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Dementia Statements: 
Through a legal lens
The NDAA have produced guidance 
looking at the legal underpinnings of  
the Dementia Statements. This is aimed 
at professionals, people living with 
dementia and carers and provides best 
practice examples of how to most 
appropriately uphold the human rights 
of people affected by dementia. 
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Introduction
 
What are the Dementia Statements?
The Dementia Statements reflect the elements that 
people with dementia and carers say are essential  
to their quality of life. They were developed by 
people with dementia and carers, and those with 
lived experience are at the centre of the Statements. 
The ‘We’ used in the Statements encompasses 
people with any type of dementia regardless of  
their age, stage or severity of their dementia, as  
well as carers, families, and everyone else affected  
by dementia. The Statements recognise that people 
with dementia should not be treated differently 
because of their diagnosis.

 
Background of the Dementia Statements
In 2010, 41 national organisations (that went on to 
form the National Dementia Action Alliance or 
NDAA) asked people affected by dementia, and 
other key stakeholders, what type of care and 
support they would hope to receive in the future. 
Informed by these conversations, they created the 
National Dementia Declaration, a set of seven 
expectations or statements of what life should be  
like for people with dementia. These Statements 
became known as the ‘I’ Statements and informed 
the Prime Minister’s Challenge on Dementia 
published by the Department of Health in 2012. 
They provided an ambitious yet achievable vision for 
how society could support people with dementia. 

Since the Declaration was published there has  
been much change in dementia policy in England. 
The original National Dementia Strategy in 2009  
has been followed by two further Challenges on 
Dementia, which aim to transform the care and 
support people with dementia receive, as well  
as to increase awareness and understanding of the 
condition across the country.

The government’s Dementia 2020 Challenge 
contained a commitment to review the ‘I’ Statements, 
taking into account the progress made since they 
were originally published. Alzheimer’s Society, as 
members of the NDAA, led this review on behalf  
of the NDAA. 

 
Review of the ‘I’ Statements
Input from people with dementia, carers and 
organisations who use the Statements was essential 
in order to make the review a success. Over 80 
people with dementia and carers contributed to the 
review through 15 different groups. Five key themes 
were identified – identity, community, care, carers 
and research. After summarising the evidence, a 
drafting event was held and attended by nine people 
with dementia, three of whom were accompanied  
by their carers, and three former carers. The group 
produced draft statements based on the five themes. 
A significant change was to replace the ‘I’ at the 
beginning of each Statement with ‘We’, to signify  
that people with dementia and carers were included 
as equals. 

A consensus event was then held, where the final set 
of statements – the ‘Dementia Statements’ – were 
agreed. This was attended by people with dementia 
and carers as well as NDAA members. In April 2017, 
the Dementia Statements were welcomed and 
endorsed by the Dementia Programme Board,  
which monitors and supports the implementation  
of the current Dementia Challenge across the NHS, 
social care, the research sector and wider society. 

The Dementia Statements remain central to the 
NDAA’s work. 

The practical examples used throughout 
this guidance are not an exhaustive list. 
The NDAA welcomes further examples 
of initiatives and activity that uphold  
the Dementia Statements in practice 
and will update this guidance as and 
when appropriate.   
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Identity

We have the right to be 
recognised as who we are,  
to make choices about our 
lives including taking risks,  
and to contribute to society. 
Our diagnosis should not 
define us, nor should we be 
ashamed of it.

The Dementia Statements:
These statements were developed by people with dementia and their carers. The person with dementia is at the centre of these statements. They represent  
everyone living with any type of dementia regardless of age, stage or severity. The ‘we’ used in these statements encompasses people with dementia, their carers, 
their families, and everyone else affected by dementia.

Community

We have the right to continue 
with day-to-day and family life, 
without discrimination or 
unfair cost, to be accepted  
and included in our 
communities and not live in 
isolation or loneliness.

Carers

We have the right to be 
respected, and recognised as 
partners in care, provided with 
education, support, services, 
and training which enables us 
to plan and make decisions 
about the future.

Care

We have the right to an early 
and accurate diagnosis, and  
to receive evidence-based, 
appropriate, compassionate 
and properly funded care 
and treatment, from trained 
people who understand us 
and how dementia affects us.  
This must meet our needs, 
wherever we live.

