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1 in 4 people in general hospitals have dementia…

…and they have worse experiences and outcomes of care 
than people who do not have dementia

Background to the study…
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Dementia is very common in general hospitals – occurs 1 in 4 people or higher, depending on the ward, yet experiences and outcomes of care for people with dementia are often poor.



A few facts…
50% of people with dementia are undiagnosed on admission to hospital

2-4 times more likely to die in hospital if you have dementia

Sampson et al, 2009

92% of carers reported their loved one found the environment frightening

33% of people with dementia who are admitted to hospital never return home

People with dementia stay twice as long in hospital as people without dementia

Counting the Cost, Alzheimer’s Society, 2009

Essentially…
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Examples of poor outcomes



Examples of poor experiences…

(Cowdell, 2010; Porock et al, 2015)
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Examples of poor experiences



For example:

Environmental adaptations (e.g. Waller, 2012)

Training/Education (e.g. Surr et al, 2016)

Specialist wards (e.g. here in Nottingham)

Observation & feedback (e.g. PIE)

Some areas of intervention have been explored...
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So, what can we do to improve hospital care for these patients? 
Efforts to improve hospital care have focused predominantly around areas such as the above.



At home, people with dementia are often supported by family & friends

Who often have personal knowledge of, and close relationships with, 
the person with dementia

Potential for these relationships and knowledge to improve experiences  
and outcomes of care for people with dementia 

Could involving families make a difference?

But the limited research available suggests that family carers are   
rarely involved in the planning or delivery of hospital care…
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One area that hasn’t been looked at is the role that families could play when someone with dementia is in hospital. Half a million people in the UK act as an unpaid carer for someone, usually but not always a relative, with dementia. 
Family may have helpful routines for caring for the person or be able to communicate with and understand them in ways that staff cannot. For example, families may recognise when a relative with dementia is in pain, comfort them if they are upset, and help make decisions about their care, if they aren’t able to.

So, families could help to improve care, but there are a lot of unknowns. We don’t know if families are currently involved in care, although limited evidence suggests that they are often not, and we don’t know whether involving families would actually make a difference to patient care.




To explore how families’ personal knowledge and expertise is used 
and impacts upon experiences and outcomes of hospital care for 
people with dementia

Avoided the limitations of previous studies by:

Research aim… 
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Aims of the study were designed to avoid the limitations of previous studies, so focused on the involvement of carers of people with dementia in hospital care, and explored this from the perspectives of all arms of the care-giving triad – people with dementia, families and staff. 

Initially the aims of the study were quite broad, to understand the patterns of interaction between families, staff and patients with dementia on the two wards, and how these interactions impacted on patient care. Over time I focused down on key areas, such as how families’ personal knowledge about patients is sought and used, and how families are involved in decision making.

There are also a lot of limitations with previous research in this area, the main limitation being that there isn’t really any! 
existing studies largely focus on family perspectives, overlooking the extent to which people with dementia are involved or excluded from aspects of their hospital stay such as decision making and discharge planning
One small study exploring the benefits of personal knowledge for acute dementia care found that using such knowledge promoted person centred care, improved experiences of care by reducing distress and promoting communication, increased understanding and acknowledgment of the person and promoted relationships with people with dementia and their families (Thompson, 2016 presentation).  This study suggests that personal knowledge, including that obtained from families, could enhance experiences of hospital care for people with dementia but we know little about how such knowledge is sought, valued or used in the acute care context. 






Data collection
Qualitative, ethnographic approach 

Observations, conversations, interviews & documentary data

Sample
Patients with dementia, their relatives/friends, and hospital staff

Setting
Two different elderly care hospital wards

Analysis
Grounded theory approach – data collection and analysis integrated

Study design…
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Design of the study…



Data collection…
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A range of data collection methods were used flexibly to enable people with dementia to take part as much as possible.



Data collection…    (i.e. where I hung around) 
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I spent time on the ward in various ways – e.g. observing visiting times, ward meetings and doctors rounds, meetings and conversations between families and staff, and interactions between staff and people with dementia. 



