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I forget what has happened 

I don’t know where I am

I have no home

I don’t know who you are



Will you stand up for me today?

Adapted from ad in The Guardian, Sep 15 2007



Conclusion

• Advocacy is essential for people with 
dementia

• In order to ensure their value as people 
with human rights

• Entitled to supports and services which 
affirm their dignity and humanity



Overview

• Why advocacy? 

• Forms of advocacy
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Why advocacy?



People with dementia at risk of: 

1. not being seen as people
2. not being seen as aware
3. social exclusion

4. having nothing to do
5. inadequate health and social care



1. Not being seen as people



Risk being viewed as not a living person :

already dead

a living death

a state worse than death

Hughes et al., 2005; Jennings, 2004; Kitwood, 1997; Woods, 1999



Death that leaves the body behind

A hollow shell

The funeral that never ends

Ballenger, 2006; Sweeting & Gilhooly, 1997



Woods, 1989



Risk being viewed as not a person :

being viewed as less than human
a non-person
an object

Hughes et al., 2005; Jennings, 2004; Kitwood, 1997



Risk being viewed as not the same person

JACK: That’s why I’m looking for a nursing home for 
her.  I loved her dearly but she’s just not Mary 
anymore.  No matter how hard I try I can’t get 
myself to believe that she’s there anymore.

Gubrium, 2005, 314 cited by Kellehear, 2007



And therefore not a person to be concerned with



• Greatest threat to person living with dementia is 
threat of not being seen as a person

• Not being seen as a person in others’ eyes 

Kitwood, 1990, 1997; Sabat, 2001



a person

a human being

with full moral worth

a citizen

with human rights

Bartlett & O’Connor, 2007; King’s Fund Centre, 1986; Kitwood, 1997; Hughes et al., 2001



Summary

In order to stand up for someone you have to 
see them as a person

a living person with rights and entitlements



2. Not being seen as aware



Loss of:

role
place
abilities
control
language
who one knew oneself to be



I’m David Whitcombe and I’ve got Alzheimer's 
disease

I’m David Witless

It’s making me almost nothing like I was, that’s 
the problem.  I have changed like a person 
dramatically.

BBC Radio 4 8 Nov 2005 



Awareness

Most people in the early stages are aware

May choose not to show it

Aware of the present and the future

Clare 2003; 2004; Moniz-Cook et al., 2006



Facing the future

48 people with dementia 

Dementia a loss of mind
Loss of bodily functions
Will negatively affect personal relationships 
Will negatively affect pleasure

Moniz-Cook et al., 2006



Awareness in moderate to severe 
dementia

Retain awareness

Clare et al., under review; Kontos, 2004; Norberg et al., 2003; Normann et al., 
1998, 2002



3. Social exclusion



Loss of friends and family

Social distance

Davies & Nolan, 2004, 2000; Finnema et al., 2005; Nolan et al., 2003; Woods et al., 1999



Risk
being ignored
being left alone
being misunderstood



Need

communication

contact
communion

Killick & Allan, 2001, 2005, 2006, Norberg et al., 2003; Ward et al., under review



4. Having nothing to do



Risk:

having nothing to do
not knowing what to do

Need:

engagement and occupation
enriched vs impoverished environments

Ballard et al., 2001; Brooker & Woolley, 2007; Camp et al., 1999; Chaudhury, 2002; Perrin & 
May, 1997; Perrin, 1997



Residential care

Observation of interaction and activity of 218 
residents with dementia in 19 nursing homes

..no home showed even a fair standard of 
care.