Research

We have the right to know 
about and decide if we want 
to be involved in research 
that looks at cause, cure 
and care for dementia and 
be supported to take part.

These rights are enshrined in the Equality Act, mental capacity legislation, health and care legislation and international human rights law. 
The Dementia Statements are at the centre of the NDAA’s work. 

Each member commits to an action plan with commitments around their work in dementia care and research  
in the coming year and each of these needs to relate to one of the statements.

http://www.nationaldementiaaction.org.uk


5The Dementia Statements: Through a legal lens

How can we take the Dementia 
Statements forward?  
Having listened to the NDAA membership,  
it was clear that there was a need to consider the 
Dementia Statements from a legal perspective.  
By focusing on the Statements and the human  
rights laws in which they are enshrined, the NDAA 
has delivered practical advice and guidance on 
implementation for practitioners and those who  
care for people living with dementia.  

How was the guidance developed?
The NDAA facilitated a roundtable discussion 
including experts in the field, people living with 
dementia, and carers. They looked specifically at:

	● the legal framework that supports and frames 
each Dementia Statement 

	● best practice according to those with lived 
experience of dementia 

	● existing initiatives to show how best the 
Dementia Statements can be upheld in practice.

The range of people involved in its development 
helped ensure that the resulting guidance is 
comprehensive and offers tangible tools to support 
and enable practitioners to implement the Dementia 
Statements. The guidance will be disseminated  
within the NDAA network and across member 
networks to ensure practitioners understand the 
legal importance of the Dementia Statements and 
their compliance in delivery. 

Why is this important?
The standards set out in the Dementia Statements 
are enshrined within the Equality Act 2010, the 
Mental Capacity Act 2005, health and social care 
legislation and human rights legislation. If care 
practitioners and service providers fail to uphold  
the standards outlined in the Dementia Statements, 
they are ultimately failing to realise the human rights 
of people living with dementia and carers. 

The production of clear, practical advice demonstrates 
the legal importance for all care practitioners and 
service providers to uphold the Dementia Statements 
for those living with dementia and carers. By offering 
tangible examples of how the Dementia Statements 
can be implemented in practice, we want this 
guidance to support, enable and inspire practitioners 
to do the same in their own work. 

Who is this guidance for?
This guidance can be used by various groups to 
support their work: 

For professionals, to increase awareness of the 
Dementia Statements and their importance, and  
to provide best practice guidance for how to most 
appropriately uphold the human rights of the people 
in their care, carers, family members and friends.  

For people living with dementia and carers,  
to raise awareness of the legal underpinnings of the 
Dementia Statements and to provide a practical  
tool for people with lived experience to hold 
professionals to account, and most importantly,  
to advocate for the life they want to lead.   

.
As part of this work, the NDAA conducted  
a survey with the 3 Nations Dementia 
Working Group looking at the Dementia 
Statements. For the 17 participants, the 
Dementia Statements offer a voice to those 
with lived experience of dementia to make 
choices about their lives and future care, to  
be treated as individuals and to contribute  
to society without discrimination.  

When asked about the awareness of the 
Dementia Statements among healthcare 
professionals, 59% of participants surveyed 
consider healthcare professionals to be ‘not  
very aware’ of the Dementia Statements,  
with a further 12% believing professionals  
are ‘not aware at all’.

On this subject, participants offered the 
following:

‘These Statements are important only if  
decision makers, regulators and influencers  
take them into account.’

‘I guess there are legal requirements and 
consequences of not abiding by them [the 
Dementia Statements], people need to be  
made aware of these.’ 

*View the The Dementia Statements: Through a legal lens 
online at www.nationaldementiaaction.org.uk to visit all 
the practical examples
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What legal framework supports and 
frames this Dementia Statement?
	● Equality Act 2010 – Under the Equality Act 
2010, dementia is classed as a ‘disability’. 
‘Disability’ is one of the ‘protected characteristics’ 
under this Act (in addition to age, gender 
reassignment, marriage and civil partnership, 
pregnancy and maternity, race, religion or belief, 
sex and sexual orientation). To define and 
discriminate against someone on the grounds  
of their disability (or any other protected 
characteristic) is prohibited under this legislation. 

	● Article 8 of the European Convention on  
Human Rights – ‘Everyone has the right  
to respect for his private and family life, his  
home and his correspondence.’

