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Dementia Gateway: Working in partnership with 
carers 
 

This summary highlights key messages from the research on ‘working in partnership with carers of people with dementia’. 

Key messages 
• Care should be tailored around the person. If 

such an approach is aimed at both the carer 
and the person with dementia in parallel, it will 
be more sustainable than if it was aimed at 
either one or the other.1 

• There is not much research on ‘working in 
partnership with carers’ in the context of 
dementia care. Most research on carers is 
focused on their views and experiences in the 
context of their situations and possible ways of 
helping them. 

• Carers and professionals should work together so the person 
with dementia benefits from their combined expertise and 
knowledge.4 

• Professionals should recognise that carers may not know 
much about dementia and how it changes over time, or what 
care and support is available or possible.4,5 They should give 
information and support to carers on these issues.4,16 

• Carers of people with dementia can suffer from higher levels 
of burden and depression in comparison with carers of 
relatives with other chronic diseases. 7 
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Introduction 
This summary highlights key messages from the 
research on ‘working in partnership with carers of 
people with dementia’ (that is, recognising the 
expertise that family carers can give). It is not 
intended to be a comprehensive review of the 
literature on this topic. The material on which the 
summary is based was identified through focused 
searching of the literature published from 2008 to 
2012. Some material pre-dating 2008 is also referred 
to where necessary.  

The importance of working in 
partnership with carers 
The term ‘family carer’ means: ‘a person or people 
identified by the person with dementia (if possible) as 
important to them, and is intended to cover a spouse, 
partner, child, other relative or friend and supporter’.2 
The support given by a carer to a person with 
dementia will vary according to the nature of the 
symptoms and how quickly the disease is 
progressing,5 the health and abilities of the carer to 
provide care, and the nature and extent of other 
support that is available.4 Carers’ tasks include 
anything from helping with daily living tasks and 
personal care to supporting the person with 
meaningful activity and managing their finances and 
legal issues.4, 5  
One of the most powerful ways in which care staff 
and other workers can make care for people with 
dementia more helpful and sustainable is by 
acknowledging and working in partnership with 

carers.8 This means valuing the experiences of both 
the person with dementia and their carers.  
Working in partnership with carers is a central aim of 
policy and practice in the United Kingdom.10 
Government policy highlights the need to identify 
carers at an early stage and value them as expert 
partners in care.9 
Personalised care approaches (that is, care that 
takes into account the person’s preferences, likes, 
dislikes, religion and so on) that are aimed at both 
the carer and the person with dementia in parallel are 
more likely to be sustained than those that are aimed 
at either one or the other.1 

The status of research 
There is not much research on working in partnership 
with carers in the context of dementia care. Research 
on carers is focused mainly on their views and 
experiences in the context of their situations and 
possible ways of helping them.  
There is very little research on what is the best way 
of involving the family in care1 or interventions in a 
care home.1 Also, the research on carers of people 
with early-stage dementia is inadequate.6 But, there 
is a significant amount of research on the experience 
of carers of older people with dementia.3 This 
research takes place over a relatively short period of 
time though – any study of carers’ experiences 
should take place over a number of years to get a 
real insight into how the caregiving process changes 
over time.3  
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Some principles of working together 
Carers as experts 
It is essential that both carer and professional work 
together in partnership so that the person with 
dementia will benefit from the bringing together of 
their combined expertise and knowledge.4 Carers will 
usually have firsthand knowledge of the person with 
dementia, including knowledge of their likes, dislikes, 
life history and values, and are therefore in a good 
position to advise professionals4. The carer is the 
expert with knowledge and information about their 
relative.11 It is important to recognise that the way 
carers see things will be different from the way 
people with dementia see things, but both are valid 
and important.11  
Professional support for carers 
Being able to act as the voice for a person with 
dementia if they are not able to communicate, is a 
strength that carers have but may not realise. Carers 
need the support and affirmation of professionals to 
recognise this fact and develop their confidence to 
work with professionals so that together they can find 
solutions to care issues.11 Professionals should also 
recognise that carers may not know much about 
dementia and how it becomes more advanced over 
time, or what care and support is available or 
possible.4,5 They should give information and support 
to carers on these issues.4,16 
 