Ballard et al., 2001, BMJ, 426



Summary

People with dementia are at risk of isolation and 
boredom



5. Inadequate health and 
social care



Health and social care

Early diagnosis and intervention

Community care

Residential care

End of life care



Early diagnosis and intervention

Self management for dementia Mountain, 2006

Education for living with dementia Richeson et al., 2007

Consumer education Ariss et al., 2007



Early diagnosis and support

Still campaigning for this
People with dementia not diagnosed in timely fashion
Not communicated with
Not sufficiently supported when diagnosed

National Audit Office, 2007; O’Shea 2007



Support for living with dementia:

support groups Cheston 1996; Cheston et al ., 2003; Snyder et al., 
2007; Yale, 1989, 1999

befriending

cognitive rehabilitation Clare 2003

cognitive behaviour therapy Scholey & Woods, 2003



Support for living with dementia:

enriched social environments Brooker & Woolley, 2003

physical environment and nature Chalfont, 2007

reminiscence Bruce et al., 2002

cognitive stimulation Spector et al., 2003

validation Feil 1990

creative arts Craig 2001



Support for living with dementia:

being with Kitwood 1997

communication Killick & Allan, 2001; Normann et al., 2005; Sabat 2001

communion Norberg et al., 2001



Supports for carers

Education and support groups Haley et al., 1987

Training and counselling Brodaty & Gresham 1989; Brodaty et al., 1997

Counselling and support Mittelman et al., 1995, 1996; Whitlatch et al., 
1991 

Cognitive behaviour therapy Teri et al., 1997; Teri et al., 2003

Day care Zarit et al., 1998

Residential respite Arksey et al., 2004



End of life care

Feeding tubes do not:

prolong life
reduce suffering
ensure adequate nutrition
prevent aspiration

Rather potential harm

Gillick, 2000, New England Journal of Medicine



Inadequate services

• Diagnosis and post diagnosis (Bamford et al., 2004; 
O’Shea, 2007)

• Community care (Audit Commission, 2000; O’Shea, 2007)

• Medical and social care (Department of Health, 2001)

• Long term care and end of life care (Department of 
Health, 2005)



Summary

People with dementia need advocacy to ensure 
their entitlement to an effective health and social 
care response



Forms of advocacy



Role for advocacy

Self advocacy

Advocacy services

Advocacy organizations



Self advocacy



Self advocacy

People speaking out for themselves

Repositioning themselves as active citizens (Bartlett & 
O’Connor, 2007)



Ways of speaking out for oneself

Verbal

Non-verbal or behavioural



www.dasninternational.org



The Scottish Dementia Working Group

An independent group run by and for people with 
dementia. 

To campaign to improve services and attitudes

www.alzscot.org



Alzheimer Scotland Training Film, 2005



Residents’ councils

Bru Chaoimhin Advocacy Group (Marsh, 2006)



Ways of speaking out for oneself

Verbal

Non-verbal

Behavioural



Non verbal behaviour

• People express themselves with their behaviour 
(McCormack, 2001)

• Behaviour is an attempt to have one’s needs 
heard (Beattie et al., 2003; Cohen-Mansfield, 2000; Rader et al., 1985)

• Not inevitable symptoms (Ballard & O’Brien, 1999)



Stokes, 2001



Advocacy services

Independent professional advocacy

Examples of…



MIND Dementia Advocacy Service

It is difficult to make people understand me, 
especially if they already have something in 
mind… you helped me make what I want clear…

Dementia Advocacy Service User

www.mindcharity.co.uk/servicesdementia.asp



The Beth Johnson Foundation
Advocacy and Dementia Project
http://www.bjf.org.uk/

Dementia Advocacy Service
www.ageconcerncamden.org.uk



Advocacy and dementia

• ethical and practical considerations

• very messy

• little guidance, requires training and support

Cantley & Stevens, 2003, 2004; Dunning, 1997; 2007



Advocacy organizations



Advocacy organisations

Alzheimer University on Advocacy

Include self advocates

hear and represent the issues as they are 
understood by people with dementia and their 
families and carers (Rees, 2007, p.2)



Advocacy for: 

Dementia as a national health priority

In order to ensure the fulfilment of human rights for 
people with dementia



Conclusion

• Advocacy is essential for people with 
dementia

• In order to ensure their value as people 
with human rights

• Entitled to supports and services which 
affirm their humanity and dignity



Bradford Dementia Group
Division of Dementia Studies 

School of Health Studies
University of Bradford

Bradford BD5 OBB
TEL 00 44 1274 233996

m.downs@bradford.ac.uk
www.bradford.ac.uk/acad/health/dementia



Greenblat, 2005


