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‘‘ Dementia Carer Voices has been one of the ALLIANCE’s most successful outreach 
projects. This impact report describes the work of Tommy Whitelaw working with 
Director Irene Oldfather and the team to raise awareness of living with dementia. I think 

it is their individual personal experiences which bring an authenticity to the 
work which has been commented on, not just in Scotland and the UK but 
in Europe and beyond right across the globe. It’s a great example of how 

the real experts are those who have been there on the journey.’’ 
Professor Ian Welsh OBE, Chief Executive
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• Captured the experiences of 
carers across Scotland with a 
view to informing future policy 
and service provision;

• Raised awareness of the issues 
around caring for someone 
living with dementia including 
among health and social care 
professionals, students and the 
wider public;

• Highlighted the role of carers 
as experts, who should be 
recognised for the value that 
they bring to the life of their 
loved ones and to society as a 
whole; carers as people with 
needs; carers as people with 
independent lives;

• Empowered carers by providing 
information based on the 
Charter of Rights and Carers 
Strategy about caring for 
someone living with dementia;

• Engaged with Health and 
Social Care professionals to 
highlight the importance of a 
person-centred approach to 
dementia care, with carers as 
equal partners.

What did the 
Dementia 
Carer Voices 
project do?
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What 
Dementia 
Carer Voices 
achieved
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Timeline

Charter 
of Rights 
launched 

in the 
Scottish 

Parliament

Tommy on tour 
and Letters, life 
and love stories

2009 2011

October

The Cross-Party Group in the Scottish Parliament on Alzheimer’s brings together Members of the Scottish Parliament 
with organisations representing the interests of people with dementia.  The group works towards ensuring high 
quality support, services and treatment are in place to assist people with dementia and their carers throughout 
Scotland.  As part of this work the group has considered how to ensure that the rights of people with dementia and 
their carers are fully recognised at all levels of government and by individuals and non-governmental organisations, 
regardless of where they are and in every part of their daily lives.  
Your support will help us to raise awareness and campaign for the rights of people with dementia and their  
carers to be recognised.

Please register your support for the Charter by going to the Alzheimer Scotland website: www.dementiarights.org   
Thank you.

Irene Oldfather, MSP
Convenor, Cross-Party Group on Alzheimer’sOctober 2009

Why a charter is needed  
People with dementia and their carers (family members and friends) have the same human rights as every other citizen.  However, it is widely recognised that, in addition to the impact of the illness, they face cultural, social and economic barriers to fulfilling these rights. This charter aims to empower people with dementia, those who support them and the community as a whole, to ensure their rights are recognised and respected.

• Nature of the illness 
 Dementia is an illness that over time affects the capacity of individuals   to make some or all decisions about their everyday lives, including   their money, health and welfare.  It gradually affects their ability to   communicate, reason and act in their own interests.  The illness severely   compromises their ability to protect their own rights; because of this   people with dementia are often at greater risk of violence, injury or   mental abuse, neglect or negligent treatment, maltreatment or    financial exploitation. 

• Inadequate and inappropriate services There is evidence from research, inspections by scrutiny bodies and   consultations that people with dementia and their carers do not receive,   for the most part, the proper support, care and treatment they need   to continue to live fulfilling lives. Services for people with dementia   across Scotland are generally poorly resourced, patchy and often   inappropriate, sometimes commissioned and provided by staff with   very little knowledge of the illness. This is not due to any lack of models   of good practice and high quality services in Scotland but to a systemic   failure to mainstream dementia care and ensure that a comprehensive   service is available to all from early diagnosis to end of life care.
• Attitudes in society
 People with dementia still face stigma and discrimination in society   as well as a lack of equity of access to high quality dementia care   services. Awareness raising campaigns to increase public understanding   are beginning to change attitudes to dementia.  However, changing  

 attitudes and practices to ensure that the rights of people with dementia   are fully recognised continues to be a major challenge for bodies   responsible for the provision of health and social care. In addition to   distressing accounts from carers and people with dementia, there is a   growing body of evidence to support the view that the rights of people   with dementia are being overlooked, neglected or in a few individual   cases, deliberately breached.  

