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Knowledge is Power 

Knowledge is Power for Carers is about caring for people living with dementia, 
and has been co-created by carers at the Dementia Services Development 
Centre (DSDC) Wales, Bangor University. 

Contents 

Introduction 
What you can do as soon as you get a diagnosis 
Which organisations can support you? 
Health and Social Care Professionals 
Legal and money matters 
Day-to-day living 
Your mental health and well-being 
Care options 
The end of the caring journey 
Caring for someone with a rare dementia 
In conclusion 

Other Booklets in this Series 

3 
4 
6 
8 
10 
14 
20 
22 
24 
26 
27 

Knowledge is Power Wales: Handy hints that might help make 
life a little easier after a diagnosis of dementia. 

Knowledge is Power 2: Handy and helpful tips for day-to-day life with 
dementia. 

You can view them on line at: 
https://www.bangor.ac.uk/dsddresources-to-support-people-living-with-dem 
entia-and-carers 

Adaptions for England & Scotland 

Adaptations for people in England and Scotland are also available and can be 
accessed through Dementia Voices: 
www.dementiavoices.org.uk/deep-resources/knowledge-is-power 

'' 
Try to make the most of the services and supports that are
available to you. Knowing what is out there really can help 

you - knowledge is power! '' 
Bangor University (2026). All rights reserved and no reproduction without permission ISBN 978-1-84220-212-8 

https://www.bangor.ac.uk/dsddresources-to-support-people-living-with-dementia-and-carers
www.dementiavoices.org.uk/deep-resources/knowledge-is-power


Introduction 

We have found that the most valuable knowledge is what is passed between 
carers, and we want to share some of this with you. Caring for someone living with 
dementia can be challenging and overwhelming; but finding the right support can 
make life easier for you both. 

This booklet is designed to provide you with essential information and tips to help 
you navigate the complexities of caring for someone living with dementia, 
acknowledging that every experience is unique and there is no "one size fits all" 
solution. 

Understanding Dementia 

There are many types of dementia and symptoms can differ. The image 
below provides a general overview of some of the characteristics 
commonly associated with different types of dementia (but these can 
vary). 
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It helps to find out as much as you can about your type of dementia. These 
websites provide information about types of dementia, support available, and 
other guides for carers: 

www.dementiauk.org/information-and-support 

www.alzheimers.org.uk/about-dementia 

www.raredementiasupport.org/what-is-rare-dementia 

isupportdementiacarers.co.uk 
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www.dementiauk.org/information-and-support
www.alzheimers.org.uk/about-dementia
www.raredementiasupport.org/what-is-rare-dementia
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Which organisations can support you? 

Dementia helplines 

Wales Dementia Helpline: 
0808 808 2235 

Alzheimer's Society Support Line: 
0333 150 3456 

Dementia UK Helpline: 
0800 888 6678 

Organisations that offer support 

These organisations are available nationally, but please also look for 
organisations in your area. When researching services, sometimes use 'carer' 
as a keyword rather than dementia. 

Age Cymru: 
Give information and advice on benefits, health, money, housing, or care. 

www.ageuk.org.uk/cymru 0300 303 44 98 

Alzheimer's Society: 
For information, advice, and support. 

www.alzheimers.org.uk 0333 150 3456 

Carers Trust Wales: 
Work to improve support, services, and recognition for anyone who is caring 
for someone. 

www.carers.org 0300 772 9702 

Carers Wales: 
Provides advice and information to carers. 

www.carersuk.org/wales 029 2081 1370 

Citizen's advice: 
Offer advice on benefits and grants, legal and financial matters, rights, work, 

housing and more. 

www.carersuk.org/wales 0800 702 2020 

Cruse Pre-bereavement Support: 
Trained volunteers can help people living with dementia and carers to deal 
with feelings of loss and grief. 

www.cruse.org.uk 080 8808 1677 

www.ageuk.org.uk/cymru
www.alzheimers.org.uk
www.carers.org
www.carersuk.org/wales
www.carersuk.org/wales
www.cruse.org.uk


Dementia Carers Count: 
National charity offering in-depth practical and emotional 
support to friends and family. 

www.dementiacarers.org.uk 0800 6521102 

Dementia UK: 
Provide support and advice for the whole family, and opportunity to speak 

to Admiral Nurses. 

www.dementiauk.org 0800 888 6678 

NHS dementia information service: 
Guides you through the time after a dementia diagnosis via a series of 
emails. 

https://bit.ly/dementia_info_NHS 

Rare Dementia Support (RDS): 
RDS empower, guide, and inform people living with a rare dementia and 

those who support them. 

www.raredementiasupport.org 020 3318 0243 

Together in Dementia Everyday (TIDE): 
RDS empower, guide, and inform people living with a rare dementia and 
those who support them. 

www.tide.uk.net carers@tide.org.uk 

Young onset dementia network: 
An on line influencing community working collaboratively to improve lives. 

www.youngdementianetwork 

Try not to feel guilty when asking for help. ' ' 
Nobody is superhuman." 
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Legal and money matters 

Carer entitlements 

e
You may be entitled to Carer's Allowance, Carer's Credit 
(protecting gaps in your National Insurance record), or other 
financial support. The following can help you: 
Turn2us: Provide advice and support on financial matters, and 
help you find out what you are entitled to. 
www.turn2us.org.uk 

Citizen's advice: Offer advice on benefits and grants, legal and 
financial matters, rights, work, housing and more. 
www.citizensadvice.org.uk/wales 0800 702 2020 

"" � 

r ..... 