	● Mental Capacity Act 2005 – The Mental 
Capacity Act 2005 protects the rights of people 
with dementia to make decisions and choices  
for themselves, with support if necessary, even  
if others might not agree with the decision or  
think it unwise. The Mental Capacity Act 2005 
also enables people to plan ahead for a time 
when they may not be able to make decisions, 
and provides legal safeguards for when decisions  
have to be made on behalf of someone else  
(‘best interests’ decisions), including the right  
to an independent advocate in some situations. 

	● Care Act 2014 – The Care Act 2014 provides  
a legal framework regarding the right to 
assessment, information and advice, services  
and safeguarding for people with a diagnosis of 
dementia and carers. The central principle of  
the Act is a focus on the person’s wellbeing.  
By discussing a person’s care and support plan, 
the Care Act 2014 enables people living with 
dementia and carers to maintain relationships  
and access community services. In line with this 
legislation, local authorities must provide advice 
and information about the support available in  
the local community to those with a diagnosis  
and carers. The Act also gives some people the 
right to an independent advocate to help them  
be involved in making decisions about their care 
and support.

What is best practice according to 
people with lived experience?
Ensure that both the person living with dementia and 
carer are always treated as individuals and focus on 
what they are still capable of. In line with the Mental 
Capacity Act 2005, always assume that the person is 
able to make their own decisions and support them 
to do so. 

Encouraging and supporting those living with dementia 
to make active choices to empower people they 
trust to assist with decision making is very important. 
There may come a time when the person living with 
dementia cannot make such decisions for themselves; 
expressing information and empowering those they 
trust while they are able to enables their choices  
and decisions to be upheld. Having in place the 

Identity 

We have the right to be recognised 
as who we are, to make choices 
about our lives including taking  
risks, and to contribute to society. 
Our diagnosis should not define us, 
nor should we be ashamed of it. 

http://www.nationaldementiaaction.org.uk
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appropriate legal authority such as a Lasting Power 
of Attorney or appropriate Deputyship appointment 
will support such decision making. 

Encourage positive risk-taking to help people 
maintain their independence and enable them to 
continue to live as full a life as possible. Practitioners 
need to be conscious that emotional and psychological 
needs, for both people with a diagnosis and carers, 
also need to be considered when thinking about 
risk-taking, as physical risks tend to be given priority. 
Alongside this, people living with dementia and 
carers need to feel confident asking others for  
help and support when they need it out in the 
community. This leads to increased understanding  
of dementia by the wider community.  

Attending groups such as therapy, activities, peer 
support, social meet-ups, carer-specific and influencing, 
are very important in maintaining a sense of identity 
for people living with dementia and carers, providing 
a supportive environment to help people to cope  
and live as well as possible. Networks such as DEEP 
(Dementia Engagement and Empowerment Project) 
and tide (Together in Dementia Everyday) are also 
excellent ways to provide a sense of purpose and 
wellbeing. People with lived experience must be given 
the freedom to make their own choices about the 
groups they want to attend. Likewise, professionals 
should avoid adopting ‘a one size fits all’ approach  
and making assumptions about the type of activities 
that they run for people affected by dementia. 
Additionally, staff should be supportive of people 
taking positive risks within these activity groups. 

People with dementia and carers who have other 
‘protected characteristics’ (often from ‘under-
represented groups’) need to have their identity 
recognised and channels available to enable them  
to participate in community life. Community 
organisations need to become dementia aware,  
and likewise, health and social care services need  
to be responsive to the needs of those with lived 
experience from particular communities, such as:

	● those with young onset dementia, especially where 
people are still working or have young families

	● those with advanced dementia 
	● Black, Asian and minority ethnic (BAME) people 
affected by dementia

	● lesbian, gay, bisexual, transgender plus (LGBT+) 
people affected by dementia

	● people with learning disabilities and dementia.

 

Practical examples for practitioners 
to implement in their own work 
	● People living with dementia can carry 
Alzheimer’s Society’s helpcards to make  
it easier to ask for assistance when out in  
the community. These are titled ‘I have 
dementia’, ‘I have memory problems’ and  
‘I have Alzheimer’s disease’.