• Unmet needs of carers
 Caring for someone with dementia can be stressful because of the   complex, unpredictable and progressive nature of the illness and may   have a profound social, emotional, physical and financial impact on   carers, including increased risk of stress related illness such as   depression.  Many carers feel that their views and needs are overlooked   by health and social care professionals and that their right to support as   partners in the provision of care is not well recognised. 

The Cross-Party Group in the Scottish Parliament on Alzheimer’s therefore believes that a Charter of rights is needed to: 

• empower people with dementia and their carers to assert their rights in   every part of their daily lives and wherever they are; • ensure that those who provide health, social care and other services   understand and respect the rights of people with dementia and   their carers; and 
• ensure the highest quality of service provision to people with dementia   and their carers. 

 The Charter reflects the views of over 500 people (including   people with dementia, their carers, and professionals) who took part   in the widespread consultation carried out on behalf of the Cross-  Party Group by Alzheimer Scotland between May - July 2009.

Alzheimer Scotland is supporting the Charter on its dedicated website www.dementiarights.org or it can be reached from www.alzscot.org/charter

for People with Dementia and their Carers in Scotland

Charter of Rights

for People with Dementia and their Carers in Scotland

Charter of Rights

Stepping out of the shadows

2018

Published 
‘Rights and the 
Carer Voice – 5 

steps to change’

2017

Pledge 
Campaign 

You Can Make a 
Difference

2016

My pledge: .............................................................................................................................................
.......................................................................................................................................................................
..........................................................................................................................................................................
What would stop you fulfilling your pledge?:  ................................................................
.......................................................................................................................................................................
Name *:  ..................................................................................................................................................
Email: ........................................................................................................................................................
* Pledges will be collated and published on our web page. If you would prefer for your response to be anonymised please tick here 

Supporting rights and the carer voice

‘You can make a difference’

We hope you’ve enjoyed today’s session and would like to ask you to                        

consider how you can help us make a difference.

Please let us know how you plan to make a difference to the                   
        

experiences of people with dementia and their carers and we will                       
    

contact you in 6 months to see how you’re getting on.

Parliamentary 
debate on our 

work

General 
practice 
nursing 

roadshows

Between 2011 and 2019, Dementia 
Carer Voices delivered an ambitious 
programme of activity aimed at 
furthering the rights of people living 
with dementia and their Carers.

The project

Disability confident

scheme identity guidelines 

for employers

v1 July 2016

6pp A5 layout 23.01.19.indd   1

23/01/2019   14:32

What Matters to 
You Movement 

Scotland
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Dementia 
Carer 
Voices 
project 
launch

Letters, Life 
and Love 

Stories – A 
Celebration 

of Caring 
in Scotland 

2014

Glasgow City 
Health and 
Social Care 
Partnership

Intelligent 
Kindness

2012 2013 2014

Life Changes Trust 
Business Plan – 
Changing Lives 
of People with 

Dementia

2019

Concert for 
Caring 2019

10 Year Anniversary of 
the Charter of Rights 

and parliamentary 
debate

Looking to the Future

CHARTER 
OF RIGHTS

for People with Dementia 

and their Carers in Scotland

Celebrating 10 Years of the

• Live in and be active and equal members of their communities

• Have fair and equal access to the highest quality of care, support and treatment 

when and where they need it

• Have an active voice and participate fully in the decisions which affect their lives 

• Be supported by a well trained workforce which has a strong understanding of 

dementia 

• Be empowered to exercise their human and legal rights

People with dementia and their carers 

should have the right to:

Charter of Rights A5 26.09.19.indd   1

26/09/2019   16:02

Published 
in the 

International 
Journal of 
Aging and 

Society

Debate at the 
European Economic 

Social Committee

2015

Intelligent 
Kindness

Engaged with 
200,000

You Can Make a 
Difference (2014)

Parliamentary 
debate on our 

work

Engaged with  
200,000 

people

Rights and Carer Voice 
booklet launched
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The ALLIANCE and its Dementia Carer 
Voices project has played a significant role in 
furthering developments in policy, practice 
and legislation since the Scottish Government 
made dementia a national priority 10 years 
ago�

In 2011, the ALLIANCE acted as one of the 
four ‘Founding Partners’ of the Life Changes 
Trust. The ALLIANCE co-produced a business 
plan which formed an interim Board and 
helped establish the Trust into a charitable 
trust which has since delivered numerous 
projects for people living with dementia and 
those providing care�

