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Immediately after diagnosis
There is no right or wrong reaction to a diagnosis of dementia. The 
person is likely to experience a wide range of emotions. This may vary 
from relief that there is an explanation for what is happening to them to 
shock, fear, shame, despair, guilt, denial and anger.  

This will differ from one person to another. One individual may feel overwhelmed by 
their emotions; another face them calmly and as confirmation of what they already 
suspected. Still others may undergo a crisis. All these reactions are normal and part of 
the process of coming to terms with the situation and learning to cope. The diagnosis 
will also affect you, other family members, friends and any employer. 

Ways you can help include:

✔   Allowing time for the person to adjust to their 
situation. They are probably beginning to grieve.

✔   Reassuring the person that what they are feeling  
is normal

✔   Confirming that you are there for them no matter 
what happens

✔   Acknowledging what the person is feeling. Use 
statements such as ‘You look sad’, ‘You seem worried 
about something. Can you talk to me about it?’ 

✔   Waiting for the person to reply. They will need time 
to take in what you are saying and to respond.

✔   Helping them talk through their situation with 
other family members and friends

Life doesn’t end when a person has been diagnosed. 
There will still be plenty the person can do. Encourage them to get on with life as 
normal and to continue enjoying their usual activities. 

Evidence shows that keeping active, both physically and mentally, is good for slowing 
down the onset of the condition. It is a good time for them to think about taking up a 
new interest or a hobby to keep their mind and body active such as visiting museums, 
going swimming or joining an art class. It might be something a family member or a 
friend could do with them.  
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Learn about the condition
Finding out about the condition and how it affects people will help 
you understand and respond to what is happening to the person with 
dementia. 

There are a number of ways you can do this:

✔   Reading books. Your local library may have a few. 

✔   Obtaining information from websites (see list in ‘Organisations and sources of 
useful information’ section)

✔   Attend a dementia awareness course 

✔   Join a carers’ support group. You will obtain first-hand knowledge here from 
people who are dealing with the same issues. 

✔   Talk to professionals such as your GP, Occupational Therapists or Nurses 
specialising in dementia care. 

Avoid scaring yourself with too much material about everything that could happen. 
It might not. The progress of dementia is very difficult to predict. Also, you will 
encounter differing views, which can be confusing. Research enough to get an 
overview and then deal with each situation as it arises. 
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Plan ahead
Talk to your loved one about what they want for the future. As time 
and the condition progresses it will become harder for the person to 
make their feelings known about their future care, finances and other 
personal wishes. Talking about it will enable the person to have a say in 
their care in the event they become unable to decide for themselves.  
It will also help you plan the best way to support them. 

Some things the person may need to think about are:

✔   Making a will

✔   Whether they will need help in the home now or in future

✔   Having home adaptions to make it safer

✔   Appointing one or more people to manage their affairs 
should they become unable to make their own decisions

✔   Putting their financial affairs and papers in order and making sure they can be 
easily found. They might consider setting up direct debits or standing orders to  
pay regular bills. 

✔   Telling friends

✔   Exploring what support services are available locally so they know what to access when 
it is needed. The doctor and local social services can tell you and refer you to them. 

✔   If they drive, informing the DVLA and their insurance company. They may not have to give 
up driving but might have to undertake an assessment to ensure it is safe to continue. 

✔   If still working, talking to their employer or getting advice from a trade union or 
the Citizens Advice Bureau. The employer may be able to make adjustments to 
enable them to continue working. 

✔   Making sure both they and you are claiming all the benefits to which you are entitled. 

✔   Getting a community care assessment for the person with dementia and for you 
as carer. This is aimed at helping your loved one  maintain their independence and 
you to support them. Contact social services direct or get your GP to do a referral. 

Each situation is different and you will need to consider what and when each action is 
appropriate. 
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Supporting your  
partner/parent/friend
Focus on strengths and what the person can do. 

It is tempting to allow what the person can no longer do - or has difficulty doing - 
dominate your thinking. This is understandable because you are aware of the losses 
and the person seems to be gradually moving away from being the person you have 
always known. However, this is focusing on the dementia rather than the person and 
can have a detrimental effect on their self-esteem and your own belief in what the 
person can do. 

If you take over tasks that the person can still do independently with some 
encouragement or support, then you increase the likelihood of them becoming 
dependent on you sooner than necessary. They may lose the skill, not because of the 
dementia, but because of lack of opportunity to use it. 

Focusing on what they can do will also help them to remain positive. 

Skills and abilities which many people with dementia retain include:

✔   Being able to connect with and find meaning in 
music, singing and doing different types of art 
such as drawing, painting, sculpture, pottery or 
poetry. 

✔   Living in the here and now. They may have 
forgotten what happened an hour ago but can 
enjoy the moment.  

✔   Being physically active. This helps reduce 
feelings of stress, meets social needs and 
retains better health.  

✔   Recalling long term memories. Because of short 
term memory loss the person will find talking 
about their past easier and less frustrating. 

✔   Making emotional connections. The part of the 
brain involved in emotions remains relatively 
intact. They may forget what you did together 
an hour ago but not how it made them feel. 
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Dealing with your own emotions
Caring for someone with dementia is both rewarding and demanding. 
You may have health problems of your own, financial worries or have 
other family members to support. You may feel alone, angry or guilty.   

Here are some suggestions to help:

✔   Friends may stop visiting not knowing how to react to the situation. Talk to them 
and explain about the condition and that you still need their company and support. 

✔   Find someone to talk to about how you are feeling. A friend, a relative or a 
professional. The Alzheimer’s Society has a helpline and can put you in touch with 
a local group. Find a carers’ group by contacting social services or a voluntary 
organisation. 

