
We are calling on you  
to support this campaign 
and help give people  
with dementia, and their 
carers, the recognition  
and support they deserve.

WHAT CHALLENGES DO PEOPLE  
LIVING WITH DEMENTIA EXPERIENCE? 
Currently, 1 in every 14 of those aged 65 years and over is living with dementia3  
– the most common cause of which is Alzheimer’s disease, affecting over 520,000 
people in the UK.4 But, despite this significant – and accelerating – number, many 
people with dementia are struggling to access basic care and support.

NICE guidelines state that those with dementia should have access to a timely 
and accurate diagnosis, to enable them to access treatment quickly and plan for 
the future.5 In reality, this remains out of reach for many people with suspected 
dementia symptoms:

• On average, it takes 2 years from first signs of symptoms before a patient seeks  
 advice from their GP, before a further 6 to 12 weeks to be referred to a specialist6 

• Although the majority of people are referred to memory assessment services  
 (MAS), even prior to the pandemic, there was wide variation in access to these  
 services – with some patients waiting as long as 34 weeks7

Across the UK, people living with dementia and their carers are  
facing unfair and unacceptable challenges in accessing the support  
and care they need – an issue exacerbated by the COVID-19 pandemic.  
This not only has significant personal cost, but is damaging to the  
NHS, economy, and wider society. 

Dementia is already the leading cause of death in the UK, and in contrast  
to other chronic conditions – such as heart disease and respiratory disease  
– continues to see increasing mortality rates.1 This will only rise further as  
the number of people living with dementia in the UK is projected to increase  
by 146% by 2050, from 850,000 to two million.2  

Without action to better recognise and meet the needs of people living with  
dementia – and the 700,000 family and friends who already provide unpaid care  
to them – the UK stands wholly unprepared to meet the growing demand that  
this will place on the NHS, social care, and society as a whole.

Seeing the scale of this challenge, Roche and tide – together in dementia everyday  
– are raising awareness of the issues faced by people with dementia and their carers, 
and are calling for action to be taken to provide the recognition and support they need.
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• During COVID-19, the diagnosis rate for dementia in those aged over 65  
 dropped from 67.6% in February 20207 to 61.9% in May 2021.8 From this,  
 we can estimate that nearly 270,000 people with dementia over the age  
 of 65 do not have a diagnosis9 

Without a confirmed, accurate diagnosis of dementia, people living with dementia 
will struggle to access medical and social interventions that could ease their 
symptoms, and ultimately, delay the progression of disease. This also means that 
their carers are denied access to support and benefits. 

This is further complicated by the fact that there is no standardised dementia 
pathway in the UK, creating unfair variation in access to care.

WHAT ABOUT THEIR CARERS? 
For many people living with dementia, unpaid carers – usually spouses or children 
and, in 60-70% of cases, women10 – provide the bulk of care, and are relied upon 
heavily by the health and care system.11 Currently however, carers are not sufficiently 
recognised, supported, or included in policymaking, both in the NHS and society 
more broadly. This means that many unpaid carers are unable to find the support 
they need, despite the considerable strain that caring can cause:

• Over 60% of carers report that caring has caused them to feel stress.  
 Set against this, only 35% feel they have enough encouragement and support,  
 and only 23% report having as much control of their daily life as they would like12 

• During the pandemic, the number of carers reporting they did not have the  
 breaks they needed to look after their own physical and mental health increased  
 from 44% to 72%11

• Unpaid carers are twice as likely to suffer from ill-health because of their  
 caring role,11 with over 20% reporting that they developed their own health  
 conditions as a result of caring, and a further 20% seeing an existing  
 condition deteriorate12 

The financial distress of caring can cause additional anxiety for many unpaid  
carers. While many carers are retired, 23% are not in paid work due to their  
caring responsibilities. For younger carers, this can be particularly damaging:  
the majority of unpaid carers under 65 years old report experiencing ‘a lot’  
of financial difficulties.12