As members of the National Strategy Group, 

the project team has inputted and contributed 
to each of the National Dementia Strategies� 
To support this activity the project conducted 
carer surveys and engagement activity 
to gather the views of carers and ensure 
representation throughout the consultation 
period for the first three National Dementia 
Strategies� Much of the project’s work over 
the years has advocated for carer rights and 
provided insight into the lived experience of 
those living with dementia as well as their 
carers�

The project has been particularly successful 
at Parliamentary Outreach with exhibitions, 
debates and MSP engagement to raise 
awareness of dementia�

Impact on policy
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Much of the success of the Dementia Carer 
Voices project lies in its extensive outreach and 
strengthening of networks and partnerships�

Over the last seven years, Project Lead Tommy 
Whitelaw has taken the story of caring for his 
mother Joan Whitelaw and the importance 
of practicing intelligent kindness and person-
centred care to over 200,000 care home staff, 
frontline workers and health and social care 
students and professionals� Traveling across 
950 locations in the UK, the ‘You Can Make 
a Difference’ campaign promoted value-
based reflective practice to raise awareness 
on how health and social care students and 
professionals can make a difference through 
their practice� By encouraging professionals to 
reflect on how they can make a difference to 
people with dementia, their families and carers, 
the project has promoted both rights-based and 
person-centred care provision�

With our support, over 1500 universities, 
colleges, hospitals and care homes across 
Scotland have created and placed pledge 
trees in their common areas to inspire culture 
change and improvement in practice rooted in 
intelligent kindness. These visual reminders 
have supported both professionals and aspiring 
professionals to connect or perhaps reconnect 
with the core values that inspired them to work 
in the health and social care sector� 

Impact on 
outreach Val Allen, Independent Sector Lead, 

Scottish Care
‘It gave everyone time for reflection� Time 
to take a step back and celebrate what is 
working well; the significant impact care 
professionals have on individual lives; the 
wonderful privileged relationships which 
develop between us as professionals 
and those we care for and their families; 
enabling us to hear the impact of our 
work; motivated and enthused us to strive 
to make life better for those we care for�’

Susan Friel, Nurse Director, NHS 
Lanarkshire
‘Enabling our staff to truly understand how 
it feels to live with dementia makes such a 
difference to how we care for people�’

Professor Julie Green, Keele University
‘The talks really engage students and 
clinical colleagues in revisiting the very 
reasons why they entered a caring 
profession�’

Nicola Phillips, student nurse
‘I walked out of that lecture theatre and 
I took every word with me, I promised, I 
made a pledge from that day when I walk 
into my new world as a student nurse and 
then a nurse I will remember these people 
are not just patients they are someone’s 
beautiful mum, dad, brother, sister, 
husband or wife�’

What people said about ‘You Can Make 
a Difference’ Improvement Sessions. 
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Clare Carmichael, student nurse

‘The sessions encouraged staff/students 
to reflect on, not only their beliefs, but also 
their actions when engaging with people/
patients/residents; it was undoubtedly a 
positive learning experience�
The second impact I believe was for 
our residents/patients as staff had a 
greater understanding of their impact on 
those they are caring for� They approach 
their caring responsibilities with a great 
empathy borne from understanding the 
other person’s experience�

I have no doubt staff and students were 
better practitioners from having listened 
to Tommy�’

Many talks have promoted collaboration 
and featured key messages.

Dementia Carer Voices has also worked closely 
with NHS Health Boards and Health and Social 
Care Partnerships to celebrate ‘What matters 
to you’ day and deliver staff induction 
days and quality improvement sessions� 
This partnership-working has included 
NHS Dumfries and Galloway, NHS Greater 
Glasgow and Clyde and NHS Lanarkshire� 
Working alongside NHS 24, Dementia Carer 
Voices has also led on sharing best practice 
tools, resources and multimedia which have 
contributed to stronger information-sharing 
and system improvements� 

Following on from improvement sessions, 
specific examples of culture change based 
on the ‘What matters to you’ movement 
have been replicated – from pledging to listen 
without interruption, to always asking what 
matters to someone and creating dementia-
friendly lounges� Central to the Dementia 
Carer Voices project was developing a kinder 
community of care, within care homes and 
hospitals and within the current and future 
health and social care workforce�

https://www.youtube.com/watch?v=KBx4hYOjAHc
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Claire Carmichael:
‘Sometimes as nurses we are so focused 
on making the patient well again, we 
forget to ask, ‘what matters to you?’ 
Tommy passionately reminded us that 
this is something every single person 
who works in healthcare should always 
remember�’
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The Dementia Carer Voices project has been 
instrumental in shifting the perception of people 
living with dementia and their carers as ‘experts’ 
and promoting confidence in the health and 
social care sector in delivering person-centred 
care� 

