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Methods

• Survey of local authorities

• Interviews with home carers and managers

• Interviews with relatives and clients

• Diary analysis home carers

• Participant observation over 10 months in 7 households 



About 350,000 older people 
receive home care in 
England* and 60% of them 
have dementia. 

The process of delivering 
care to people with 
dementia in their own 
homes is little understood.  

*https://www.kingsfund.org.uk
/sites/default/files/2018-
12/Home-care-in-England-
report.pdf

https://www.kingsfund.org.uk/sites/default/files/2018-12/Home-care-in-England-report.pdf


680,000 people were 
employed in the sector in 
2018. 

They were delivering 318 
million hours of care working 
for over 10,000 providers.

CQC inspects fewer than 6,000 
of these providers. 



Only one care worker in three has 
dementia-specific training. 

People with dementia – especially 
those who live alone – may be at 
particular risk from poor home care. 



Home carers too, working 
alone in others’ homes, may be 
exposed to accusations and 
abuse from clients or relatives; 
they can also be seen as 
vulnerable, not to mention the 
novel risk of virus contagion. 



We know what structural 
factors promote good quality 
home care:
• managerial support for staff, 
• continuity of personnel, 
• staff training in dementia 

care, and 
• a person-centred, planned 

and co-ordinated approach 
to individual clients.



We don’t know much about what 
home carers do in practice for 
people with dementia.

Nor about how it feels to give and 
to receive home care: 

How are home care relationships 
experienced by care workers and 
recipients? 

What are the stresses and 
rewards of working with people 
with dementia in home care? 



In the course of working as 
home carers, the participant 
observers found that they were 
expected to undertake 
cleaning, laundry, food 
preparation, shopping, home 
maintenance, administration of 
medication and keeping 
records. 

What we 
found… 



Through engaging clients in 
everyday tasks like eating, 
washing and dressing, good 
care workers sought to 
promote choice. They saw 
this as reinforcing the 
agency and identity of the 
person with dementia. 

(What could Daisy do here? 
The images show real 
encounters, not perfect 
ones.)



In addition, the study found 
that meeting the social and 
emotional needs of clients was 
a significant part of their role. 
This did not figure in the job 
descriptions that we obtained.



Good home carers carry 
out activities necessary to 
the maintenance of life and 
the prevention of disease, 
while also attending to the 
social and emotional needs 
of people with dementia. 



When time permitted, they 
seized opportunities for 
cognitive stimulation, 
reminiscence and pleasurable 
leisure pursuits. 

Time is clearly a major factor 
determining good home care. 



If a client was unco-operative 
or unresponsive, carers tried 
many tactics to engage and 
divert. When these did not 
work, carers experienced a 
sense of failure. 



Four activities that characterised 
superior dementia home care



. Anticipating needs

• First, the carer anticipates
practical needs and 
manages the environment 
so that the client is not 
inconvenienced as these 
arise.



Acknowledging identity

• Second, the carer acknowledges
the social identity of the client 
in myriad ways, both within the 
home and beyond it. 

• This may include practising 
diplomacy with regard to others 
(other care workers, managers, 
relatives) to diffuse or avoid 
conflict.



Attuning to the person

• the good home carer is 
versed in and attuned to the 
client’s sensitivities, habits 
and preferences.  This 
prepares the carer to deliver 
home care in a manner that 
would satisfy the client, even 
when the client cannot 
express preferences. 



Affording agency and enjoyment

• Fourth, the good dementia 
carer affords the client 
opportunities for pleasure and 
agency within the scope of the 
caring role, often with the aim 
of encouraging physical and 
mental activity or 
engagement.



KEY ACTIVITIES SKILLS KNOWLEDGE

Anticipating needs Observation, initiative, and 
time management

How dementia affects a given 
person

Acknowledging social 
identity

Demonstrating respect, 
exercising diplomacy

How the person fits into 
society, their social roles and 
expectations

Attuning to the 
person

Active listening, 
compassion, tact, 
discretion

How it feels to have dementia 
or to be physically dependent

Affording agency & 
enjoyment

Creativity, imagination, 
resourcefulness

How to manage the 
environment to maximise 
satisfaction



Winston’s World

• Training resource, with manual in development (2021)

• Freely available:

• www.nottingham.ac.uk/idea/resources/winstons-world

• Hard copies £6 plus postage and packaging

Justine.Schneider@nottingham.ac.uk

http://www.nottingham.ac.uk/resources/winstons-world
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Impact of Covid

Recent paper by Prof. John Bolton* predicts

- Increased costs due to staff absence and PPE/distancing

- Reduced demand due to mortality

- Local authority budget reductions leading to pressure on prices

- Increased demand when restrictions are lifted

Surviving the Pandemic: New challenges for Adult Social Care and the 
Social Care Market, IPC, May 4, 2020

https://ipc.brookes.ac.uk/publications/ASC%20Surviving%20the%20Pandemic.pdf