	● Alzheimer’s Society’s ‘This Is Me’ document  
is used when a person is receiving care, to 
record details about the person that they 
may not easily be able to share themselves.

	● Dementia Allies in Kent (led by Kent and 
Medway NHS & Social Care Partnership 
Trust and supported by Alzheimer’s Society) 
are people living with dementia who are able 
to offer support to those who have recently 
received a diagnosis. 

	● Alzheimer’s Society’s Side by Side volunteering 
initiative links people living with dementia to 
volunteers who provide support to enable 
them to keep doing the things they love.

*View the The Dementia Statements: Through a legal lens 
online at www.nationaldementiaaction.org.uk to visit all 
the practical examples

https://www.alzheimers.org.uk/get-support/publications-and-factsheets/helpcards
https://www.alzheimers.org.uk/get-support/publications-factsheets/this-is-me
https://www.kmpt.nhs.uk/get-involved/service-user-and-carer/living-with-dementia/dementia-allies/
https://www.alzheimers.org.uk/get-support/your-support-services/side-by-side
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What legal framework supports and 
frames this Dementia Statement?
	● Equality Act 2010 – Under the Equality Act 
2010, dementia is classed as a ‘disability’. People 
living with dementia and carers, and others 
belonging to groups with protected characteristics 
(age, disability, gender reassignment, marriage and 
civil partnership, pregnancy and maternity, race, 
religion or belief, sex and sexual orientation) 
should not be excluded from accessing activities, 
services and support in their communities based 
on these characteristics. The Act sets out a  
duty to make ‘reasonable adjustments’ to the 
infrastructure of the communities in which people 
live, for example in places of work, public services, 
the transport system and housing adaptations, to 
ensure people with disabilities (including cognitive 
impairments caused by dementia) are not 
excluded from participating in community life.

	● Care Act 2014 – The Care Act 2014 provides  
a legal framework regarding the right to 
assessment, information and advice, services  
and safeguarding for people with a diagnosis of 
dementia and carers. The central principle of  
the Act is a focus on the person’s wellbeing.  
By discussing a person’s care and support plan, 
the Care Act 2014 enables people living with 
dementia and carers to maintain relationships  
and access community services. In line with this 
legislation, local authorities must provide advice 
and information to those with a diagnosis and 
carers about the support available to them in the 
local community. The Act also gives some people 
the right to an independent advocate to help 

them be involved in making decisions about their 
care and support.

	● Article 8 of the European Convention on  
Human Rights – ‘Everyone has the right to 
respect for his private and family life, his home 
and his correspondence.’

What is best practice according to 
people with lived experience?
There is wide acknowledgement by people living 
with dementia and carers that they want to live  
in, continue to participate in and contribute to their 
communities. Some people with lived experience 
may need specific support to do this. There is also  
a need for communities to be more dementia 
aware; customer-facing organisations such as shops, 
public services, public transport and employers  
need to ensure that people with dementia and 
carers are not excluded or subject to discrimination  
due to, for example, negative staff attitudes, lack  
of understanding and awareness, or a confusing 
physical environment.

In order to begin addressing the root cause of social 
isolation, people living with dementia and carers 
must be aware of and signposted to the services  
and activities available in the local area. A key 
contact, such as a family member or coordinator, 
could play an important role in this. Many people 
may not have access to the internet, so it is essential 
that information is also available offline. The key 
contact for a person with lived experience may 
benefit from walking around their loved one’s 
immediate local area to see where activities may  
be taking place nearby. 

Community 

We have the right to continue with 
day-to-day and family life, without 
discrimination or unfair cost, to be 
accepted and included in our 
communities and not live in isolation 
or loneliness. 

http://www.nationaldementiaaction.org.uk
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Those involved in the development of Dementia 
Friendly Communities (DFCs) should consider 
reviewing their impact through their successes, for 
example how successfully they are including people 
with dementia and carers in activities and the 
feedback they receive from them, and how initiatives 
such as social prescribing are integrated into 
community services. Looking at how DFCs involve 
people affected by dementia is more constructive 
than a ‘tick box exercise’ or simply asking ‘do you  
live in a Dementia Friendly Community?’ 

Some people will still be working when they receive 
a diagnosis of dementia or take on the carer role. 
Appropriate advice and support at this time can 
provide tools for talking to employers, such as how 
places of work can make reasonable adjustments  
and therefore allow the person to continue a fulfilling 
work life. 