✔   Grief is common when caring for someone with a long term illness. You may feel a 
deep sense of loss for your father or partner and a former way of life. Again, talk to 
someone about your feelings. If you think you are becoming depressed see your GP.  

✔   Being repeatedly asked the same question, the person you are caring for keeps 
wandering off, or other behaviour irritates and makes you angry. You lose your 
temper and feel you can’t go on. Try to understand your mother or partner’s 
behaviour and see it from their viewpoint. If you think you are going to lose your 
temper go into another room, or the garden, and calm down. Learn about ways to 
help reduce the behaviour.

✔   Try to have breaks from caring so you can maintain a social life doing things you 
enjoy such as going to the theatre, a class or just meeting a friend for a coffee. 
Many carers’ groups organise social outing.  
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Tips to help improve 
communication
As dementia progresses, communication becomes more difficult. The 
person will develop problems, both in making themselves understood 
and with understanding what is being said to them. This can be 
frustrating and upsetting for all concerned. Help the person maintain 
their ability to communicate as long as possible.  

✔   Check hearing aids, glasses and dentures and make sure all fit and work properly. 

✔   Attract the person’s attention before speaking

✔   Speak as clearly as you can

✔   Write things down if that helps

✔   Maintain eye contact when either of you are speaking

✔   Avoid distractions such as radio, TV or other noises in the background

✔   Use short sentences that only contain one piece of information at a time. 

✔   Watch the person’s body language – expressions, gestures, tone of voice - for clues 
about feelings and meaning.

✔   Use your own body language to reinforce and clarify what you are saying. 
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Practical day-to-day tips 
Everyday tasks become increasing difficult for people with 
dementia to do on their own without support. Here are a few 
tips you can use to help them maintain independence.

✔   Establish daily routines

✔   Avoid confrontations as much as possible 

✔   Keep tasks simple

✔   Be flexible – there will be good and bad days. Be prepared to abandon or adjust 
plans as required

✔   Learn to be patient. It may take longer to do things but it is worth it if the person 
maintains their abilities longer. 

✔   Keep in mind that problems are probably due to the condition, not the person 
being awkward. It will help you remain calm and keep things in perspective.

✔   Make the home as hazard-free as possible. Get rid of clutter, loose mats, worn 
slippers, trailing electric leads, etc., that might cause the person to trip. 

✔   In the early stages use memory aids such as notes, electronic devices, labelling 
doors, cupboards, drawers, etc.

✔   Maintain a sense of humour about silly mistakes, memory lapses and odd or 
difficult behaviour.

✔   Never forget that that the person is trying hard to make sense of a world that is 
becoming more and more confusing. 

More help
If you need some support and help in engaging your loved one with activities, Carewatch 
is more than happy to help you whenever you need it.

We can help with looking after your loved one while you take a break. We understand 
that caring for someone with dementia is a hard thing to do for a family, so we help by 
providing you with rest breaks so that you feel more energised to be able to do more 
meaningful activities with them. It also means that you can take a step back and view 
the situation more clearly and with fresh eyes. This can help a lot when you’re trying to 
plan more activities in the life of your loved one.
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The following organisations provide a range of 
information, advice and support 

Alzheimer’s Society.
Provides information and advice both for people with 
dementia and their carers. 

h	 info@alzheimers.org.uk 
	 www.alzheimers.org.uk 
 020 7423 3500
Helpline: 0845 300 0336

AT Dementia
Provides information on Assistive Technology that can 
help people with dementia live more independently.

h	 info@trentdsdc.org.uk 
	 www.atdementia.org.uk 
 01162575017 

Carers UK
Provides information and advice to carers about 
their rights and how to access support. 

h	 info@ukcarers.org
	 www.carersuk.org 
 0808 808 7777

Carers Direct (Part of NHS Choices)

Provides free confidential information and carers. 
Calls are free from UK landlines. 

h	 carersDirect@nhschoices.nhs.uk 
	 www.nhs.uk/CarersDirect 
 0808 802 0202

Dementia UK
Provides training for those who work with people with 
dementia as well as employing Admiral Nurses who 
specialise in dementia care and provide both practical 
and emotional support.

h	 info@dementiauk.org  
	 www.fordementia.org.uk 
 020 7697 4160 
Helpline: 0845 257 9406  
or e-mail direct@dementiauk.org 

Princess Royal Trust for Carers
This one of the largest providers of carer support 
services. They provide information, advice and 
support.

h	 info@carers.org
	 www.carers.org
 0844 800 4361 

Royal College of Psychiatrists
This website contains some excellent information on 
Alzheimer’s and treatments

h	 rcpsych@rcpsych.ac.uk 
	 www.rcpsych.ac.uk 
 020 72352351  

Solicitors for the Elderly
This is an independent, national organisation of 
lawyers such as solicitors, barristers, and legal 
executives who provide specialist legal advice for 
older and vulnerable people, their families and carers.

To locate a solicitor near you:

h	 admin@solicitorsfortheelderly.com 
	 www.solicitorsfortheelderly.com 
 0844 567 6173   

Benefits Enquiry Line 
Provides advice and information on the benefits you 
can claim if you are disabled or a carer.

	 www.gov.uk/benefit-enquiry-line 
 0800 882 200

UK Homecare Association Ltd
This is the national association for organisations who 
provide social care to people in their homes.

h	 enquiries@ukhca.co.uk 
	 www.ukhca.co.uk 
 020 8661 8188

Organisations and sources of 
useful information
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