Staff knowledge and skills needed 
Carers think that staff who work with people with 
dementia need to have certain knowledge and skills. 
These are: knowledge about dementia; care that is 
tailored around the person with dementia (taking into 
account things like their preferences, likes, dislikes, 
religion and so on); the ability to communicate well 
with people with dementia; the ability to develop 
good relationships; the ability to offer support; and 
the ability to help people with dementia to take part in 
activities.17  

Caring and the impact on carer health 
The impact on carers of supporting a loved one with 
dementia is profound.5,8,10,12 Carers of people with 
dementia can suffer higher levels of burden and 
depression in comparison with carers of relatives 
with other chronic diseases.7 Family carers of people 
with dementia are frequently old10 and frail 
themselves, with poor physical and mental health, 
and a reduced quality of life with limited  to look after 
their own health.5,12,13 Children or young people 
under the age of 18 may also find themselves in a 
caring role if their parent has young onset dementia12  
and may suffer distress and grief for the parent they 
have lost14 and anxiety about leaving home because 
of concern for their parent.15  

Unlike paid care workers, a family carer’s 
responsibilities are ongoing and relentless, and 
stress, emotional strain and sheer exhaustion can 
lead to problems in providing the best possible 
care.4,5,16,17 Both the carer and their loved one need 
advice and support at the right time, and it is 
important that these are tailored to their situation.8,18  
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The entwined relationship between 
carer and relative 
The life of the person with dementia and their carer 
will often be closely entwined, especially if the person 
with dementia is being cared for by their partner or a 
relative living in the same house.4,19 In these 
situations, what would be best for the person with 
dementia and what would be best for their carer 
cannot be assessed separately. Professionals should 
think about how best to deal with and balance the 
different needs and interests of the person with 
dementia and their carer.4 

Support needs of carers in their own 
right 
It is important to attend to what carers, in their own 
right, need in terms of support, including the need for 
information.4,5 But carers often say that information 
tailored to them as people is rarely supplied to them 
at the right time.20 Carers also need emotional and 
practical support, such as support from family and 
friends,3,6 and have a right to an assessment of what 
they need for support in their own right, such as help 
in the home, changes that can be made to the house 
to help them in their caring role and respite care.4,9,21 

Black and minority ethnic carers 
For black and minority ethnic carers of people with 
dementia, there may be cultural issues that need to 
be thought about by services that provide care and 
support.22 Black and minority ethnic carers, and 
indeed those from the majority United Kingdom 

population, may not be familiar with the term ‘carer’ 
and may not see themselves as one because they 
do not tell the difference between tasks that are 
related to an illness or disability and those that are 
rooted in family duties and love.22,23 Where giving 
care to someone is seen as a natural thing to do, this 
can mean that carers do not ask for professional help 
as this might be seen as a failure on their part to 
carry out their caring duties as, for example, in some 
south Asian communities.24 

Carer issues around diagnosis 
Information is a very important part of support for 
carers;12 and carers need information about the 
practical and financial support that is available 
around the time of diagnosis of a relative.9 In one 
study carried out with carers in Wales, the fact that 
their relative had not got an official diagnosis made 
them less able to access services in the community 
as local policy said that a diagnosis is needed for 
access to services.16 In the meantime, carers felt 
confused and concerned and thought that some of 
the ways their relative was behaving were a result of 
their relative’s age.16 

Caring for the person with dementia at 
home 
Health and social care policy aims to keep people in 
their own homes for as long as possible.16 Two-thirds 
of people with dementia normally live in their own 
homes or those of their carers, and one-third live in 
care homes (with both groups possibly spending 
some time in hospital).12  
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Delaying help seeking  
Caring for a person with dementia at home can place 
enormous strain on the carer, and it is important for 
them to find help as early as possible.12 
Psychological support can reduce carers’ distress 
and delay admission to a care home.12,16 Carers tend 
to access services that are provided in the 
community late in their caregiving experience.5,16 
Also, they may not use services because the person 
they are caring for might be against it; concerns over 
quality of care; carer guilt; and the inconvenience 
and costs involved.16 
What carers say about services in the community 
Carers say that they need human contact from 
services that shows empathy and understanding and 
provides the right information, but carers are often 
not very assertive.16 So offering support before it is 
asked for by carers can have a positive effect. 
 