Practical examples for practitioners 
to implement in their own work 
	● The Reading Friends initiative delivered by 
the Reading Agency aims to empower, 
engage and connect people who are 
vulnerable and isolated by starting 
conversations through reading.

	● The UK Meeting Centres Support Programme, 
awarded to the Association for Dementia 
Studies, is supporting the establishment of 
Meeting Centres around the UK. Through a 
programme of activities and expert support, 
Meeting Centres work in communities to 
support people and families directly affected 
by dementia. 

	● DEEP and Innovations in Dementia have 
produced a number of guides to support the 
making of accessible communities.

	● Alzheimer’s Society is supporting the 
development of Dementia Friendly 
Communities to ensure that people with 
dementia feel understood, valued and able 
to contribute to their community.

	● NHS England & NHS Improvement has 
developed guidance around social prescribing 
as a way of continuing to promote 
involvement in social activities in  
the community.

RMBI

*View the The Dementia Statements: Through a legal lens 
online at www.nationaldementiaaction.org.uk to visit all 
the practical examples

https://readingagency.org.uk/adults/quick-guides/reading-friends/
https://www.worcester.ac.uk/about/academic-schools/school-of-allied-health-and-community/allied-health-research/association-for-dementia-studies/ads-research/uk-meeting-centres.aspx
http://www.innovationsindementia.org.uk/resources/our-publications/
https://www.alzheimers.org.uk/get-involved/dementia-friendly-communities
https://www.alzheimers.org.uk/get-involved/dementia-friendly-communities
https://www.england.nhs.uk/personalisedcare/social-prescribing/
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What legal framework supports and 
frames this Dementia Statement?
	● Care Act 2014 – Under the Care Act 2014’s 
Right to Assessment, both people living with 
dementia and carers have the right to access and 
receive assessments for social care and support. 
More needs to be done to raise awareness of 
peoples’ right to receive an assessment as many 
people do not know that they have this right. 
People with dementia and carers also have the 
right to information and advice about care and 
support services that are available to meet their 
needs if they meet the national eligibility criteria. 
People with dementia have the right to free or 
subsidised care and support depending upon the 
severity of their needs and a financial assessment. 
The Act also gives some people the right to an 
independent advocate to help them be involved 
in making decisions about their care and support.

	● Contract law – People accessing and paying  
for support services also have consumer rights. 
Under contract law, if a contract fails to be 
fulfilled by the supplier of goods or services  
then legal action can be taken against them.  
For example, in the case of private care homes, 
they are contractually obliged to fulfil the level of 
care stated in the contract; they are essentially 
breaking the contract if they do not do so. 

	● Equality Act 2010 – The Equality Act 2010 
prohibits organisations from providing goods and 
services (including social care services) in ways 
that treat people differently, based upon a person’s 
age, disability (including dementia), gender 
reassignment, marriage and civil partnership, 
pregnancy and maternity, race, religion or belief, 
sex and sexual orientation. There are limited 
exceptions where organisations may discriminate 
on the grounds of disability, for example travel 
and car insurance.

What is best practice according to 
people with lived experience?
As a professional, consider the way you deliver a 
diagnosis of dementia. It is important to bear in mind 
that receiving a diagnosis can be very challenging  
for a person and their loved ones. It needs to be 
consistent and sensitive, as well as offering plenty  
of information about the support and services the 
person with the recent diagnosis, and their carer,  
is now entitled to. This may need to be part of a 
follow-up as there will be a lot of information to take 
in at the point of diagnosis. Providing information 
about opportunities for social prescribing, for both 
the person with the diagnosis and carer, may be  
very beneficial at this time, alongside some gentle 
encouragement to them to explore what is available 
and what they can access later down the line. 

Care
We have the right to an early and 
accurate diagnosis, and to receive 
evidence-based, appropriate, 
compassionate and properly funded 
care and treatment, from trained 
people who understand us and how 
dementia affects us. This must meet 
our needs, wherever we live.

There is wide recognition of the inequality faced by those diagnosed with dementia 
having to pay higher costs for care and support than those with other medical conditions. 

A number of organisations are fighting for change to diminish this divide between  
health and social care.

http://www.nationaldementiaaction.org.uk
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You may like to consider asking for feedback on  
your practice.  

