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Introduction from Tom Ross OBE, 
Chairman

Thank you for your interest in becoming a Trustee with the 
Children’s Liver Disease Foundation (CLDF).
CLDF is a wonderful charity, whose vital work is well described by 
its name. 

CLDF is there to provide essential information to families and to professionals, to provide 
emotional support, to fund research and to give a voice to all who are affected. Our 
vision is a world where all who are affected by liver disease diagnosed in childhood will 
achieve their full potential.

We are a national UK charity, and we believe that the work we do is much admired by 
medical and other professionals working in the field. The support we get from 
professionals and the families we serve, reinforces, in our minds, the importance and 
value of what we do, and increases our determination to innovate and continually improve 
our services. Our next Five year Strategic plan is due in 2020 and we look forward to 
2019 being a year of strategic review and consultation.

You would be joining a committed and collegiate Board of Trustees from a variety of 
backgrounds, providing support, strategic direction and an appropriate degree of 
oversight to a dedicated and passionate team led by an experienced and innovative 
Chief Executive.

If you believe that you have the experience, skills and passion to work with us to achieve 
our aspirations, we would be delighted to hear from you.

Yours faithfully,

There are many different liver diseases that can affect babies and older children, most of 
them relatively rare and all of them have a devastating effect on those diagnosed and 
their families.

Tom Ross
Chairman
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CLDF’s MISSION is to be the voice for babies, children, young people and 
their families, ensuring that childhood liver diseases are understood, 
prevented and outcomes optimised through excellent research, effective 
information and emotional support.

Background Information

Established in 1980, Children’s Liver Disease Foundation is a charity registered with 
the Charity Commission and the Office of the Scottish Charity Regulator. The charity 
was founded by the parents of a little boy named Michael McGough, who died as a 
result of the lack of specialist care available for children with liver disease at the time. 
In its early years the charity provided financial support for research and the 
development of specialist Paediatric liver care in the UK.

Today the charity works in four main areas across the UK,

Providing support for families and young people affected by childhood liver disease.

Funding medical and social research.

Providing educational services to the general public and the medical profession

Providing a voice for all affected by childhood liver disease.

The charity works closely with the three UK specialist paediatric liver centres: 
Birmingham Children's Hospital, Kings College Hopsital London and Leeds General 
Infirmary.
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We support children aged 0-25 years who are affected by childhood liver disease and 
their extended families. Approximately 1000 children are diagnosed annually.

 Family Support

Following diagnosis CLDF responds immediately to a family's first needs: information, 
advice and support by phone, email or in person.
CLDF gives families and patients the opportunity to share their experiences.
CLDF helps families to adjust to life with liver disease with a tailored, one to one service.
Liver disease may affect a child's social and educational development and family 
relationships- CLDF offers practical advice and emotional support.
Parents may feel lonely and isolated- CLDF provides a feeling of belonging to a 
supportive community.

CLDF provides support in a number of ways including digital,  by telephone and 
email services, face to face meetings with parents and young people at hospitals 

and clinics and through a number of annual Family days and residential 
weekends.
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Growing up can be a stressful time but it is even more difficult when a young person is 
coping with a serious, chronic condition such as liver disease. They have the same 
aspirations, needs and desires as their peers but can feel frustrated, limited and defined by 
their illness. Often they feel lonely, isolated and misunderstood.

CLDF offers a range of support and advice to these young people as they live with and learn 
to manage their liver condition independently, and move from childhood to adulthood, and 
from children’s to adult services.
 
The charity provides support to young people in a variety of ways; face to face, through 
specialist social media platforms, apps, via telephone and email , clinic and ward visits and 
at our young peoples residential projects , Breakaway, Talk Tell Transform and The 
Weekender which are held throughout the year.

The charity also provides opportunities for young people to develop 
their self-esteem and self-confidence and opportunities for young 
people to come together and build a community so that they can 

support each other.
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Information and 
Education

CLDF provides a comprehensive 
information hub in relation to all liver 
diseases of childhood, ranging from 
medical literature to information supporting 
families and young people living with a 
liver disease. Information events are also 
managed by the charity.

CLDF's Yellow Alert campaign assists healthcare 
professionals and the general public to recognise and take 
action on the signs and symptoms of potentially life-
threatening neonatal liver disease.

During the year we also exhibit at a number of health care conferences to raise 
awareness of childhood liver disease.

Research

The charity has invested over £9 million in research projects relating to childhood liver 
disease since its inception. We currently have 10 ongoing research projects
We have been instrumental in funding research which has led to very significant 
developments in the care and understanding of childhood liver disease.
 
Our programme is overseen by a Scientific Committee of eminent scientists and 
clinicians which ensures that we invest in projects that will enhance the understanding 
of paediatric hepatology and make a difference to the lives of our beneficiaries.
In addition, we seek to encourage researchers and to provide opportunities for families 
and young people to help define research priorities, enhance researchers' proposals 
and take part in research, through our new Research Hub service.