Results…
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Here are some examples of the results from the study



Experiences of care…

Disconnection
Connection

Unfamiliar ward 
environments

Unfamiliar 
ward routines

Interactions with 
staff & peers

Knowledge & 
decision making 

about care

Prior care-
giving 

relationships

Prior routines 
& levels of 
functioning

Multiple ways in which people with dementia were disconnected 
from or connected with:

Exacerbated by dementia, 
delirium & physical ill health
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There were many ways in which people with dementia were disconnected from, or connected with, their prior lives and relationships and life on the wards. 

These elements of disconnection/connection are summarised here. On the following slides examples of disconnection, and how these came about, are provided. After this, the slides then consider ways in which connections could be made with people with dementia and the factors that facilitated these connections, including the crucial role that families could play in effecting these connections.



Examples of disconnection…



From pre-hospital life

Examples of disconnection…

Fieldnotes Site 2ː Ailsa cries a few times during our conversation 
when she talks about missing her son and daughter, wailing 
loudly at one point when she talks about how much she misses 
them. Later, when her daughter visits, she says ‘I miss you anyway, 
I’ll tell you that. But I’m forced to do. ‘I miss you and Mark [son]’ 
she cries, ‘Are you alright, you and Mark?’ sobbing ‘I’d like to come 
home.’

Staff 1: [Speaking about Mavis] “Everything’s out of her normal 
routine, so once she goes home it may be she’s going home quite 
different from how she was.”
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Hospitalisation caused disconnections from pre-hospital life, such as familiar others and familiar routines and levels of functioning. These disruptions were often keenly felt by relatives as well as the person with dementia. 

During visiting times, relatives could found it difficult to interact with their family member in the ways they normally would – for examples they could not even share a cup of tea with them.

Disruptions to familiar routines and levels of functioning could become permanent if routines and skills lost during hospitalisation could not be recaptured after discharge.



From in-hospital life

Examples of disconnection…

Fieldnotes Site 1ː Ailsa repeatedly looks around the dayroom from 
side to side with an alarmed expression on her face, as if she is 
unsure or frightened of her surroundings. She says tearfully ‘I’m 
not stupid but where am I? I just can’t see where I am.’ She asks 
repeatedly ‘Am I alright here?’

Staff 7: “There’s no engagement because there isn’t the time 
because there isn’t the staffing for it.”

Staff 12: “They always look lonely because they’re not talking to 
each other.”
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From ward life. People with dementia were often unsure of and so disconnected from, the environment they found themselves in, and they could experience little or no interaction with staff or fellow patients for long periods of time, especially if they were in side rooms.



From in-hospital life

Examples of disconnection…

Joan tells me that her daughter is going to a meeting 
this week to decide where she is going to go, as if she 
may be going into care. I ask if anyone has asked Joan 
where she wants to go and she says ‘no’. She isn’t 
invited to the meeting.
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People with dementia could also be unaware of, and so disconnected from, information held about themselves and their care on the wards, and decision making forums about their future care.




The effects of disconnection…



Fieldnotes Site 1ː James is in the dining room, a staff member is sat at 
the same table. She isn’t talking to him, she is looking down at her 
handover sheet and writing things on it. ‘No one likes me, especially 
not you’ says James. The staff member stares away around the room 
and doesn’t say anything. James says a few more things – each time 
the staff member says nothing and doesn’t acknowledge him 
speaking. She sits still, staring ahead, and gives a big yawn. James 
fiddles with something on his jumper, pulling at it with his hands and 
asking what it is. ‘It’s just the pattern on your jumper!’ she exclaims, 
sounding exasperated. James says several more things which the staff 
member ignores, then she gets up and leaves the room, leaving 
James sat alone. After she has gone James comments to himself that 
he is ‘useless’ ‘I’m sorry’ and ‘I want to be dead’. 

The effects of disconnection…

On emotional well-being…
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Disconnection could affect the emotional and physical well-being of people with dementia, for example affecting their sense of self, agitation, distress, fear, falls, and ability to self-care.



Carer 25: “It [making a connection] would have made a 
difference to me because then my mum wouldn’t have been as 
agitated as she was, she wouldn’t have been as upset, she 
wouldn’t have been as frightened.”

