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About the Williams Syndrome
Foundation

In 1976 Lady Cynthia Cooper began to research Infantile Hypercalcaemia (IHC) after her
daughter Clare (then aged 14) had been diagnosed with the condition at eight weeks old and
had since developed learning difficulties. Recognising that there was very little information or
support available, Lady Cooper and her husband, General Sir George Cooper, decided to set
up a charity to help other families in the same situation. 
 
In 1980 the Williams Syndrome Foundation was created, bringing families and healthcare
professionals together. Forty-four years on, we have evolved to deliver an extensive range of
information outlets supporting more than 1100 families across the UK. We are almost entirely
funded by member fundraising and donations. 
 

Our mission has never changed. We believe that every family coping with the care of a
child or adult with Williams Syndrome should have the support and information they need. 

 
We were the first charity in the world dedicated to helping those with Williams Syndrome and
instigating research into the condition and are still the only charity doing so within the UK.
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How do we help?
 

We fund and promote research of WS in order to create new and comprehensive guidelines
and webinars and to keep our current library of WS specific publications updated.

We provide online, email, and telephone support for families, carers, practitioners, and
professionals – supported by the expertise of our Professional Advisory Panel.

We have an excellent team of Event Coordinators – all family members of WS children – who
offer support to our members and organise fun events for families, providing social
opportunities for families to meet and share support.

We support an Educational Health & Care Plan (EHCP) assessment service to help families
gain the framework of support needed for their child.

We provide respite opportunities for families through specialised care holidays for their
adults with WS, as well as respite breaks for adolescents and parents at inclusive activity
holiday sites. 

We host an online Zoom Club for adults with WS to combat social isolation.

We host online parent support groups to connect parents of similar aged children with WS.

We keep families connected and informed through our website www.williams-
syndrome.org.uk, media channels, monthly e-newsletters and twice-yearly magazines.

We host weekend family conventions every three years with informative presentations and
workshops form WS experts.

We raise awareness of Williams Syndrome.

We celebrate the unique joys and achievements of our WSF community.
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The Trustees, who are also Directors of the Charity for the purposes of the Companies Act,
submit their annual report and the audited financial statements for the year ended 31st March
2025.

The Trustees confirm that the report and financial statements of the Charity comply with the
current statutory requirements, the requirements of the company's governing document, and
the provisions of "Accounting and Reporting by Charities: Statement of Recommended Practice
applicable to charities preparing their accounts in accordance with the Financial Reporting
Standard applicable in the UK and Republic of Ireland (FRS 102)" (effective 1 January 2019)
(Charities SORP (FRS 102)).

Charity Status
Williams Syndrome Foundation is a Charitable
Company limited by guarantee. It was
incorporated on 22 October 1980 and is
governed by Articles of Association as
adopted on 27 July 2023.

Governance and Internal Control
The Charity is organised so that the Trustees
meet regularly to manage its affairs. 
The Chief Executive manages the affairs of the
Charity on a day-to-day basis with additional
assistance as required.

The Board as a whole appoints new Trustees,
and one-third of the Trustees retire and are
eligible for re-appointment, each year. 
New Trustees are normally parents or relatives
of individuals with Williams Syndrome, or have
a professional skill required by the Charity. The
Trustees are inducted by briefings from the
Chief Executive and the Chairman and
relevantly skilled Trustee(s).
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Objectives and Activities

The objectives of the Charity are the provision of support, information and advice on all
aspects of Williams Syndrome; supporting and generating research with practical applications
that will further increase understanding of Williams Syndrome; to raise awareness of the
condition to improve medical, social and educational support and care - for the direct benefit
of those who have, or those who support and care for someone with Williams Syndrome -
within the UK and elsewhere.

Legal and administrative information set out pages 3-4 forms part of this report.
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SUPPORT: 
All WS Individuals and carers in
the UK will have access to the
support they need to help
address the challenges of the
condition. 

AWARENESS: 
Create a broad awareness of
WS in UK society.

EVENTS: 
The WSF will provide forums in
which members and their families
can access knowledge, share
experiences and have fun
confidently and safely.

RESEARCH: 
Ensure the impact of WS on
affected individuals, their families
and communities is understood
as fully as medical and social
science enable it to be.

The aims of the charity are:

COMMERCIAL SUSTAINABILITY: 
Ensure that the WSF is a
commercially sustainable
organisation, with processes that
are robust, efficient, auditable
and compliant with relevant legal
and ethical requirements.

MANAGEMENT: 
The WSF will continue to be run
by dedicated Trustees and
employ motivated staff with the
necessary skills to perform their
duties to best effect.
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Public Benefit
 
The Trustees have considered the Charity Commission's guidance on public benefit. 
Williams Syndrome is a rare disorder, first identified in 1961. The charity’s educational and
research activities are considered to be for the benefit of all who have been diagnosed with the
condition and those that love, care for and educate them, and thus for public benefit.



1. Support

We have:
welcomed 134 new members, bringing our membership total to 2385.
produced two member magazines (36 and 40 pages) and 12 monthly e-newsletters.
produced a 20 page, Welcome to the WSF booklet for new members.
held 16 online family support groups.
held 96 We Support Friendship Zoom sessions with adults with WS.
held and recorded the following webinars: 

       - Foundations for numeracy
       - Physiotherapy

facilitated a small group clinic session for members focusing on Speech and Language
development.
supported 13 adults and 10 adolescents / young adults with supported holidays and 32 parents
with respite.
booked 184 families into Butlin’s for our 2025 National Convention in Skegness.
answered 3700 queries including 400 telephone queries to our support lines.
continued to be active members of the Genetic Alliance community and have advocated for our
community with the Department of Health & Social Care in relation to the Down Syndrome Act
Guidelines.
continued to fund EHCP assessments with Professor Jo at her Child Development and Learning
Difficulties Lab, UCL.
created and manage a member closed Facebook group. 
added a new webpage for new members as well as one highlighting the research projects we
support and improved our awareness and fundraising pages.
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Review of the Year
 
WSF staff continue to work with families of individuals of all ages, from infants to those of relative
old age, parents, carers, police, hospitals and GP surgeries, multidisciplinary practitioners,
educational establishments, housing associations, and supported accommodation providers to
support people with WS in all areas of their lives. 



