The Alzheimer’s Society of Ireland

Annual Conference ~Towards a Voice:
25 Years of Dementia Care & Advocacy (1982-2007)

Dublin, 21%-22" September, 2007

Consultation and Involvement of People with Dementia:
The UK Experience

Kate Allan, Dementia Positive

References and where to find out more

Studies on communication generally, and consultation and involvement of people
with dementia

Allan K (2001) Communication and Consultation: Exploring ways for staff to involve
people with dementia in developing services Bristol: The Policy Press (now available in
PDF from http://www.jrf.org.uk/bookshop/details.asp?publD=366 )

Allan K (2002) Finding Your Way: Explorations in Communication Stirling: Dementia
Services Development Centre

Allan K (2002) Communication and Consultation: Exploring the Diversity Signpost 6(3)
24-26

Barnett E (2000) Including the Person with Dementia in Designing and Delivering Care:
“I need to be me!” London: Jessica Kingsley

Cantley C Woodhouse J & Smith M (2005) Listen to us: Involving people with dementia
in planning and developing services Newcastle upon Tyne: Dementia North

Goldsmith M (1996) Hearing the Voice of People with Dementia: Opportunities and
Obstacles London: Jessica Kingsley

Heiser S (2002) People with dementia reveal their views of homecare Journal of
Dementia Care 10(1) 22-24

Hubbard G Downs MG & Tester S (2003) Including older people with dementia in
research: challenges and strategies Ageing & Mental Health 7(5) 351-362

McAndrew F & Taylor R (2005) How all voices are heard in strategic planning Journal of
Dementia Care 14(3) 22-24

McKillop J & Wilkinson H (2004) Make it easy on yourself! Advice to researchers from
someone with dementia on being interviewed Dementia 3(2) 117-125



Ward, R., Vass, A.A., Aggarwal, N., Garfield, C. & Cybyk, B. (2005) What is Dementia
Care? 1. Dementia is communication. Journal of Dementia Care, 13(6), 22-24.

Ward, R., Vass, A.A., Aggarwal, N., Garfield, C. & Cybyk, B. (2006) What is Dementia
Care? 2. An invisible workload. Journal of Dementia Care, 14(1), 28-30.

Ward, R., Vass, A.A., Aggarwal, N., Garfield, C. & Cybyk, B. (2006) What is Dementia
Care? 3. Seeing patterns, making sense. Journal of Dementia Care, 14(2), 22-24.

Wilkinson H (2002) The Perspectives of People with Dementia: Research Methods and
Motivations London: Jessica Kingsley

Organisational change
You can find out more about the Alzheimer’s Society’s “Living with Dementia’ project
at http://www.alzheimers.org.uk/About our work/About the Society/lwd.htm

A report entitled ‘Living with Dementia project evaluation’ by Rachel Litherland may
still be available from the Alzheimer’s Society.
http://www.alzheimers.org.uk

You can download copies of all issues of the newsletter from:
http://www.alzheimers.org.uk/l have dementia/newsletter/index.htm

You can access the ‘Alzheimer’s Forum’ at
http://www.alzheimers.org.uk/AlzheimersForum/

Organisations created and run by people with dementia
Scottish Dementia Working Group, Alzheimer's Scotland
http://www.alzscot.org/pages/sdwg.htm

Dementia Advocacy and Support Network International
http://www.dasninternational.org/

PROP Group, Doncaster

For further information please contact: Caroline Kendrew, Team Leader, Doncaster
Young Onset Dementia Service - tel: 0130 279 6104, email:
caroline.kendrew@dsh.nhs.uk.
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