Prior to the signing of the Charter of Rights 
for People with Dementia and their Carers in 
Scotland in 2009, dementia discourse was 
highly dominated by a ‘medicalised’ definition: a 
disease associated only with irreversible decline�

The human rights lens had not been applied 
in-depth in relation to the lived experience, the 
policy response or the services that are entitled 
to people living with dementia and even despite 
the charter, people living with dementia were 
still often being denied their rights due to social 
and cultural barriers� These barriers included 
a lack of understanding within the population, 
and a lack of staff training in how to respect and 
protect the human rights of people living with 
dementia�

Since the signing of the 
Charter, the project 
has supported the 
principle of constructive 
conversations which 
are person-centred and 
align to the UN panel 
approach centred on 
participation, non-
discrimination, equality 
and empowerment�

The project celebrated 
10 Year Anniversary of 
the Charter of Rights 
in collaboration with 
Alzheimer Scotland, 
UWS and the Scottish 
Human Rights 
Commission with 
a Parliamentary 
debate and reception 
attended by partner 
organisations, 
carers and 
supporters�

Impact on rights

https://www.alliance-scotland.org.uk/blog/resources/charter-of-rights-for-people-with-dementia-and-their-carers-in-scotland/
https://www.alliance-scotland.org.uk/blog/resources/charter-of-rights-for-people-with-dementia-and-their-carers-in-scotland/
https://www.alliance-scotland.org.uk/blog/resources/charter-of-rights-for-people-with-dementia-and-their-carers-in-scotland/
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To support health and social care professionals in providing person-centred care, Dementia 
Carer Voices also published a Five Steps to Change flyer in December 2017 with a focus on 
turning good intentions into purposeful actions�

6pp A5 layout 23.01.19.indd   2 23/01/2019   14:32

Disability confident

scheme identity guidelines 
for employers

v1 July 2016

6pp A5 layout 23.01.19.indd   1 23/01/2019   14:32
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We did this by creating the following tools: 

• ‘5 Principles of Active Listening’ 

• ‘5 Things to Ask’ 

• ‘5 Steps to Change’ 

• ‘5 Aspects to the PANEL Approach’ 

These tools contributed to rights-based dialogue, 
promoted greater legal protection, entitlement to 
services and person-centred care, and assisted 
in fostering positive cultural shift in the way that 
dementia is perceived and understood across the 
sector and by people living with dementia�

https://www.alliance-scotland.org.uk/blog/resources/dementia-carer-voices-5-steps-change-flyer/
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Through the Concerts for Caring held in 2014 and 2019, 
Dementia Carer Voices paid tribute to the work of the 
759,000 carers in Scotland and those who support them�

Over 3000 individuals attended the events to celebrate 
Scotland’s carers, their personal stories and the role 
many professionals and volunteers play in the carer 
journey� 

At both receptions and events, we asked people – “what 
does caring mean to you?” and collected over 150 
personal accounts of caring� This brought key messages 
to the forefront surrounding the challenges of, and 
motivations behind the caring role� 

Impact on people
Concerts for Caring
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https://www.alliance-scotland.org.uk/blog/news/concert-for-caring-a-celebration-dedicated-to-carers/
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• Caring is isolating;

• Caring is a special bond;

• Hard to socialise as a carer.

These events gave carers a platform to be heard in 
the presence of decision-makers such as then Deputy 
First Minister Nicola Sturgeon and local Glasgow MSP 
and Minster for Justice, Humza Yousaf� 

Key insights included: 

The ALLIANCE 
Concert for Caring

Glasgow Royal Concert Hall 
April 6th 2019#Concert4CaringGUEST
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‘At the heart of Dementia Carer Voices lies the lived experiences 
of caring� 

Between 2011-2016 Dementia Carer Voices received over 400 
individual stories about what it means to provide care from 
individuals across Scotland�

A substantial body of research detailed in the ‘Letters, Life and 
Love Stories’ publication indicated that:

• Caring causes social isolation and economic hardship;

• Rights of carers are missing;

• And there is either no support or inadequate support 
available to carers.

