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Contacts

Main office

The Down Syndrome Educational Trust
The Sarah Duffen Centre, Belmont Street, Southsea, Portsmouth, Hampshire, PO5 1NA, United Kingdom

General enquiries

Web site  http://www.downsed.org/
Telephone  +44 (0)23 9285 5330
Facsimile  +44(0)23 9285 5320
E-mail enquiries@downsed.org

Financial and funding information
For further financial or funding information, contact:

Frank Buckley

Finance and Operations Director

Direct telephone: +44 (0)23 9289 3889
Direct facsimile: +44 (0)23 9289 3895
E-mail:  frank.buckley@downsed.org

Howard Hurd

Development and Operations Manager
Direct telephone: +44 (0)23 9289 3892
E-mail: howard.hurd@downsed.org

The Down Syndrome Educational Trust is a charity, registered in England and Wales, number
1062823. Company Number 3266266.

Copyright © 2005 The Down Syndrome Educational Trust. All Rights Reserved.
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Introduction

The Trustees of The Down Syndrome Educational Trust are pleased to present their Annual Report and Financial
Statements for the year ended 315t December 2004.

Approval

The Annual Report and Accounts were approved at a meeting of the Board of Trustees of The Down Syndrome
Educational Trust held at The Sarah Duffen Centre on the 24" October, 2005.

Signed on their behalf by

(o o /xxé Mg Pl levin
Richard Peck— Murray Parkin N

Chairman of the Board of Trustees Trustee
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“Structure, governance and management

~ Structure

The Down Syndrome Educational Trust is a company limited by guarantee having charitable status. DownsEd
Limited, a subsidiary company limited by shares, operates some of the Trust's activities.

The Down Syndrome Educational Trust was incorporated in 1996 and received charitable status in 1997. Since
1997, The Down Syndrome Educational Trust has continued the work of the former Portsmouth Down's
Syndrome Trust (established in 1986). DownsEd Limited operates primary purpose! trading activities. It is wholly
owned by The Down Syndrome Educational Trust.

Governance

Governing document

The Down Syndrome Educational Trust is governed by a Memorandum of Association dated 7t October, 1996.
Excerpts from the governing document that detail the Trust's formal objects, restrictions imposed by the
governing document and investment powers conferred are provided in Appendix 1 (page 54).

The Board of Trustees

The Board of Trustees of The Down Syndrome Educational Trust has overall responsibility for the charity's
activities and finance. Six meetings of The Board of Trustees were held during 2004. -

Recruitment and appointment of Trustees

Trustees are appointed by the existing Board of Trustees. The Board of Trustees recruits new members from
among supporters, beneficiaries, service users and other interested persons. The Board aims to maintain a
range of skills and experiences from across a variety of industries and professions, and across profit, not-for-
profit and public sector organisations.

In March 2004, Richard Peck was appointed Chairman of the Board of Trustees and David McConnell was
appointed Vice-Chairman. The Board of Trustees thanks Nicholas Elwin, the outgoing Chair, for his immense
contribution to the charity’s activities since 1996. Mr Elwin remains as a Trustee.

During 2004, one member of the Board of Trustees resigned and at the end of 2004 the Trust had 7 Trustees
(see Appendix 2 for a listing of our Trustees). At present, all Trustees are a parent, grandparent or relative of an
individual with Down syndrome.

Induction and training of Trustees
New Trustees receive strategic plans, operational plans and budgets, information leaflets, prior meeting minutes
and similar materials.

Management

Senior management team
Day-to-day management of the charity is delegated to a senior management team including:

o Professor Sue Buckley, OBE, Director of Research and Dissemination — Responsible for research, publishing
and training activities.

! A*“trade that is exercised in the course of the actual carrying out of a primary purpose of the charity.” - The Charity Commissioners for

England and Wales (2001) Charities and Trading, p.3.
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¢ Gillian Bird, Director of Advisory and Education Services - Responsible for advisory, consultancy and
education services.

o Frank Buckley, Finance and Operations Director - Responsible for operations, information technology,
accounting, legal issues and corporate governance.

o Howard Hurd, Development and Operations Manager — Responsible for project planning and development, and
fundraising.

The senior management team operates within a 5-year strategic framework and detailed annual operational plans
and budgets against which performance is regularly reviewed by the Board of Trustees.

Related parties

The Down Syndrome Educational Trust owns DownsEd Limited and has the power to appoint Directors. Two
Trustees were serving as Directors of DownsEd Limited at 31 December 2004.