Support the involvement of the person with 
dementia, their carer and those they trust in an 
assessment of their care and support needs (and 
likewise for a carer’s assessment). This should be 
encouraged at an early stage, even if limited support 
is available, to ensure the process is initiated. Ensure 
a person-centred care plan is written, including the 
person with dementia, their carer and other key 
people in its production. Ensure the care plan has a 
focus on and response to the ‘five Ws’: who, what, 

when, where and why. People with a diagnosis  
of dementia have the right to be involved in the 
development of their care plan, including advance 
care planning, Lasting Powers of Attorney and 
advance decisions to refuse treatment.  

Each care plan should be reviewed on a regular  
basis, to take into account a person’s changing needs. 
Assumptions about care need to be avoided. For 
example, even though someone may live in a care 
home and receive regular, daily care, their care plan 
should still be reviewed frequently.  

Practical examples for practitioners 
to implement in their own work 
	● The British Psychological Society’s Faculty  
of the Psychology of Older People has 
developed guidelines on delivering a 
diagnosis of dementia, as well as the 
importance of providing timely support 
following a diagnosis. 

	● The Royal College of General Practitioners 
and NHS England & NHS Improvement have 
developed a Person-Centred Care Toolkit to 
support GPs and primary care teams deliver 
person-centred care.

	● Dementia Trainers helps organisations deliver 
person-centred dementia care to their 
clients by providing dementia training, 
consultancy, mentoring and support.

Barts Whipps

*View the The Dementia Statements: Through a legal lens 
online at www.nationaldementiaaction.org.uk to visit all 
the practical examples

https://www.bps.org.uk/sites/bps.org.uk/files/Policy/Policy%20-%20Files/Evidence%20Briefing%20-%20Making%20and%20Sharing%20a%20Diagnosis%20of%20Dementia.pdf
https://www.bps.org.uk/sites/bps.org.uk/files/Policy/Policy%20-%20Files/Evidence%20Briefing%20-%20Making%20and%20Sharing%20a%20Diagnosis%20of%20Dementia.pdf
https://www.bps.org.uk/sites/bps.org.uk/files/Policy/Policy%20-%20Files/Evidence%20Briefing%20-%20The%20Importance%20of%20Timely%20Support%20After%20a%20Diagnosis%20of%20Dementia.pdf
https://www.bps.org.uk/sites/bps.org.uk/files/Policy/Policy%20-%20Files/Evidence%20Briefing%20-%20The%20Importance%20of%20Timely%20Support%20After%20a%20Diagnosis%20of%20Dementia.pdf
https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/person-centred-care-toolkit.aspx
http://www.dementiatrainers.co.uk/
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What legal framework supports and 
frames this Dementia Statement?
	● Care Act 2014 – Under the Care Act 2014’s 
Right to Assessment, carers, as well as people 
living with dementia, have the right to access and 
receive assessments for social care and support. 
More needs to be done to raise awareness of 
carers right to receive an assessment, as many 
people do not know that they have this right.  
The Care Act 2014 also states that everyone is 
eligible to receive appropriate advice and some 
carers may also receive support as a result of the 
assessment. The Act also gives some people the 
right to an independent advocate to help them  
be involved in making decisions about their care 
and support.

	● Article 8 of the European Convention on  
Human Rights – ‘Everyone has the right to 
respect for his private and family life, his home 
and his correspondence.’

	● Mental Capacity Act 2005 – Carers have a right 
to be involved in assessments of their loved one’s 
mental capacity and best interest decisions (in 
other words, very good reasons have to be shown 
to justify not involving carers in these situations).

Things to consider:
	● When a person becomes a carer, there is an 
underlying assumption that this person has the 
willingness and ability to ‘fight the corner’ for  
their loved one and provide the necessary care, 
irrespective of their own circumstances. This is 
not always the case and some people may not  
be comfortable with, feel able to, or want to take 
on this new role. They may be juggling numerous 
responsibilities. The law (Care Act 2014) is clear 
that no one should be forced into being a carer  
and providing care and support. 

	● It may also be that initially this is not a problem 
due to the level of care needed, but steps need 
to be taken to ensure that carers do not become 
overwhelmed and reach crisis point, either for  
the person they are caring for or themselves. 
Carers are often the last to notice that they need 
help and are often unwilling to ask.