These findings informed our pledge campaign with health and social care professionals during the 
same time period� The ‘Rights and the Carer Voice’ publication included the initial findings alongside 
an analysis of the first 6000 pledges from our 
engagement with 85,000 health and social care 
professionals� This insight was further shared 
across the ALLIANCE’s network of over 2,900 
members and influential in demonstrating how to 
use stories in a meaningful way to improve policy 
and practice�

Impact on people
Letters campaign

Esteem in the profession
“After your talk, I feel even more proud to 
broadcast that I am a student nurse”

An issue of self-esteem is often prevalent in the 
letters Tommy receives. Some express that they feel 
society does not value the work that they do and 
that, as such, they feel undervalued in the role they 
perform. 

It is frequently reported by carers that pay and 
conditions of service do not adequately reflect the 
importance of the work of the caring for the most 
vulnerable in our society.

It is encouraging that when listening to the carer 
voice, nurses, student nurses and others in the caring 
profession clearly feel a sense of pride in what they 
do. Valuing and supporting those who look after the 
most vulnerable in our society will require strong 
leadership from the highest levels across all levels.

Reconnecting with Values
“I was thinking about leaving nursing, but your 
talk made me remember why I wanted to be a 
nurse, I want to make a difference.”

This is one of the most common types of feedback 
Tommy receives in letters sent to him after his talks. 
Health and social care staff write him to say that 
they were on the brink of giving up the profession 
or taking early retirement and that his talks 
reminded them why they went into nursing in the 
first place. 

A high turnover of staff can make it hard for 
care homes and care at home providers to give 
high quality, consistent and person centred care. 
It is therefore important to encourage staff to 
reconnect with values of the profession.

It is widely accepted that familiarity and routine 
can assist in managing the symptoms of dementia, 
but a lack of continuity in staffing is reported by 
many families as a barrier to good, consistent and 
high quality care.

“There is a shortage of staff – people are brought 
in who don’t know the conditions of the service 
users they are caring for.”

Care home staff member

https://www.alliance-scotland.org.uk/blog/resources/dementia-carer-voices-rights-and-the-carer-voice/
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“Caring means good 

times and really 

hard times. We do it 

because we love.”

“Caring means to listen without 
judgement 

and support 
unconditionally.”

“Making 
sure our 
lives are 

happy 
ones.”

Dementia Carer Voices social media

In order to raise awareness of these issues, our team prioritised extensive 
social media outreach and participated in national chat shows, radio 
programmes and conferences.

635 followers

Facebook

7,722 followers
As on 23 June 2020

Twitter

500+ subscribers

• Carer Specials on BBC Radio Scotland 2 with Jeremy Vine 
• Carer Specials on BBC Radio Scotland 4 Woman’s Hour
• ‘Who cares for the carers?’  BBC Scotland Documentary with Sally Magnusson
• Concert for Caring BBC Scotland Radio Documentary
• STV Scotland Tonight and news bulletins

Newsletter

“Letters,  Life  and  Love  Stories”  tree”
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Turning good intentions 
into actions
What our partners say about us
The project has always advocated the 
importance of narrowing the gap between 
policy aspirations and implementation in 
practice� Our advocacy has been guided by our 

engagement with carers and health and social 
care professionals� Our partners describe the 
ways in which the project has successfully 
achieved this�
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with DCV and the team at 
The ALLIANCE as their work 
evolves�

If the next five years are as 
good as the previous 
five, we have a lot to 
look forward to�

Working with Dementia Carer Voices over 
the past five years has been an integral 
part of the success of the “What Matters to 
You?” movement in Scotland and beyond� 
Engaging with thousands of people who 
work in Health and Social Care, and even 
in sectors as diverse as education and 
housing, the DCV team led by Tommy 
Whitelaw has revitalised and re-energised 
both the lives of those who work in these 
sectors and the people they serve�  

