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Contacts 
Main office 
The Down Syndrome Educational Trust 
The Sarah Duffen Centre, Belmont Street, Southsea, Portsmouth, Hampshire, P05 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 .buckleyQdownsed .org 

Howard Hurd 
Development and Operations Manager 
Direct telephone : +44 (0)23 9289 3892 
E-mail : howard .hurdQdownsed.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 3111 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 2411 October, 2005 . 

Signed on their behalf by 

Richard Pec 
V- vvV l0'VV_\ 

Murray Parkin U 
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 7"' 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 : 

" 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 . 

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

" 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 . 
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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.2 

Activities 
The Trust seeks to achieve its objectives through : 

" 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 

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

These three areas of work are inter-related 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 
development3 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 .'~8~9~'0~" 
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See also Structure, Governance and Management (page 7) and Appendix 1 (page 54) . 
Buckley, S.J . and Wood, E. (1983) . The extent and significance of reading skills in pre school children with Down syndrome . Paper 
presented at: Annual Conference of the British Psychological Society, London UK 
Buckley, S.J ., Emslie, M., Haslegrave, G ., and Le Prevost, P. (1986) . The development of language and reading skills in children with 
Down syndrome. (lst ed .) Portsmouth, England : University of Portsmouth . 
Buckley, S.J . (1993). Language development in children with Down syndrome; reasons for optimism . Down Syndrome Research and 
Practice, 1(1), 3-9 . Available : http ://www.down-syndrome .info/library/periodicals/dsrp/O1/1/003/ 
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Research and Practice, 1(3), 107-117. Available : http ://www.down-syndrome .info/library/periodicals/dsrp/O1/3/107/ 
Buckley, S.J . and Bird, G. (1993) . Teaching children with Down syndrome to read . Down Syndrome Research and Practice, 1(1), 34-41 . 
Available : http://www .down-syndrome .info/library/periodicals/dsrp/O1/1/034/ 
Buckley, S .J . and Byrne, A . (1994) . The links between language, literacy and memory skills in children with Down syndrome . Portsmouth 
Down's Syndrome Trust Newsletter, 4(2), 9-11 . Available : http://www.down-syndrome .info/library/periodicals/pdst-news/04/2/009/ 

Buckley, S .J ., Bird, G., and Byrne, A. (1996) . Reading acquisition by young children . In B . Stratford and P Gunn (Eds .), New Approaches 
to Down's Syndrome (pp . 268-279) . London, England : Cassell . 

Buckley, S.J ., Bird, G., and Byrne, A. (1996) . The practical and theoretical significance of teaching literacy skills to children with Down 
syndrome . In Jean A. Rondal and Juan Perera (Eds .), Down syndrome: Psychological, psychobiological and socio educational 
perspectives (pp . 119-128). London, England : Whurr Publishers Ltd . 
Byrne, A. (1997) . The development of reading skills in children with Down syndrome . University of Portsmouth . 
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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, 12,13,14,15,16 sleep problems in children with 
Down syndrome, 11,18,19 .20 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 .' 1,21,22,23,24,25,26,27,28,29 