What is best practice according to 
people with lived experience?
Build positive relationships with the carers, family 
members and friends of the person with a diagnosis. 
They are an invaluable resource to help professionals 
understand and care for their loved one most 
appropriately – reach out, ask them questions and 
listen. Involve and empower carers to be part of the 
process so the responsibility of caring does not fall to 
only one person. Remember – you are a necessary 
guest into their lives, but it may feel intrusive.  

Carers 

We have the right to be respected, 
and recognised as partners in care, 
provided with education, support, 
services, and training which enables 
us to plan and make decisions about 
the future. 

http://www.nationaldementiaaction.org.uk
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Support carers, family members and friends to be 
involved at all stages while also being mindful of the 
wishes and preferences expressed by the person 
with dementia. Notice and be responsive to the 
changing needs of carers and continue to signpost 
and offer support. Carers may not necessarily want 
support at the time it is offered, but may find it 
valuable at a future date. Follow ups can be helpful  
to reassess this. 

The importance of carer training is reflected in 
recommendation ‘1.11 Supporting carers’ in the 
National Institute for Health and Care Excellence 
(NICE) guidance ‘Dementia: assessment, management 
and support for people living with dementia and their 
carers’ (2018). Carers also benefit from introductory 
training such as manual handling and dispensing 
medication as well as from ongoing support for their 
mental health and general wellbeing. 

Raise awareness of Lasting Powers of Attorney with 
people affected by dementia and ensure that they 
are supported to understand the importance of this 
and how to set one up. 

Practical examples for practitioners to implement in their own work 
	● Some local authorities and social enterprise leisure centres offer reduced disability  
and concessionary membership rates. Check your local facilities to see what is  
available to you. 

	● NHS England & NHS Improvement have developed guidance around social prescribing  
as a way of continuing to promote involvement in social activities in the community.  

	● ‘The Selfish Pig’s Guide to Caring: How to Cope with the Emotional and Practical 
Aspects of Caring for Someone’ by Hugh Marriott is a book that explores the realities 
of caring. 

	● The Reading Well Books on Prescription for dementia booklist provides information  
to people with a diagnosis of dementia and carers through self-help reading. The books 
can be recommended by health professionals or people can self-refer and borrow 
titles for free from their local library. 

	● Dementia UK and Admiral Nurses provide information and support to families affected 
by dementia including information specifically for carers.

	● Dementia Carers Count provides space for family carers of people with dementia  
to inspire them to learn, connect and receive practical support to feel empowered  
in their caring role.

	● Alzheimer’s Society’s Carer Information and Support Programme (CrISP) provides 
support and relevant information in a group environment.

	● There are a number of resources that practitioners can signpost carers and people 
with a diagnosis to:

	— Age UK
	— Alzheimer’s Research UK
	— Alzheimer’s Society
	— Dementia UK
	— NHS
	— tide

*View the The Dementia Statements: Through a legal lens online at www.nationaldementiaaction.org.uk  
to visit all the practical examples

https://www.nice.org.uk/guidance/ng97/chapter/Recommendations
https://www.england.nhs.uk/personalisedcare/social-prescribing/
https://readingagency.org.uk/adults/news/reading-well-books-on-prescription-for-dementia-booklist.html
https://www.dementiauk.org/
https://www.dementiauk.org/get-support/looking-after-yourself-as-a-carer/
https://dementiacarers.org.uk/
https://www.alzheimers.org.uk/about-us/our-dementia-programmes/carer-information-support-programme
https://www.ageuk.org.uk/information-advice/care/helping-a-loved-one/
https://www.alzheimersresearchuk.org/about-dementia/helpful-information/support-for-carers/
https://www.alzheimers.org.uk/get-support/help-dementia-care/getting-support
https://www.dementiauk.org/sources-of-support-for-families/
https://www.nhs.uk/conditions/dementia/carers/
https://www.tide.uk.net/
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What legal framework supports and 
frames this Dementia Statement?
	● Equality Act 2010 – Under the Equality Act 
2010, dementia is classed as a ‘disability’. Everyone 
with lived experience of dementia should be  
able to participate in research if they want to, 
irrespective of a dementia diagnosis. It is 
discrimination to purposefully exclude people 
belonging to groups with protected characteristics 
(age, disability, gender reassignment, marriage and 
civil partnership, pregnancy and maternity, race, 
religion or belief, sex and sexual orientation). 
However, there are exceptions to this when 
research studies require participants from 
particular demographic groups.   