Tommy’s powerful story and engaging 
style have helped to reconnect people 
with the things that matter most in life, 
but the work of DCV doesn’t revolve solely 
around Tommy’s story, powerful as that 
may be�  DCV has served as a beacon 
of hope and a conduit for the voices of 
the many thousands of unpaid carers 
supporting and caring for their loved 
ones all over Scotland� DCV has helped 
people to connect and find support 
from others in similar circumstances� 
Not only that, this work has also helped 
politicians, policymakers, senior leaders 
and professionals to understand their role 
more deeply and how to work with people 
to achieve their full potential and live life 
well on their own terms�

In my role as clinical lead for person-centred 
care with the Scottish Government DCV 
have been influential in helping us with our 
ambition to continually move our focus 
towards people and the things that really 
matter� This has been a vital contribution 
as we seek to ensure that our health and 
social care services are ready to meet the 
challenges of the 21st century�  Helping us 
to connect and listen to carers and staff 
alike, hearing what really matters and then 
trying to ensure that we work with people to 
improve� 

I commend this report to you and look 
forward to many more years of working 

‘What Matters to You?’

Shaun Maher 
Strategic Advisor for 
Improvement and 
Person-Centred Care, 
Scottish Government
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‘What Matters to You?’

I’ve had the opportunity to work with Dementia Carer Voices since my days as Nurse 
Director in Ayrshire and Arran when like many, I was totally inspired hearing Tommy’s story 
of Caring for his  lovely mum Joan�

As Chief Nursing Officer I wanted as many student nurses as possible 
to hear and feel that amazing connection that Tommy can make in 
a room; to encourage them to begin their practice work confident in 
putting people and families at the heart of what they do�

The story of Tommy and Joan are now an inspiration to all and the 
work has gone from strength to strength supporting key initiatives 
around person centred care and kindness, 

Irene and the ALLIANCE’s work on rights based approaches through 
the Charter of Rights, have allowed patient and people empowerment 
to be embedded into working practice facilitating progress in person 
centred care such as open visiting�

I‘ve been a proud advocate and supporter of Tommy and the team�’

Professor Fiona 
McQueen 
Chief Nursing Officer 
for Scotland
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In 2009 Irene Oldfather was the Convenor 
of the Parliamentary Cross-Party Group 
on Dementia and I had recently taken up 
the role as Chief Executive of Alzheimer 
Scotland in August 2008� I distinctly recall 
the conversation when Irene suggested that 
we needed to develop a charter of rights for 
people with dementia and their families� We 
fully embraced this idea, and this led to a 
team from Alzheimer Scotland, undertaking 
an extensive national engagement process 
with people with dementia, families and 
carers about what mattered to them� 
Informed by what they told us Alzheimer 
Scotland worked with the Scottish Human 
Rights Commission, the Cross-Party Group, 
and the Scottish Dementia Working Group 
to co-produce what became the Charter of 
Rights for People with Dementia and their 
Carers� 

I don’t think that any of us involved at the 
time fully anticipated how important a 
document that this would become, in my 
view it was the start of a transformation in 
the construct and paradigm of how we view 
dementia� It helped dramatically shift our 
understanding away from a narrow medical 
model to a person centred, rights-based 
understanding of citizens who despite living 
with a challenging progressive condition 
retain their human rights to choice, power, 
control, autonomy and inclusion� 

The Charter became the defining principle 
of the National Dementia Strategy, it 
provides the basis of the National Dementia 
Standards, the Promoting Excellence 
Framework and is on the face of every policy 
and progressive development that has 
evolved from each of the national strategies 
in the past decade� 

The Charter did not and does not sit in 
isolation, it was driven forward by the voice of 
people living with dementia in Scotland, the 
Scottish Dementia Working Group, and it was 
used as force for change and progression� 
Soon the creation of the National Dementia 

Carers Action 
Network, that both 
Irene and Tommy 
were involved 
in, built on this 
and brought 
the voice of the 
lived experience 
of carers to the 
promotion and 
evolution of the Charter and its rights-based 
approach� This force for change was added 
too with the formation of Dementia Carer 
Voices and the rights-based approach was 
driven even closer to the heart of practice 
across our health and social care service led 
by Tommy and Irene� 

Together our collective movement and 
our respective organisations have used 
the Charter to shape policy and to deliver 
a transformation in the nature and focus 
of our health and social care practice in 
Scotland which is acknowledged globally for 
its person-centred rights-based approach� 
It was and is perhaps one of the most 
important levers for policy transformation in 
the field of dementia practice to date� 