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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Laws, G., Buckley, S.J ., Bird, G., MacDonald, J., and Broadley, I . (1995) . The influence of reading instruction on language and memory 
development in children with Down syndrome . Down Syndrome Research and Practice, 3(2), 59-64. [Online] Available : http://www .down-
syndrome .info/library/periodicals/dsrp/03/2/059/ 
Broadley, I . and MacDonald, J. (1993). Teaching short term memory skills to children with Down syndrome . Down Syndrome Research 
and Practice, 1 (2), 56{2 . Available : http ://www.dowrrsyndrome .info/library/periodicals/dsrp/Ol/2/056/ 
Broadley, I ., MacDonald, J., and Buckley, S. (1994) . Are children with Down's syndrome able to maintain skills learned from a short-term 
memory training programme? Down Syndrome Research and Practice, 2(3), 116-122. Available : http ://www .down-
syndrome .info/library/periodicals/dsrp/02/3/116/ 
Broadley, I ., MacDonald, J., and Buckley, S.J. (1995) . Working memory in children with Down syndrome . Down Syndrome Research and 
Practice, 3(1), 3-8 . Available : http ://www.down-syndrome.info/library/periodicals/dsrp/03/1/003/ 
Byrne, A., Buckley, S.J., MacDonald, J., and Bird, G. (1995). Investigating the literacy, language and memory skills of children with Down 
syndrome and their mainstream peers . Down Syndrome Research and Practice, 3(2), 53-58. Available : http ://www.down-
syndrome .info/library/periodicals/dsrp/03/2/053/ 
Stores, R. (1991) . Sleep disorders and daytime behaviour problems in children with Down syndrome. Portsmouth Down's Syndrome 
Trust Newsletter, 1(23), 6-8. 
Stores, R. and Stores, G. (1996) . Research on sleep problems and psychological function in children with Down syndrome : Implications 
for clinical practice and everyday care . Down Syndrome Research and Practice, 4(3), 110-112. Available : http ://www.down-
syndrome .info/library/periodicals/dsrp/04/3/110/ 
Stores, R., Stores, G., and Buckley, S. (1996). The pattern of sleep problems in children with Down's syndrome and other intellectual 
disabilities . Journal of Applied Research in Intellectual Disabilities, 9(2), 145-159 . 
Stores, R., Wiggs, L., and Stores, G. (2000) . Service issues for sleep disorders in children with learning difficulties . In R. Bage and K. 
Jeffreys (Eds .), Positive Issues for People with Learning Difficulties (pp . 132-146). Basingstoke, UK : Macmillan. 
Nye, J., Clibbens, J., and Bird, G. (1995) . Numerical ability, general ability and language in children with Down syndrome . Down 
Syndrome Research and Practice, 3(3), 92-102 . Available : http ://www:down-syndrome.info/library/periodicals/dsrp/03/3/092/ 
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syndrome on the Threshold of the 21 st Century : International Conference on Down Syndrome, Rome, Italy . 
Nye, J., Fluck, M.J ., and Buckley, S.J . (2000, March) . Children with Down syndrome counting with their parents . Paper presented at : 7'" 
World Down Syndrome Congress, Sydney, Australia . 
Nye, J., Fluck, M., and Buckley, S.J . (1997, October) . Counting ability in children with Down syndrome . The 6'h World Congress on Down 
Syndrome, Madrid, Spain . 
Nye, J., Fluck, M., and Buckley, S.J . (1997, April) . Spontaneous production of number language by children with Down syndrome and 
their parents . The 2°° International Conference on Language and Cognitive Development in Down Syndrome, 8-10 April 1997, 
Portsmouth, UK. 
Nye, J., Fluck, M., and Buck(ey, S.J . (1999, March) . Counting and cardinality in children with Down syndrome and typically developing 
children . Paper presented at : Fourth European Down Syndrome Conference, Malta. 
Nye, J., Fluck, M., and Buckley, S.J . (1998, March) . Counting and cardinality in children with Down syndrome. The British Psychological 
Society Annual Conference, 26-29 March, 1998, Brighton, UK . 
Nye, J., Fluck, M ., and Buckley, S.J . Procedural counting skills and concept of cardinality in children with Down syndrome . Paper 
presented at : Annual Wessex Undergraduate/Postgraduate Psychology Conference, 18 March, University of Portsmouth, UK . 
Nye, J ., Fluck, M ., and Buckley, S . (2000, September). Development of counting in children with Down syndrome : A longitudinal study . 
Poster presented at : The 3'° International Conference on Language and Cognition in Down Syndrome, Portsmouth, UK . 
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International conference on development issues in Down syndrome 
The charity hosts the only regular international conference on developmental issues in Down syndrome . Speakers 
at the last conference in 2000 included leading researchers from around the world . 10,11,32,33,34,35,36,37,38,39,40 The 
next conference is scheduled for September 2005 . 