	● Mental Capacity Act 2005 – It is important  
that the person involved in the research is able  
to consent to their participation in research and  
if not, the Act is followed to request proxy 
consent from someone else (a ‘consultee’), and 
any decision taken is in the person’s best interests, 
taking into account the person’s past, present  
and future preferences.

	● Implementing good research ethics is reflected  
in good clinical practice in addition to following 
the requirements of ethics boards.

What is best practice according to 
people with lived experience?
Healthcare professionals should be promoting 
research opportunities as part of the care pathway. 
Staff may need training to enable them to feel 
confident to talk about research possibilities with 
people with dementia and families. Ask people living 
with dementia and carers about the sort of research 
that interests them and what research studies  
they’d like to take part in. Use these responses to 
signpost them towards relevant studies. 

Raise awareness of the ways that people with lived 
experience can participate in research: Join Dementia 
Research, Alzheimer’s Society’s Research Network, 
Alzheimer’s Research UK. Ensure signposting is 
consistent so people can get involved as and when 
they choose and are able to.

There is a plethora of best practice with regards  
to involving people affected by dementia in research, 
such as Patient and Public Involvement (PPI) guidance.   

Ensure people fully understand the aims of the 
research they are involved in and are always 
informed about the outcomes of the research  
and their involvement.  

Research 

We have the right to know about 
and decide if we want to be involved 
in research that looks at cause,  
cure and care for dementia and be 
supported to take part. 

http://www.nationaldementiaaction.org.uk
https://www.alzheimers.org.uk/research/our-research/what-is-patient-and-public-involvement
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Practical examples for practitioners 
to implement in their own work 
	● Dementia Enquirers is a project by DEEP 
that aims to develop a new approach to 
research and is led and controlled by people 
with dementia. It will support around  
20 DEEP groups to conduct their own 
research projects. The lessons emerging  
from the research will be explored with 
people with dementia. 

	● Members of Alzheimer’s Society’s Research 
Network use their direct experience of 
dementia to review research funding 
applications. This ensures that Alzheimer’s 
Society-funded research is relevant,  
credible and transformative to the lives  
of people with dementia and carers. 

	● Join Dementia Research allows people  
to register their interest in participating  
in dementia research and be matched  
to suitable studies.

	● Brains for Dementia Research is a unique 
initiative where participants pledge to  
donate their brain after they die, to provide 
researchers with high-quality brain tissue  
to support their vital work.

Alzheimer’s Society

*View the The Dementia Statements: Through a legal lens 
online at www.nationaldementiaaction.org.uk to visit all 
the practical examples

https://www.dementiavoices.org.uk/dementia-enquirers/
https://www.alzheimers.org.uk/research/get-involved/our-research-network-volunteers
https://www.alzheimers.org.uk/research/get-involved/our-research-network-volunteers
https://www.joindementiaresearch.nihr.ac.uk/
https://www.alzheimers.org.uk/research/our-research/research-strategy/brains-for-dementia-research
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43– 44 Crutched Friars 
London 
EC3N 2AE
For more information: 
Web: www.nationaldementiaaction.org.uk 
Email: NDAA@alzheimers.org.uk 
Phone: 020 7423 5186

Follow us on Twitter

       @Dementia_Action

Sarah Butchard  British Psychological Society
Georgia Chimbani  Association of Directors of Adult Social Services
Sam Cox  Alzheimer’s Society
Catherine Diamond  Dutton Gregory Solicitors 
Lynn Gamble  tide
Nigel Hullah  3 Nations Dementia Working Group
Dr Sara Humphrey  NHS England and NHS Improvement
Sarah More  National Dementia Action Alliance
Faradane O’Callaghan  Dementia UK
Keith Oliver  NDAA Steering Group, 3 Nations Dementia Working Group
Rosemary Oliver  Carer
Ella Robinson  Department of Health & Social Care / Alzheimer’s Society
Jean Tottie  tide
Toby Williamson  Toby Williamson Consultancy
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