Pensions 

Cl 
Depending on the scheme you might be able to take your pension
early and/or withdraw a lump sum. 

D You can fill in an 'Expression of Wishes' form that tells your pension 
provider who should receive your pension should you pass away 
before retirement. 

"" � 
--

Becoming an appointee 

� 

You can become an appointee for the person you care for, while they 
have mental capacity. This allows you to manage only money matters 
and/or receive benefits for them. This is different from an LPA (see 
below). Contact the Department of Work and Pensions (DWP), or 
visit: 
www.gov.uk/become-appointee-for-someone-claiming-benefits 

� 

Make a will 

e
A will lets a person decide what happens to their money, property 
and possessions after their death, and ensures their wishes will be carried 
out. Without a will, things will be legally and financially challenging for 
those left behind. The will can also describe funeral wishes. 

)'-
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Advanced care directives eliving will'/ 
'advance decision) 

@
This is a legal document where you specify what actions should be taken 
for your health if you are no longer able to make decisions for yourself. 
This is a good time to discuss wants and hopes for end-of-life care, 

J including conversations around treatment options and funeral plans. 

'' At the beginning, you need to have the very difficult 
conversations. It's a must. '' 

r= Lasting Power of attorney (LPA)

e
This is a legal document that allows decisions to be made on someone's 

11 II behalf. It should be drawn up as soon as possible, while a person has 

r 

capacity. There are two types - 1) health and welfare, 2) property and 
financial affairs. This is important and can be done for both you and the 
person you care for. You can do this on line or via a solicitor (there is a fee, 
but reduced if in receipt of certain benefits). 
www.gov.uk/power-of-attorney 

If no LPAs are in place, you are at risk of decisions being made without you. 
In this case you would need to apply to the court of protection for 
deputyship if the person has lost capacity. 

j www.gov.uk/become-deputy 

If you are a working carer, you have 
legal rights 

Telling your employer is important. Ask about the company carer policy 
and have conversations about flexible working and how they can support 
you. To find out more about your rights at work: 

www.carersuk.org/help-and-advice/work-and-career _____ ) 

' ' Make sure that things get sorted early - I didn't but wished I had ' '
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Legal and money matters 

r "' 
Carer's needs assessment 

@
If you provide unpaid care and support for someone living with 
dementia, you are legally entitled to have an assessment of the 
support you need to help you in your caring role and to support your 
personal well-being. 

This assessment should consider: the extent you are able and willing 
to provide care; your wishes or need to work and participate in 
education, training, or leisure activities that are important to you; 
emergency care planning; your eligibility for Carer's Allowance. 
Contact your local authority or a carers charity. 

'- � 

-
r " 

PIP (Personal Independence Payment) 

0
This is a government provided allowance for people under state 
pension age and is not means tested. You can apply for PIP for the 
person who you care for. It has two components, and both have two 
rates, basic and enhanced: 1) help for day-to-day living needs, and 2) 
for mobility support/needs. Citizens advice and social workers can 
help. It can be a gateway to accessing other types of support. 

Apply to the Department for Work and Pensions: 

www.gov.uk/pip 0800 917 2222 

'- � 

r -..., 

NHS Continuing Healthcare (NHS CHC) 

e
This is a package of care that is arranged and funded by the NHS for 
individuals who are not in hospital, but who have complex, ongoing 
healthcare needs. Specific eligibility criteria must be met to qualify. 

NHS CHC can be provided in your own home, or a care home and 
covers the cost of your assessed health and personal care needs, and 
if you live in a care home your accommodation and board costs too. 

Speak to your GP/District Nurse/Social Worker for further details. 
Age UK provide more information about NHS CHC: 

https://bit.ly/Continuinghealthcare 

\,.. � 

'-
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Direct Payments 

Cl 
If you have been assessed as needing social services support, you
may be offered, or can request, a Direct Payment instead of receiving 

Jl the support arranged by your local council. Direct Payments can offer
more flexibility and choice over how your well-being is supported. 
They can be used to employ a personal assistant or carer, enable 
access to activities which may support your confidence, 
independence, health, or pay for respite. 

Find out more about how Direct Payments can be used here: 

https://bit.ly/Wales_direct_payments 

Apply to your local council's social services department: 
www.gov.uk/apply-needs-assessment-social-services. 

'-

r 

Other support you might be entitled to 

0
Funding and services differ by local authority, please make sure 
you're looking at advice for your area. 

Council tax discount: 
www.gov.uk/apply-for-council-tax-discount 

Winter fuel discount: 
www.gov.uk/winter-fuel-payment 

Help with water rates: 
www.dwrcymru.com/en/support-with-bills l8l 0800 0520145 

House adaptation grants: 
www.gov.uk/disabled-facilities-grants 

If you want to find out more, visit: www.turn2us.org.uk 

'" ,, 

r -... 

'' 
It can feel uncomfortable if you've never claimed anything

'' before. You're not getting anything that you're not entitled 
to. It's an entitlement, not a hand-out." 

'- � 

� 
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