The effects of disconnection…

On emotional well-being…
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This relative went on to speak at length about how it was difficult for staff to provide care to people they had not made a connection with. She explained that she had advised staff how to engage with her mum but didn’t feel that this knowledge wasn’t used.



Staff 7: “When you don’t have the staff you can’t do that 
[engage with people with dementia] and therefore they 
become a falls, more of a falls risk, and also they get agitated 
because you’re constantly telling them to go and sit back down, 
and they don’t want to go and sit back down.”

The effects of disconnection…

On care & physical well-being…

Staff 33: “A patient may come into hospital that’s got dementia, 
that wont take tablets for you, will become quite agitated if you 
try to wash them or toilet them. And you don’t know anything 
about that person to try and put them at ease.”
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Falls risk when people with dementia can’t find help, see people, or interact with anyone to say there’s a problem.



But it’s not all negative…



Creating connections…
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The positive!

Just as people with dementia could experience disconnection on multiple levels, it was also possible for them to experience connections on multiple levels. Examples of how these connections could be achieved are provided in the following slides.



Creating connections…

Effecting 
connections

Staff with 
dementia 
expertise 

Utilising 
opportunities 

to connect

Personal 
knowledge 

(from families 
or the person)

Presence of 
families

Organisational 
features: 

Environment, 
Routines, Staffing, 

Senior staff,    
Policies
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Connections could be enabled through:
	The behaviours of staff (e.g. taking the time to connect and utilising opportunities to do so)
	Organisational features (e.g. modifications to the environment; staffing levels; interpretations of policies which encouraged connections;  	modelling and encouragement for connections from senior staff)
	The use of families personal knowledge
	The presence of families

Examples of these are provided in the following slides.



Staff using opportunities to connect…

Staff 9: “One patient, she’d got a bit of dementia… and she was 
sat in the dining room on her own eating, and so I thought ‘Oh!’ 
So I went and sat with her and had my break. I had something 
to eat with her and she were, we were both chatting away.”

Staff 29: “Usually when we wash people, cos you have at least 
10 minutes to, well 15 minutes, and you say ‘Oh, were you 
ever married then? How many children have you 
got?’…sometimes they can’t remember, but most of them they 
can… they will just talk and talk... I think if you didn’t ask they 
wouldn’t initiate, but I do ask.”
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Some staff used opportunities that were available during their busy working days to make connections with people with dementia.



Families helping staff to create connections…

Staff 32: “It’s like when you’re doing something quite intimate like 
helping them to have a wash or something, and it’s awful cos you 
become a bit detached because you don’t know them. But then once 
you see a photo or you speak to the family about what they used to do, 
then sometimes you can talk to them about that because they can talk 
about things from the past. So you can say to them “Oh I heard you 
used to work at the mills” and then you’ll find, then they’ll go, we’ll be 
talking about the mill then for half an hour, and then you feel like 
you’ve made a connection because when you’re doing that you can 
see the delight, emotion or whatever in them.” 
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Some staff used personal knowledge about the person with dementia, sought from families, to help them to make connections with people with dementia. Often these were in the form of ‘conversation starters’ – pieces of information about the person which helped staff to quickly make and develop a connection in the sometimes limited time available.



A Ward Sister tells me about a man with dementia who 
struggles to speak. She tells me how she knows what he 
means, using examples such as when he points to the door 
he is asking when his wife is coming, and when he points 
to his chest he means he wants a tissue. A nearby staff 
member says she wouldn’t have known that.

Families helping staff to create connections…
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Personal knowledge from families could also help staff to interpret the sometimes difficult to understand behaviours of people with dementia, which again helped to forge connections with the person.  



Families helping staff to create connections…

Staff 12: “…they’ll [family] say, you know, ‘My dad likes to get up at this 
time.’ ‘They like, they prefer this.’ And I think that’s really helpful... If they 
[staff] know what somebody’s routine is, what they normally do, then we 
shouldn’t have as many problems… It’s those little things that help their 
patient experience, and they settle down more if they’re in that routine.” 

Staff 10: “If you’ve liaised with the family… they might say ‘well actually 
when they do this at home it’s because they need the toilet’… it’s just 
simple things like that isn’t it?”

