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Meetings with members of the Bradford Dementia Group

Professor Tony Hope, Dr Julian Hughes, Dr Jim Eccles, and Katharine Wright met with Professor Murna
Downs, Dr Clive Baldwin, and Andrea Capstick from the Bradford Dementia Group on 29 June 2008.

A separate meeting was held on 30 September 2008 with Professor Dawn Brooker from the Bradford
Dementia Group, Professor Tony Hope, and members of the Secretariat.

42 SOFI is an abbreviation of ‘Short observation framework for inspection’, a new inspection technique which involves observing how
people with dementia behave and how well staff engage with them, in order to obtain information from people who cannot
otherwise communicate with inspection staff.
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Visit to Vale House, Oxford

On 30 September, Professor Tony Hope, and members of the Secretariat visited Vale House, a purpose-
built specialist care home, caring for 20 people with dementia. They met with Tricia O’Leary (Head
of Vale House), Moira Deane (Deputy Head of Home), Evelyn Wilks (Trustee), and Nicky Gale (Family
Support Worker).

Visit to an Alzheimer Café in Farnborough

Professor Tony Hope and Dr Gemma Jones visited the Farnborough Alzheimer Café in order to speak to
people with dementia and their carers in an informal, social context.

Deliberative event

In addition to its general consultative activities, the Working Party also sought the opinions of people
who do not have direct experience of dementia. To achieve this, a one-day ‘deliberative event’ was held
in Birmingham, involving over 50 members of the public, selected to be broadly representative of the
age groups and social and ethnic mix found in the UK as a whole. Participants received background
information about dementia, and then discussed a number of ethical problems in five smaller groups.

While, again, the information we gained from this event cannot be held to be representative of the
whole population, the way the groups tackled the problems, and the remarkable consistency of some
of the conclusions (both between the different groups on the day and when considered alongside the
responses to the written consultation) were very helpful as we considered both how to formulate our
ethical approach, and how some of the specific problems might best be tackled.

Peer review

An earlier version of the Report was peer reviewed by nine individuals with expertise in the areas
covered. These were: Professor George Agich; Professor Carol Brayne; Professor Peter Coleman; Professor
John Keady; Ms Penny Letts; Dr Stephen Louw; Professor John O’Brien; Mrs Barbara Pointon; and Dr
Daphne Wallace.

The Working Party is extremely grateful to all those who took the time to contribute to its work, and
for their help in clarifying some of the most challenging issues raised by this Report.
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Appendix 2: Wider consultation for the
Report

The consultation document

The Working Party published its consultation document** on 14 May 2008 and welcomed responses
until 31 July 2008.

The document contained six broad themes:

B What is dementia and how is it experienced?;
Il Person-centred care and personal identity;

B Making decisions;

M Aspects of care and support;

l The needs of carers; and

I Research.

There were a number of questions within each theme, and background information was provided
to clarify some of the issues being addressed. The document was disseminated to individuals and
organisations with an interest in any or all of the issues raised by the consultation. Hard copies of
the document were posted to more than 1,000 recipients, and it was also made available online. The
consultation received coverage in both local and national media.**

As well as the main consultation document, respondents were offered a shorter version, and also large-
print versions of both the shorter and the full-length documents.

Responses

In all 200 responses were received by the Secretariat and circulated to the Working Party. Of these 200
responses, approximately 70 per cent were from individuals, 23 per cent from organisations, and seven
per cent from organisations that arranged events where the consultation document could be discussed
by participants.

The responses totalled more than 1,500 pages and provided the Working Party with an invaluable insight
into the perspectives of many people closely concerned with dementia. While the respondents did not
constitute a representative view of all those with direct experience of dementia, their perspectives and
insights were an essential resource for the Working Party in the development of its approach to the
final Report. Key themes from the responses have been summarised in a document which is available
on the Council’s website.*>

Deliberative event

The Council expanded its usual consultation process to include a one-day workshop with members of
the public who had no special knowledge of dementia. Opinion Leader, a research-based consultancy,
undertook the organisation and analysis of the event, which took place in Birmingham on 5 August
2008, on behalf of the Council. Fifty four people attended on the day, recruited to form a representative
sample of the UK population.

463 See: http://nuffieldbioethics.org/go/ourwork/dementia/page_922.html.

44 See, for example, BBC News Online (13 May 2008) Call for debate on dementia care, available at:
http://news.bbc.co.uk/1/hi/health/7398847 .stm.

45 See: http:/nuffieldbioethics.org/go/ourwork/dementia/introduction.
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The full report and analysis of the deliberative event, produced by Opinion Leader, is available on the
Council’s website.*¢

List of respondents to the consultation document

Individuals

Anonymous (24)

Ernie Allan

Gillian Andrew

Professor June Andrews, Director, The Dementia Services Development Centre (DSDC),
University of Stirling

Norman Ashworth

Tina Auer

Mrs Jacqueline Baldock

Miss Camilla Ball

Margaret Barbour

Claire Biernacki

Susan Boex

Sara Bonfield

Bruce Bovill

Dr Eugene Breen

Dr Guy Brown

Mrs C. Buckle

Jean Burnard

Ross Campbell and lan Jamieson

H. A. Carsley

Mrs Debra Catton

Mr Keith Chard

Agnes Charnley

Mrs Patricia Clark

Mrs Anne-Marie Clegg

Mrs Kate Copestake

Wendy Cummin

Bill Drake

Jim Ellis, member of the Alzheimer’s Society

Mrs Jaki Evans

Annie Foster

Susan M. C. Gibbons

Canon Professor Robin Gill

Beatrice Godwin, Researcher, CDAS, University of Bath

Dr Nori Graham

Miss A. Griffiths

Dr Frank Gunn-Moore

Rt Hon Baroness Hale of Richmond

Barbara Hall

Louise Halloran

Dr Jeremy Harding

Clair Harris

6 Ibid.
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Mrs Margaret Hawkins
Jonathan Herring

Peter Hindle

Charlie and Margot Hook
Dr Duncan C. S. Hutchison
Colin Isaacs

Dr lan M. Jessiman

Mrs Kathryn L. Johnston
Professor David A. Jones
Assoc. Professor Robert Jones
Lukas Kalinke

Dr John Kelly

Algy Keuneman

John N. Laurie

Mrs Patricia Laycock

Jan Lethbridge

Moira Livesey

Professor Roberto Llanos
Joseph Loftus

Mrs K. Loughnane

Professor Seth Love

Victoria Main

John Major of Bournemouth
Clive Massey

Professor R. J. Mayer

Nancy McAdam

Dr Hazel McHaffie

Elizabeth Mcintyre
Professor lan McKeith, Newcastle University
Fiona McMurray

Findlay McQuarrie

Angela Melamed

Sally Mendham

Julie Miller

Richard Miller

Miqdad R.

Chreanne Montgomery-Smith
Mrs S. Muller

Mike Newton

Ms Valerie O’'Dea

Susan Oliver

Professor Roger Orpwood, Director, Bath Institute of Medical Engineering
Dr Katherine Packham

Mrs Lesley Perrins

Barbara Pointon

Carianne Pudney

Mrs Liz Purcell

Professor Martin Raff

Ms H. Ratokla

Charlotte Rowley
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