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Carer Expectations

What should carers expect from hospitals when a person with 
dementia is admitted?
“Carers have a crucial role to play in the care of people with dementia. When a person 
with dementia develops a physical health problem and/or their behaviour changes the 
carer is often the first to be aware of this. If that person is admitted to hospital or a 
care home it is often the carer who knows the person’s history and is able to provide 
care staff with crucial information. Carers can also help support communication and 
share information with the person with dementia. This helps to ensure that the right 
care and treatment is provided which takes into account additional support needs 
and preferences. 

Carers want a collaborative team approach to care, and to be seen as partners 
in care. Carers want to be kept involved and informed throughout assessment, 
treatment and discharge planning for the person they care for. 

Carers of people with dementia also have their own needs, which need to be 
assessed and taken into account. Research shows that carers of older people with 
dementia experience greater strain and distress than carers of other older people. 
In addition, many carers of people with dementia are older people themselves, with 
physical frailty and health conditions of their own. 

It is carers who are responsible for care when the professionals aren’t there, and 
as the condition progresses are commonly faced with co-ordinating and managing 
complex needs”. 

Triangle of Care, Carers Trust and the Royal College of Nursing, 201319.

“Carers should be welcomed. They are an essential part of the patient’s team.”
John’s Campaign13.

“Carers of people with dementia should be able to spend as much time as necessary 
with the person, whenever they need to.” 

Hospital Care, Alzheimer’s Society4.
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When a person with dementia goes into hospital, a person who cares 
for them can expect:
1. To be able to visit at any time to provide care or support whenever this is needed, 

including overnight. 

2. That the nature of their relationship to the person with dementia is respected: the 
carer’s presence is welcome to support good care, but should not be depended on as 
necessary to provide personal care and support, unless this is their expressed wish.

3. The hospital and staff to recognise the value of carer input to the care of the person 
with dementia.

4. To receive clear written information from the hospital designed for carers, including:

• Any times when carers may not be present, e.g. to protect the privacy of the 
person they are visiting or other patients

• information about how to communicate with staff in the hospital and who to contact

• information about any help provided by the hospital e.g. with refreshments, meals 
or parking.

With the consent of the person with dementia, or as part of a best interests decision 
making process:

5. To be kept clearly informed about the care and progress of the person with dementia 
during the hospital stay, including being involved in decisions made about care.

6. To be involved in the discussion about place of discharge and support needs of the 
person with dementia, including adequate notice of discharge.

7. To receive a copy of the discharge plan.

This should be a written care plan that sets out the support that will be provided to 
meet the assessed needs of the carer and/or person with dementia. 

8. That the hospital will seek current personal information (as distinct from medical 
information) to help provide the best possible care for the person with dementia.

This will include details such as the persons preferred name, parts of their life story 
that they like to talk about (family, pets, work, hobbies), personal preferences (food, 
drink, how they like to communicate), whether they need help or support with personal 
care, whether there is anything that is likely to cause distress (e.g. sudden noise) and 
how to help them if this occurs. 

9. That healthcare professionals will have awareness and understanding of the standard 
of care required by people with dementia, delirium and cognitive impairment admitted 
to hospital and of the local care pathway or other procedures in place.

10. That the person with dementia is not excluded from therapeutic interventions aimed 
at improving mobility or cognitive stimulation and that healthcare professionals can 
accommodate their needs to provide adequate support.

11. That the person with dementia receives adequate support with nutrition and hydration.
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12. That appropriate food choices are available for the person with dementia, including 
finger food, snacks and lighter meal options. The menu should include photos to help 
them choose.

13. To be appropriately directed to services that can provide further advice and support, 
including a referral to the local authority for a carer’s assessment.

A carer’s assessment from the local council (adult social services department) will 
determine whether carers are eligible for support. Support could include services 
provided directly to the carer, or services provided to the person they care for.

14. That carers are represented within the hospital/Trust Dementia Working Group, and 
asked regularly to provide anonymous feedback to help improve the quality of care.
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