Further Information

Please visit our Website to find out more about the wide range of services we provide 
and stories from some of the families and young people whom we support.
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Facts and Figures

There are over 100 different liver diseases that affect children, with around 1,000 
children being diagnosed per year in the UK.

In 2017 we;

Supported nearly 3,000 families and young people.
Reached 700 people through our clinic visiting programme.
Distributed 16,000 medical and support leaflets and 11,000 Yellow Alert packs.
Awarded five research grants.
Developed and launched a new Transplant Book resource for children.

It costs almost £900,000 a year to run our services. We receive virtually no statutory 
funding for the work we do. The vast majority of our income comes from the fundraising 
efforts of the families we support. Trusts and Grants provide around £90,000 a year and 
we have been working to increase our corporate support over the last few years.

Page 8

Each year we produce an Impact report to inform our supporters about our 
our activities and funds. The link to our impact reports is here.

https://childliverdisease.org/
https://childliverdisease.org/
https://childliverdisease.org/
https://childliverdisease.org/
https://childliverdisease.org/news-centre/impact-report/


Children’s Liver Disease Foundation is a registered charity and company limited by 
guarantee. The Board of Trustees are the legal directors of the company.
 
Day to day management of the charity is delegated to the Chief Executive and the 
charity currently employs 15 staff with plans for more regional staff over the coming 
year.

CLDF Structure 

A link to our statutory annual reports can be found here.

Scientific Committee

Head of Fundraising Head of SupportFinance Manager

Office Manager Press and Public 
Relations Manager

Information and 
Research Hub Manager

Trusts and Grants 
Fundraiser

Community 
Fundraiser

Fundraiser 
Administrator

Finance 
Administrator

Services 
Administrator

Digital, Marketing and 
Website Officer

Young People's 
Digital and 

Engagement Officer

Children and 
Families Officer

Scotland CLDF 
Support Officer

(2019 VACANCY)
Leeds CLDF 

Support Officer

(2019 VACANCY)
King's CLDF 

Support Officer

(2019 VACANCY)
Birmingham CLDF 

Support Officer

Job roles in blue are 
members of Senior 

Staff Team

Board of Trustees

Chief Executive

Working Groups
(as required)
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Job description

The Trustees provide a non-executive oversight of all the charity’s activities and 
contribute to the development of strategy and the future vision of the charity. A trustee 
agrees to participate, in full, in the deliberations of the Board and agrees to be bound by 
the articles and memorandum of association.  A trustee also accepts legal responsibility 
as a Director of the Children’s Liver Disease Foundation which is a Company limited by 
guarantee.

To take part in formulating and reviewing regularly the strategic aims of 
the organisation.
With other trustees, to ensure that the policy and practices of the organisation are in 
keeping with its aims.
With other trustees, to ensure that the organisation functions within the legal, financial 
and safeguarding requirements of a charitable organisation and strives to achieve best 
practice.

Main purpose and summary 

Key responsibilities are:

Main aspects of the role include:

Job Title: Trustee

To ensure that Children’s Liver Disease Foundation pursues its aims and objectives 
and contributes to the strategic plans to achieve these.
To ensure that Children’s Liver Disease Foundation uses its assets to pursue its aims.
To ensure that Children’s Liver Disease Foundation acts in the interests of children, 
young people and young adults affected by liver disease and their families.
To safeguard the good name and values of Children’s Liver Disease Foundation.
To ensure the financial stability and effective administration of Children’s Liver Disease 
Foundation.
To contribute specific skills, interests, contacts and support the organisation in every 
aspect of its work.
To ensure Children’s Liver Disease Foundation satisfies the requirements of relevant 
regulators e.g. Charity Commission, Institute of Fundraising, Association of Medical 
Research Charities, and any other relevant regulators and conforms to all relevant 
legislation.
To represent the interests of current and future beneficiaries and other stakeholders.
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To act as an ambassador for the Charity.
To make reasonable endeavours to attend board meetings of the Board of Trustees 
and the Annual General Meeting of directors (trustees).
To be a Charity trustee of Children’s Liver Disease Foundation for the purposes of the 
Charities Act and a Company Director of the Charity for the purposes of the 
Companies Act.
To enhance the fundraising capabilities of the charity.
To increase public awareness and drive public and corporate involvement.

Personal specification

Commitment to the Vision, Mission and Values of the charity.
Willingness to devote the necessary time and effort to the Trustee Role.
Integrity.
Strategic vision.
Good, independent judgement.
An ability to think creatively.
A willingness to speak their mind.
An understanding and acceptance of the legal duties, responsibilities and liabilities 
of trusteeship.
An ability to work effectively as a member of a team and take decisions for the good 
of the charity.

Personal qualities required

Specific Knowledge/ experience in one or more of the following areas, 
which have been identified by the board as being areas where 
additional insight would be beneficial.