Professor Sue Buckley OBE has led the work of the Trust since its inception first as the Portsmouth Down's
Syndrome Trust in 1986 and then as The Down Syndrome Educational Trust since 1996. One of Professor
Buckley's daughters has Down syndrome and is employed by DownsEd Limited as a part time Production
Assistant.

Mr Frank Buckley is Professor Buckley’s son. Mr Buckley was recruited by the Trustees to provide the group with
assistance with information technology, accounting, marketing and management from early 1996. He was
appointed a Director of DownsEd Limited in October 1996, and has served as the Finance and Operations
Director and Company Secretary of both The Down Syndrome Educational Trust and DownsEd Limited since April
1997.

Dr Angela Buckley (formerly Byrne) has been employed by the charity since 1997, At this time, Dr Buckley had no
relationship with any Trustee or employee of the charity. Dr Buckley married Mr Frank Buckley in April 2003.

Mr John Hussey, Mr David McConnell, Mr Murray Parkin, Mr Richard Peck, Mr David Thomas and Mrs Nicola
Wainhouse served as Trustees during 2004, Their families benefited from the Trust's services during the year on
the same basis, terms and conditions as other families.

Conflict of Interest Policy

The Trust has a robust Conflict of Interest Policy that applies to all Trustees, Directors and Senior Managers of
The Down Syndrome Educational Trust, its branches and its associated companies. In accordance with this
policy, no related persons are permitted to jointly authorise financial transactions. The Board of Trustees agrees
the salary levels for the Senior Managers, in line with the budget for the coming financial year, published
national/voluntary sector salary trends for comparable positions, and the Board's assessment of that individual's
performance. They make these decisions in confidence, without the Senior Manager, or any individual related to
that Senior Manger, being present. The Board of Trustees reviews the Conflict of Interest Policy annually.

Risk management

The Board of Trustees have assessed the major risks to which the charity is exposed, in particular those related
to the operation and finances of the charity and are satisfied that systems are in place to manage those risks.

W
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Objectives and activities

Objectives

The Down Syndrome Educational Trust exists to advance the development and education of children
with Down syndrome worldwide.?

Activities
The Trust seeks to achieve its objectives through:

o Conducting and supporting empirical research examining the developmental, educational and social
needs of people with Down syndrome and how best to meet these needs

+ Disseminating accessible, evidence-based information and materials in a wide range of accessible
and practical formats and media

o Providing advice, consultancy and education services to families, education and healthcare
professionals and others

These three areas of work are interrelated and complementary. Research underpins information dissemination

and advisory services. Issues and experiences encountered through service provision inform future research
initiatives.

Research activities

Research is the core activity of The Down Syndrome Educational Trust. Good science provides a solid foundation
for information dissemination, and advice and education services. The charity’s innovative research has identified
effective and practical teaching strategies that help to address many of the educational and developmental
difficulties experienced by children with Down syndrome. This programme of research over more than two
decades has earned international recognition and acclaim.

The research that led to the creation of the charity began in 1979. The first study investigated reading
development® and evaluated early reading interventions®. The charity’s research interests have since diversified to
address various aspects of the development of individuals with Down syndrome. Research studies into the

cognitive development of children and adolescents with Down syndrome have continued to investigate
language,*® reading and literacy skills.”89.10.11

See also Structure, Governance and Management (page 7) and Appendix 1 (page 54).
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The Down Syndrome Educational Trust has also researched areas including short-term and working memory
abilities and their relation to the development of other cognitive skills,213141516 sleep problems in children with
Down syndrome, 17181920 the development of speech, and the development and quality of life of adolescents with
Down syndrome. More recent research activities include investigations into number skills, reading and hearing

impairment, adolescence, and longitudinal study of reading development in children in mainstream school
placementS.l],21,22,23,24,25,26,27,28,29

Collaboration

The Down Syndrome Educational Trust has links with researchers in the field around the world. The charity works
closely with the Department of Psychology at the University of Portsmouth where Professor Sue Buckley holds
the post of Emeritus Professor of Developmental Disability. The charity has supported and sponsored a variety of
undergraduate and postgraduate projects investigating various aspects of the development of people with Down
syndrome,

The charity supports and encourages the community of researchers in the UK by organising regular meetings of
the UK Down Syndrome Research Forum where researchers discuss their findings and current research activities
in a supportive peer group setting.
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