3. Research

We have facilitated the following research studies: 
WiSdom Census Study
Association between Motor Abilities, Cognitive Language and Social Skills in Early Child
Development
Emotional Development and Parenting
Mathematical Inclusion for Neurodiversity
Perceptual Capacity in Adults with WS
Motor Skills Learning, Physical Activity and Mental Health in ASD, DS and WS

and funded:
Mathematical Development in Williams Syndrome 

2. Events

We have: 
held 25 regional events and recruited 4 new regional coordinators.
held a regional Roadshow in Bristol and Regional Roadshow / Mini Convention in Scotland.
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4. Awareness

We have: 
appointed two new patrons – Mat Baynton and Clare
Perkins, to help increase the profile of WS.
attended the Royal College of Paediatrics and Child Health
Annual Conference to raise awareness of WS.
attended the Positive Choices Convention for student
Learning Disability Nurses to raise awareness of WS.
created and shared a month-long awareness campaign
during May and have grown our presence on Instagram.
been active members of FEWS (Federation of Williams
Syndrome in Europe)
continued to provide WSF Xmas cards and merchandise to
raise awareness.
produced a leaflet for fundraisers to support awareness /
fundraising events.
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5. Commercial Sustainability

We were: 
active partners with Talbot Underwriters as their Charity of the Year for 2024, gaining £30k in
fundraising.
awarded £10k by Lloyd’s of London in recognition of Sarah Waylen (Talbot Underwriters) and
her incredible fundraising for the WSF.
awarded £15k from Baily Thomas toward our 2025 national weekend conventions costs.

We are extremely grateful to Talbot, Lloyds and Baily Thomas for their support. 

We are extremely fortunate that the majority of our income continues to be raised by our
membership through donations and fundraising activity – they have our continued gratitude.

We continue to review and reduce our office costs and have undertaken a review of our
investment providers.
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6. Management

We recorded another clean independent examination and wish to thank our small staff team
of 5 part-time employees (1.86 FTE) for all that they have achieved during this financial year.
 
Financial position 

The Statement of Financial Activities shows a net increase in resources for the year of £10,226
(2024: increase £88,626) after taking into account the loss in the value of the charity's
investments during the year as a result of the market performance, which was £128.
Unrestricted reserves stand at £451,479 at the year end. 

Before taking into account the decrease in the value of investments, income exceeded
expenditure by £10,355 (2024: income exceeded expenditure by £63,473). 

Reserves policy 

The charity aims to maintain reserves sufficient to cover a minimum of one year's expenses,
plus the current year's expenses. The Trustees believe that this is in the best interests of the
Charity. 

Most of the employees of WSF have either children or siblings with Williams Syndrome and it is
considered vital to ensure that there are sufficient reserves to guarantee continuity of their
employment. It is also vital to ensure the key activities and ongoing support can be assured for
WS Families. 

The charity’s unrestricted reserves as of 31 March 2025 are £451,479. Of this amount £423,949
is represented by fixed asset investments which are invested to raise funds for the charities
ongoing benefit, these can be converted to cash within 3 months. This, along with free reserves
of £27,531 is adequate to support the planned Medical Research, Regional Activities and the
day-to-day expenses of the Charity for the next Financial Year as well as our next triennial
convention which is planned for July 2025 with an expected cost of £150,000. 

The Trustees consider that the financial position of the Charity is stable and satisfactory.

Investment policy and objectives 

The charity operates a low-risk attitude towards investment whilst looking for reasonable
returns in a challenging economic climate.
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In preparing these financial statements, the Directors are required to:

select suitable accounting policies and then apply them consistently;
observe the methods and principles in the Charities SORP;
make judgments and estimates that are reasonable and prudent;
state whether applicable UK Accounting Standards have been followed, subject to any
material departures disclosed and explained in the financial statements; and
prepare the financial statements on the going concern basis unless it is inappropriate to
presume that the company will continue in business.

The Directors are responsible for keeping adequate accounting records sufficient to show and
explain the company’s transactions and that disclose with reasonable accuracy at any time the
financial position of the company and enable them to ensure that the financial statements
comply with the Companies Act 2006. They are also responsible for safeguarding the assets of
the company and hence for taking reasonable steps for the prevention and detection of fraud
and other irregularities.

This report has been prepared in accordance with the provisions applicable to companies
subject to the small companies regime in Part 15 of the Companies Act 2006.

Approved by the Trustees and signed on its behalf by:

………………………………….
P R Lawrie
Chairman of the Trustee Board

Date: 21 /08/2025

Statement of directors' and trustees' responsibilities

The Directors are responsible for preparing financial statements in accordance with applicable
law and regulations.

Company law requires the Directors to prepare financial statements for each financial year. Under
that law the Directors have elected to prepare financial statements in accordance with United
Kingdom Generally Accepted Accounting Practice (United Kingdom Accounting Standards and
applicable law). Under company law the Directors must not approve the financial statements
unless they are satisfied that they give a true and fair view of the state of affairs of the charitable
company and of the incoming resources and application of resources, including the income and
expenditure, of the charitable company for that period. 
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