Skills and experience at a senior level in marketing and communications- An 
understanding of the scope, impact and measurement of marketing and 
communications activity and performance.
Experience in the business sector at a senior level.
Skills and experience in providing supportive services to communities in need at a 
Senior level.- An understanding of the digitisation revolution in service provision would 
be an advantage.
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An understanding of financial management.
A service user perspective.
An understanding of risk management.
A professional/managerial qualification (desirable).
Previous experience at Board or Senior Management position.
An understanding of the workings of a charity and charity law.

Other relevant skills/ experience

Skills and experience in providing clinical care to children and young people affected 
by childhood liver disease. Ideally with experience in providing care at a specialist 
centre at a senior level.
Relevant skills and experience within the legal sector, preferably networked within the 
business community.

Terms of appointment

You will be asked to commit to 4 meetings per year, including 3 Trustee Board 
meetings (half days and evenings). Generally 2 of the 3 board meetings per year are 
held in London. On occasions where trustees are unable to travel we do sometimes 
use teleconference and video conferencing platforms to support participation.  In 
addition you will be warmly encouraged to attend at least one CLDF event per year.

Time commitment:

Tenure:

Remuneration:

You will be expected to serve a minimum of two terms (six years in total) and a 
maximum of three (nine years in total).

The position is unpaid, but reasonable expenses, for example for travel, can be 
reimbursed.
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How to apply

Application details

To have an informal discussion about this role please contact Alison Taylor, Chief 
Executive Officer on 0121 212 6006 or email ceo@childliverdisease.org
 
From 1st August 2018 new legislation came into force which stipulates who cannot 
act as a charity trustee. Please see the notes at the end of the pack for details.

If you decide to apply, you can submit an Expression of Interest form to the Chief 
Executive, including your CV.
 
Expressions of interest should be lodged with the Chief Executive by 9 am on Monday 
17th December 2018 .This can be done by forwarding the completed expressions of 
interest form and the other required documents to ceo@childliverdisease.org.
 
You may be invited to attend an interview with the Chairman, other Board member(s), and 
the Chief Executive.
 
Please give the names, positions, organisations, telephone numbers and email contact of 
at least two referees. We will only contact referees with your express permission. This 
position will also be the subject of a Disclosure (DBS) check and ‘Fit and Proper Person’ 
check.
 
Finally, please ensure that you have included your work, mobile and home telephone 
contact numbers and an email address.

Page 13

https://childliverdisease.org/liver-information/
https://childliverdisease.org/liver-information/


After 1 August 2018, you will not to eligible to act as a trustee if:
 
1.            You have an unspent conviction for any of the following
a)            an offence involving deception or dishonesty
b)            a terrorism offence
a.            to which Part 4 of the Counter-Terrorism Act 2008 applies  
b.            under sections 13 or 19 of the Terrorism Act 2000                  
c)            a money laundering offence within the meaning of section 415 of the Proceeds of Crime Act 2002.    
d)            a bribery offence under sections 1, 2, 6 or 7 of the Bribery Act 2010  
e)            an offence of contravening a Commission Order or Direction under section 77 of the Charities Act 
               2011
f)             an offence of misconduct in public office, perjury or perverting the course of justice
g)            In relation to the above offences, an offence of: attempt, conspiracy, or incitement to commit the  
               offence; aiding, or abetting, counselling or procuring the commission of the offence; or, under Part 2 
               of the Serious Crime Act 2007(encouraging or assisting) in relation to the offence.
2.            You are on the sex offenders register (ie. subject to notification requirements of Part 2 of the Sexual
               Offences Act 2003)  
3.            You have an unspent sanction for contempt of court for making, or causing to be made, a false 
               statement or for making , or causing to be made, a false statement in a document verified by a 
               statement of truth 
4.            You have been found guilty of disobedience to an order or direction of the Commission under section
               336(1) of the Charities Act 2011.
5.            You are a designated person for the purposes of Part 1 of the Terrorist Asset-Freezing etc. Act 2010,
               or the Al Qaida (Asset Freezing) Regulations 2011.
6.            You have previously been removed as an officer, agent or employee of a charity by the Charity 
               Commission, the Scottish charity regulator, or the High Court due to misconduct or mismanagement 
7.            You have previously been removed as a trustee of a charity by the Charity Commission, the Scottish 
               charity regulator, or the High Court due to misconduct or mismanagement 
8.            You have been removed from management or control of anybody under section s34(5)(e) of the 
               Charities and Trustee Investment (Scotland) Act 2005 (or earlier legislation)
9.            You are disqualified from being a company director, or have given a disqualification undertaking, and
               leave has not been granted (as described in section 180 of the Charities Act) for you to act as director
                of the charity 
10.           You are currently declared bankrupt (or subject to bankruptcy restrictions or an interim order
11.           You have an individual voluntary arrangement (IVA) to pay off debts with creditors
12.           You are subject to a moratorium period under a debt relief order, or a debt relief restrictions order, or
                an interim order   
13.           You are subject to an order made under s.429(2) of the Insolvency Act 1986. (Failure topay under a 
                County Court Administration Order.)

Notes on exclusions relating to holding the office of Trustee
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