WHAT IS THE WIDER IMPACT  
ON THE ECONOMY? 
The economic impact of dementia and unpaid care is multi-faceted and far-reaching: 

• Dementia costs over £34 billion per annum across the UK – including over  
 £4.9 billion to the NHS – and could rise to over £80 billion by 204013 

• Unpaid care accounts for 40% of these costs, at a current value of £13.9 billion13

• In 2014, unpaid care for dementia was estimated to cost English businesses  
 £1.6 billion14 – this is likely to have increased as the impact of dementia has grown
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WHAT CAN BE DONE? 
The forthcoming strategy for people with dementia and their carers, promised in the recent Social Care White Paper,15 provides 
a timely opportunity to reframe our attitudes towards dementia and unpaid care. People living with dementia and their carers 
must be properly recognised and supported. The profound personal and societal costs associated with unpaid care cannot 
continue this way. It is crucial that the strategy takes steps to:

CASE STUDY16 
The Sandwell dementia pathway 
brings together all parts of the system 
– including people with dementia and 
their carers – in an integrated and clear 
pathway that provides a wide range  
of holistic support. 

With Dementia Navigators and 
Community Dementia Advisers providing 
support throughout the pathway, from 
initial symptoms, to diagnosis, to 
long-term care, people with dementia 
and their carers are offered advice and 
information, sign posting, peer support, 
and training for carers and people with 
memory concerns.  

As a result, people with dementia and 
their carers report decreased anxiety, 
greater confidence in self-management, 
and an improved ability to plan ahead.

Ensure that unpaid carers 
get the support they need 
to look after their own health 
and stay in work, continuing 
to play their essential role as 
caregivers while contributing 
to the economy

Recognise unpaid carers  
as a critical part of the  
health and care system, and  
ensure that the right data is 
collected to better understand 
the impact of unpaid care,  
and what carers need in  
their caring role

Enhance national 
leadership and 
accountability  
for dementia, that better 
recognises dementia as 
a disability, with medical 
as well as care needs

Facilitate the development 
of clear, evidence-based 
pathways that enable  
equitable access to diagnosis, 
treatment, and care for  
those with suspected and 
confirmed dementia 

Include the voices of people 
living with dementia and 
their carers in service design, 
delivery and change, particularly 
as Integrated Care Systems 
(ICSs) in England take on a 
greater role in building services 
around the needs of their  
local populations
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Front of Mind is a joint campaign by Roche and tide (together in dementia everyday),  
calling for people with dementia and their carers to receive the recognition - and support - they deserve.

Roche is a pioneer in pharmaceuticals and diagnostics, focused on advancing science to improve people’s lives.  
Roche is committed to rising to the global challenge of Alzheimer’s disease through innovation and collaboration.

tide is a national involvement network for carers and former carers of people with dementia. tide believes that carers have  
the experience and knowledge to improve health and social care, research, and policy development throughout the UK.

HOW CAN YOU HELP? 
You can help amplify our campaign by:

• Tabling Parliamentary Questions exploring how the Government intends  
 to better support people with dementia and their carers, now and in the future. 

• Write to the Secretary of State for Health and Social Care to highlight  
 the challenges currently faced by people with dementia and their carers,  
 and calling for an improved approach to supporting them. 

• Write to your local health and care system leaders to understand what actions  
 are being taken to better build services around the voices and needs of people  
 with dementia and their carers.

• Join tide’s network to help us to continue to grow and amplify the voice  
 of carers in policymaking across the UK

The campaign 
would welcome the 
opportunity to support 
you in any action you 
choose to take.

To discuss the issues raised  
in this briefing further, or if you 
have any questions, please contact:

Samantha Bolam 
Chief Officer, tide  
samantha@tidecarers.org.uk 

Conn O’Neill 
Public Affairs Partner, Roche  
conn.oneill@roche.com 
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