailto:philip.nelson@harrishill.co.uk
mailto:philip.nelson@harrishill.co.uk