Recognition 
Professor Sue Buckley was awarded the inaugural Scientific Award at the first international Biennial Scientific 
Conference on Down Syndrome in April 1998 . The conference presented the award in recognition of the 
contributions to the advancement of the scientific understanding of Down syndrome that have been achieved by 
Professor Buckley and colleagues at The Down Syndrome Educational Trust and the University of Portsmouth . 

Professor Sue Buckley awarded an OBE 

Professor Sue Buckley, the Trust's Director of Research and Training, was awarded an OBE in the Queen's 
Birthday Honours List published on 12"' June 2004 for services to special needs education. The award 
recognises Professor Buckley's unique contribution to research and education for children with Down syndrome 
over more than 25 years. 

Information dissemination activities 
It is by informing parents, practitioners and researchers, and by promoting evidence-based interventions and 
teaching strategies, that the Trust effects change for children with Down syndrome . The Trust has developed a 
range of publications and communication activities, utilising an increasing number of media, to disseminate 
practical advice and information as widely as possible . 

Research journal 

The Down Syndrome Educational Trust publishes Down Syndrome Research and Practice, a specialist peer-
reviewed academic journal to promote the exchange of information and research findings among the international 
academic and professional communities. Down Syndrome Research and Practice is the only scientific journal 
dedicated to publishing papers addressing the full range of issues involved in the care and development of 
individuals with Down syndrome . It is the official scientific journal of The Down Syndrome Educational Trust, the 
European Down Syndrome Association and Down Syndrome International . Down Syndrome Research and Practice 
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Abbeduto, L. (2000, September) . The language and cognitive profile in Down syndrome : evidence from a comparison with Fragile X 
syndrome . Paper presented at : The 3ro International Conference on Language and Cognition in Down Syndrome, Portsmouth, UK . 
Baylis, P. (2000, September) . The reading skills of children with Down syndrome. Poster presented at : The 3'° International Conference 
on Language and Cognition in Down Syndrome, Portsmouth, UK . 
Chapman, R. (2000, September) . Cognitive, lexical, and grammatical development. Paper presented at : The 3'd International Conference 
on Language and Cognition in Down Syndrome, Portsmouth, UK . 
Conners, F. (2000, September) . Memory training . Paper presented at : The 3'° International Conference on Language and Cognition in 
Down Syndrome, Portsmouth, UK 
Cuskelly, M. (2000, September). Studies in delay of gratification . Paper presented at : The 3'° International Conference on Language and 
Cognition in Down Syndrome, Portsmouth, UK . 
Grove, N. and Woll, B. (2000, September) . The acquisition of signed and spoken language by twins with Down syndrome : A longitudinal 
perspective . Paper presented at : The 3'd International Conference on Language and Cognition in Down Syndrome, Portsmouth, UK . 
Jarrold, C . and Baddeley, A. (2000, September) . Short-term memory in Down syndrome : Applying the working memory model. Paper 
presented at : The 3'° International Conference on Language and Cognition in Down Syndrome, Portsmouth, UK . 
Leavitt, L. (2000, September) . Mother-infant interaction . Paper presented at : The 3'° International Conference on Language and 
Cognition in Down Syndrome, Portsmouth, UK. 
Moore, D., Oates, J., Goodwin, J., and Hobson, P. (2000, September) . Cognitive and social-relational constraints on the development of 
infants with and without Down syndrome : evidence from a longitudinal study. Paper presented at : The 3'd International Conference on 
Language and Cognition in Down Syndrome, Portsmouth, UK 
Paterson, S . (2000, September) . Language and number development in Down syndrome : the complex developmental trajectory from 
infancy to adulthood . Paper presented at : The 3'° International Conference on Language and Cognition in Down Syndrome, Portsmouth, 
UK . 
Stoel Gammon, C . (2000, September) . Speech production : Underlying deficits and intervention techniques . Paper presented at: The 3'° 
International Conference on Language and Cognition in Down Syndrome, Portsmouth, UK . 
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