It is also central to how we continue to 
transform our Health and Social Care 
system and protect the rights of people 
with dementia and their carers as we move 
forward in these difficult times of austerity� 
The Charter is founded on rights that 
already exist and are 
embedded in law, 
securing a future 
based on these 
rights for people with 
dementia and their 
carers is something 
we must all fight for 
and we look forward 
to continuing to 
work alongside 
the ALLIANCE and 
Dementia Carers 
Voices to deliver this�

The Charter of Rights for People with 
Dementia and their Carers in Scotland

Henry Simmons 
Chief Executive 
Alzheimer Scotland

The Cross-Party Group in the Scottish Parliament on Alzheimer’s brings together Members of the Scottish Parliament 
with organisations representing the interests of people with dementia.  The group works towards ensuring high 
quality support, services and treatment are in place to assist people with dementia and their carers throughout 
Scotland.  As part of this work the group has considered how to ensure that the rights of people with dementia and 
their carers are fully recognised at all levels of government and by individuals and non-governmental organisations, 
regardless of where they are and in every part of their daily lives.  
Your support will help us to raise awareness and campaign for the rights of people with dementia and their  
carers to be recognised.

Please register your support for the Charter by going to the Alzheimer Scotland website: www.dementiarights.org   
Thank you.

Irene Oldfather, MSP
Convenor, Cross-Party Group on Alzheimer’sOctober 2009

Why a charter is needed  
People with dementia and their carers (family members and friends) have the same human rights as every other citizen.  However, it is widely recognised that, in addition to the impact of the illness, they face cultural, social and economic barriers to fulfilling these rights. This charter aims to empower people with dementia, those who support them and the community as a whole, to ensure their rights are recognised and respected.

• Nature of the illness 
 Dementia is an illness that over time affects the capacity of individuals   to make some or all decisions about their everyday lives, including   their money, health and welfare.  It gradually affects their ability to   communicate, reason and act in their own interests.  The illness severely   compromises their ability to protect their own rights; because of this   people with dementia are often at greater risk of violence, injury or   mental abuse, neglect or negligent treatment, maltreatment or    financial exploitation. 

• Inadequate and inappropriate services There is evidence from research, inspections by scrutiny bodies and   consultations that people with dementia and their carers do not receive,   for the most part, the proper support, care and treatment they need   to continue to live fulfilling lives. Services for people with dementia   across Scotland are generally poorly resourced, patchy and often   inappropriate, sometimes commissioned and provided by staff with   very little knowledge of the illness. This is not due to any lack of models   of good practice and high quality services in Scotland but to a systemic   failure to mainstream dementia care and ensure that a comprehensive   service is available to all from early diagnosis to end of life care.
• Attitudes in society
 People with dementia still face stigma and discrimination in society   as well as a lack of equity of access to high quality dementia care   services. Awareness raising campaigns to increase public understanding   are beginning to change attitudes to dementia.  However, changing  

 attitudes and practices to ensure that the rights of people with dementia   are fully recognised continues to be a major challenge for bodies   responsible for the provision of health and social care. In addition to   distressing accounts from carers and people with dementia, there is a   growing body of evidence to support the view that the rights of people   with dementia are being overlooked, neglected or in a few individual   cases, deliberately breached.  

• Unmet needs of carers
 Caring for someone with dementia can be stressful because of the   complex, unpredictable and progressive nature of the illness and may   have a profound social, emotional, physical and financial impact on   carers, including increased risk of stress related illness such as   depression.  Many carers feel that their views and needs are overlooked   by health and social care professionals and that their right to support as   partners in the provision of care is not well recognised. 

The Cross-Party Group in the Scottish Parliament on Alzheimer’s therefore believes that a Charter of rights is needed to: 

• empower people with dementia and their carers to assert their rights in   every part of their daily lives and wherever they are; • ensure that those who provide health, social care and other services   understand and respect the rights of people with dementia and   their carers; and 
• ensure the highest quality of service provision to people with dementia   and their carers. 

 The Charter reflects the views of over 500 people (including   people with dementia, their carers, and professionals) who took part   in the widespread consultation carried out on behalf of the Cross-  Party Group by Alzheimer Scotland between May - July 2009.