Awareness and understanding in society 
People with dementia and their carers access all 
types of public and community services, including  
housing, emergency services, utilities.12Employers 
and people they come into contact with  need to 
understand and support the challenges that they 
face.12  
Financial implications  
The financial impact of caring can be quite dramatic 
where the person with dementia, or their main carer, 
is the main person in the household who brings in 
income.4,5 This is especially so where a carer has to 
leave their job so that they can continue caring.14  

Supporting carers in the move from 
home to care home  
Involving carers 
It is essential that carers feel fully involved and 
supported if their relative moves into a care home. 
Carers need to make sure that the identity, role and 
status of their relative is preserved at this time of 
transition and make sure that the care home staff are 
aware of their relative’s likes, needs and values.25,26 
Carer role beyond care home admission  
Many carers still think of themselves as carers even 
after their loved one has moved into a care home 
and it is important that the carer’s continuing role is 
acknowledged.1,3,4 Carers should be encouraged to 
contribute to the support of their loved one for as 
long as they want to and as formal support 
increases.4 There should not be an ‘all or nothing’ 
assumption about the carer’s desire to be involved or 
in their ability to cope.4 
Supporting carers on care home visits 
Relationships between staff and carers 

Positive relationships between family carers and the 
care home staff improve quality of life for both 
residents and carers.25 Families usually want to stay 
involved in the care of their relative and it is their 
unique knowledge about them that helps to bring 
about care that is person-centred (that is, care that is 
tailored around a person’s needs and preferences, 
values and beliefs, culture, religion, life history and 
other things that are important to them).25  
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Giving carers a say 

Carers should be informed and encouraged to raise 
any concerns about the welfare of a relative. An 
independent route for complaints that is open to 
everyone is essential.25 

Hospital admissions 
When a person with dementia goes into hospital, 
their carer may feel that they have less power, 
influence or authority and they may feel unsure about 
their caring role in the future.17 At the same time, the 
person with dementia may feel that they have been 
abandoned by their carer and this may make them 
feel angry and frustrated. So it is important that 
hospital staff encourage a therapeutic relationship to 
develop with the carer and the person with dementia, 
reassuring the carer that their role is still very 
important.17 

Advanced dementia and end of life care 
Half of carers of people with advanced dementia 
spend more than ten hours a day caring.27 People 
with advanced dementia should be seen as having a 
terminal illness and should therefore be able to 
access end of life and palliative care regardless of 
where they live.2 
Carers of people who are nearing the end of life 
need support to help them recognise when their 
loved one is nearing death and to cope with this, but 
this may not be available because professionals are 
not open about a diagnosis of terminal illness.9 
Family carers go through an extended period of loss, 
including loss of choice and control, when the person 

they care for is moved into institutional care such as 
a care home or hospice.28 Carers then have mixed 
emotions when their loved one dies, from a mistaken 
belief (by other people) that all the grieving is over at 
death,28,29 to relief after a particularly long spell of 
caregiving.28 Care staff need to be sensitive to these 
issues. 

Implications from the research 
There is not much research on the things that 
encourage partnership working between family 
carers, people with dementia and care staff. Carers 
have a valuable part to play as experts in the care of 
their loved one. Their knowledge should be used 
more and more to develop training courses and tools 
for staff who work with people with dementia. 
Understanding the needs of carers, their satisfaction 
with services and use of services is a fundamental 
aspect of planning how services are provided in the 
future.16 But there is not much research on this, 
especially research that takes a long-term view.  
There is a need for better communication, 
information and emotional support for carers4,12,16 
and these things need to be built into all dementia-
related care and support services. 
The person with dementia needs to be treated at all 
times with patience and respect for their dignity and 
for who they are as a person30 and this is most likely 
to be done when professionals work together in 
partnership with carers. 
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