What needs to improve
for social care to better
support people
with dementia?

Summary

e There are around 900,000 people in the UK living with dementia. By 2040,
there could be up to 1.7 million people living with dementia in England and Wales.

e There are promising new treatments which fight against the effects of
dementia, but many people with dementia will still need social care and
support services to help them manage their daily lives.

e Social care can play a crucial role in supporting people with dementia to live
independent and fulfilling lives for as long as possible.

e Recent governments have not taken enough action to make sure everyone
with dementia can be supported well over the coming years.

e This report looks at how well social care services are supporting people
living with dementia. It also outlines what needs to happen to ensure people

living with dementia can access good social care in the future.
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Who we are

e This report was written by the Nuffield Trust. The Nuffield Trust is a
charity that researches issues in health and social care.

e The Nuffield Trust was given funding as part of a research project
called the UK China Health and Social Challenges Aging Project, led by
University College London.

If you would like more information about getting support after a diagnosis of
dementia, you can find information on the Alzheimer's Society website here:
https://www.alzheimers.org.uk/

If you are a carer of a person living with dementia, you can find help and

information on the Dementia Carers Count website here:
https://dementiacarers.org.uk/help-and-information/

What needs to improve for social care to better support people with dementia? 2


https://www.alzheimers.org.uk/

Glossary

Councils

Local authorities (councils) have the main responsibility to organise and offer
social care services in your local area. Getting social care services funded by
the council depends on a person’s income, savings, and needs.

Dementia

Dementia describes a group of symptoms that may include memory loss,
difficulties with thinking, problem-solving or language, and often changes in
mood, perception, or behaviour.

Integrated care systems

Integrated care systems are the NHS organisations that organise health care
and some social care services in your local area.

Personal care

Personal care describes activities that provide help with things like: bathing,
showering, washing, eating, toileting, laundry, making your bed.

Social care

Social care describes the care and support services that help people to live
independent and fulfilling lives. Personal care is a type of social care. Social
care covers the range of services that can help people with dementia with
the day-to-day, such as home care, community services, or care homes.

Unpaid carers

Unpaid carers are people, usually friends or family, who provide informal
care and support to a person with social care needs, for example because
they have dementia.
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About the work

This research looks at social care for people living with dementia
in England.

It sets out the current challenges with providing good social care for
people with dementia. It also makes recommendations about what needs
to happen to improve social care for people with dementia.

To do this work, we spoke to:

e people who work in councils

e people who run, regulate, and work in care services
e charities

e carers

e researchers.
We also reviewed research reports and local council plans.
This summary sets out:

1 Why good social care is important for people living with dementia

2 The main things making it difficult to provide good social care to people
with dementia

3 What government, councils and integrated care systems
(the organisations that organise health and care services in local areas)

need to do to improve the situation.

What needs to improve for social care to better support people with dementia? 4



1 Why is good social care
important for people living
with dementia?

Social care helps people who need care and support to lead
independent and fulfilling lives for as long as possible. It includes

help with:

e personal care (such as personal hygiene),
e help with daily living, and

e attending social activities, for instance at community day centres.

People can access social care in their own homes, care homes or

other places of living, as well as in their local communities.

Many people living with dementia use social care services.
For example, 70% of people who live in a care home have dementia.

Councils are responsible for organising social care services in

their area.

Who can access public support for social care?

The council will assess whether a person has a need for social care.

The council will also assess whether the person can get help to pay

for social care or whether they will have to pay for it themselves. Only
people with less than £23,250 in their savings can access council-funded
social care. Many people living with dementia have to pay for social care
services themselves, rely on support from unpaid carers who are usually
friends or family members, or go without care at all.
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2 What are the challenges
in providing good social
care for people living
with dementia?

Not everyone receives high quality dementia care at the moment.
Some local areas do better than others at ensuring good social care is
available for people living with dementia.

People of all ages, backgrounds and experiences can develop
dementia. It is important that care services can be flexible around
people’s needs and preferences. We heard that there aren’t

enough services that can do this. Care that doesn’t take account of a
person’s life story could be distressing for them and even worsen
their dementia.

Social care services are not well set up for
people living with dementia

Many people living with dementia want to live at home, but this can
be difficult if their homes are not suitable, or social care services are
not available.

Services in the community, such as day centres or dementia cafes,
have shut down because they are too expensive to run without

financial support from councils.
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People with complex or advanced dementia often require specific
support from their social care services, such as one-to-one care.

Many people with complex dementia need to move into care homes
so they can be safely looked after. However, many care homes are
not set up in the best way to provide complex dementia care. For
example, older care home buildings that might have long corridors

and many small rooms can be confusing to a person with dementia.

Health and care services often don’t work well together for people
living with dementia, which can impact their wellbeing. For example,
many people with dementia end up in hospital unexpectedly, and stay

in hospital for a long time. This can worsen their condition.

Staff and unpaid carers do not get
enough support to help them care for
people living with dementia

There are not enough people who work in social care, for example as
care workers or nurses. Having the right staff with the right skills is

fundamental to great care.

Staff are not always able to access training on how to support
people living with dementia. It is important that staff who work
with people living with dementia understand a person’s life story

and preferences.

Many people who have dementia rely on care and support from

family and friends, who are known as unpaid carers.
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Caring for a relative or friend can be hard work, but many unpaid
carers are not able to access help from their local council. Many
unpaid carers struggle to look after their own health properly.

There is not enough government action
on dementia

The government does not currently set out what good dementia
care can look like. It does not set specific standards for care
providers. There is no clear national plan to improve social care or

dementia care in the coming years.
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3 What needs to happen to
improve dementia care?

Councils should develop the right types of services that can suit the
needs of all people with dementia and their carers.

Integrated care systems (the organisations that organise health and
some care services in local areas) should plan better to make sure that
all the services someone might need during their dementia journey
work well together.

National organisations (these might be the government, the NHS,
and those that create regulations for health and care) should:

e Look at places which are providing great dementia care and use
these examples to make sure everyone who provides care knows
what good care looks like.

e Develop a national workforce strategy that includes how to make
sure all social care staff have good quality training on how to
provide good care and support to people with dementia.

e Provide more funding for unpaid carers and make sure that
they can access better information, training and support.

e Collect more information on people in England living with dementia
to better understand how to plan services to make sure that people
are getting the services they need.
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Nuffield Trust is an independent
health and social care think tank.
We aim to improve the quality of
health and social care in the UK
by providing evidence-based
research and policy analysis and
informing and generating debate.
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