Alzheimer Scotland is supporting the Charter on its dedicated website www.dementiarights.org or it can be reached from www.alzscot.org/charter

for People with Dementia and their Carers in Scotland

Charter of Rights

for People with Dementia and their Carers in Scotland

Charter of Rights

Stepping out of the shadows
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Impact Report It’s all about people and relationships

In support of the aims of the Transforming 
Roles General Practice Nursing (GPN) 
workstream, Scottish Government officials and 
NHS Education for Scotland undertook a series 
of GPN roadshows, visiting all 14 NHS Scotland 
Territorial Boards meeting over 400 GPNs 
who attended these events� This was the first 
engagement of its kind in Scotland�

The aims were to hear first-hand what matters 
to them; to discuss implications for their 
roles and work from the GPN workstream; to 
ensure that the GPNs were appraised of the 
educational and developmental opportunities 
being offered for the future of the role and to 
share the work of the GPN Transforming Roles 
Group�

The roadshows offered the opportunity to 
find out more about the refocused role of the 
GPN whilst featuring a variety of speakers, as 
well as interactive workshops and question 
and answer sessions, that gave participants 
a better overview of the GPN profession at 
both a national and local level� There was an 
overall feeling of being impressed with the GPN 
workforce commitment and their dedication 
in delivering person-centred care to patients 
across Scotland�

We were delighted that Tommy Whitelaw 
from the ALLIANCE accompanied us on all 
the roadshows with his message focusing 
on transforming care through kindness and 
reminding us and focusing us all on why we 
came into nursing as a profession� Tommy 
inspired us every day and listening to his 
message never failed to stimulate poignant 
thoughts and emotions in all who were listening�

One of the most significant and moving aspects 
of the roadshows was when Tommy asked 
everyone at the to 
make a pledge on our 
pledge tree, reflecting 
on what matters to 
us as GPNs� 

One very inspiring 
pledge from a 
nurse in Grampian 
touched us all� This 
symbolised for all of 
us the importance of 
us as GPNs all being 
part of one team�

General practice nursing roadshows

Lynne Innes 
National Coordinator 
for GPN Nursing, NHS 
Education for Scotland
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It’s all about people and relationships

About the ALLIANCE
The Health and Social Care Alliance 
Scotland (the ALLIANCE) is the national 
third sector intermediary for a range of 
health and social care organisations�  We 
have a growing membership of nearly 
3,000 national and local third sector 
organisations, associates in the statutory 
and private sectors, disabled people, 
people living with long term conditions 
and unpaid carers� Many NHS Boards, 
Health and Social Care Partnerships, 
Medical Practices, Third Sector Interfaces, 
Libraries and Access Panels are also 
members�

 The ALLIANCE is a strategic partner of 
the Scottish Government and has close 
working relationships, several of which 
are underpinned by Memorandum of 
Understanding, with many national NHS 
Boards, academic institutions and key 
organisations spanning health, social care, 
housing and digital technology�

Our vision is for a Scotland where people of 

all ages who are disabled or living with long 
term conditions, and unpaid carers, have 
a strong voice and enjoy their right to live 
well, as equal and active citizens, free from 
discrimination, with support and services 
that put them at the centre�

The ALLIANCE has three core aims; we seek to: 

• Ensure people are at the centre, that their 
voices, expertise and rights drive policy 
and sit at the heart of design, delivery and 
improvement of support and services�

• Support transformational change, towards 
approaches that work with individual 
and community assets, helping people 
to stay well, supporting human rights, 
self management, co-production and 
independent living�

• Champion and support the third sector as 
a vital strategic and delivery partner and 
foster better cross-sector understanding and 
partnership�



Health and Social Care Alliance Scotland (the ALLIANCE)
Venlaw Building, 349 Bath Street, Glasgow G2 4AA 

 0141 404 0231    info@alliance-scotland.org.uk   @ALLIANCEScot 

www�alliance-scotland�org�uk

For further information contact:

Irene Oldfather   0141 404 0231    Irene.Oldfather@alliance-scotland.org.uk   @IreneOldfather

Tommy Whitelaw  0141 404 0233    Tommy.Whitelaw@alliance-scotland.org.uk   @tommyNtour

Please contact the ALLIANCE to request this publication in a different format� The ALLIANCE is 
supported by a grant from the Scottish Government� The ALLIANCE is a company registered by 
guarantee� 
Registered in Scotland No�307731, Charity number SC037475
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