Presenter
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Knowledge from families could also help staff to create more personalise routines for people with dementia, when these were possible to create within the busy routinized work on the wards. And to improve the person’s care as a result of better understanding their needs and the ways in which they may express these.



Direct involvement from families helping to…

Carer 2: “There’s always a build up to these infections, it just doesn’t 
happen overnight. He’ll start getting more agitated or he’ll stop eating or 
he’ll start swearing a lot at my mum and so we know it’s building up… now 
that he can’t do much I can’t say ‘well he’s no longer doing this and he’s no 
longer doing that’ because he can do very little for himself anyway… You can 
tell though when something’s amiss.”

Staff 7: [speaking of a therapy session involving John’s son] “His son just chatted 
with him if that makes sense… According to the son he knew the football 
stadium... And his son was trying to encourage him to kind of sit up and look 
out of the window that way and keep his dad’s interest really in what we were 
doing… And with that encouragement John was a lot happier and he was 
smiling. He seemed a lot less distressed. He wasn’t clinging on to things or on 
to people. He was actually following instructions better from us.”
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As well as families providing valuable knowledge to staff, the direct involvement of families on the ward could also have benefits for people with dementia. For example, families’ presence could help to identify and meet care needs (some families of people with dementia were actively invited to help provide care if staff experienced difficulties in trying to provide it themselves). 



So, was family involvement the norm?
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There were numerous examples of families knowledge and presence helping to improve care for people with dementia. So, bearing this in mind, how routine was family involvement on the wards?



Family involvement was very variable and far 
from routine…

Fieldnotes Site 2: The ward sister tells me 
that they reduced visiting hours to reduce 
infection. 

Carer 1: “You don’t know what you’re 
supposed to do, or what their thing is, I 
mean you don’t want to be interfering 
with them.”

Staff 32: ”It’s their relative, and they’re 
vulnerable because they’ve got dementia, 
so locking them [relatives] out and saying 
you can’t come in until 2 o’clock, what 
does that say?” 

Fieldnotes: A staff member talks about a 
consultant on another ward who refuses 
to meet with families.

Carer 3: “I’m not allowed to be there when 
he eats his dinner!”

Staff 22: ”You have a two hour span 
where every relative wants to speak to 
you and it’s not always easy, so you have 
to prioritise.”
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Despite the potential benefits of working in partnership with families of people with dementia, their involvement on the wards was far from routine. Involvement of families of people with dementia varied between and within wards, the roles they could undertake were often unclear, and the involvement of families could conflict with hospital policies such as infection control and protected mealtimes. Variability in levels of involvement also appeared to be caused by varying care and care-giving situations, with priority given in busy workloads to engaging with families of ‘priority’ patients, such as those to whom providing care on the ward was difficult, people who were severely or terminally ill, or there were difficult decisions to make about treatment or future care.



hInvolvement in knowledge exchange and decision 
making could be especially problematic…

Carer 21: “We weren’t told about it [care planning meeting]. I think it was 
their noticeboard and I saw ‘JCM’ and I thought ‘What’s that?’ so I asked 
someone at the nurses station and they said ‘Oh it’s a meeting we’re having 
on Wednesday, you’re invited if you want to come.’ ”

Carer 2: [who provides daily care for his dad] “The homecare staff told mum 
he was coming home on the 23rd and I knew nothing about it… No one told 
me anything.”

Carer 20: “When my dad’s in hospital all the time and he’s taken out of his bed 
and into a chair, we don’t really see what he’s capable of… we don’t really 
know how much help he needs… they never explained as to what he can do.”
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The involvement of families in knowledge exchange and decision making could be especially problematic, with some families finding it very difficult to get information about how their family member was, which in turn affected their ability to help make informed decisions about their relative’s future care. Families could also feel excluded from information that was available to health professionals and were not always made aware of important decision-making meetings.



For example, in decision making…

Family wishes are often talked about in MDT discussions but the wishes of the 
person with dementia are often not known or not talked about:

Fieldnotes Site 1: MDT discussion around a lady with 
dementia: Someone says ‘daughter raised several 
concerns about managing at home’. ‘Daughter thinking 
about placement then?’ someone else asks… ‘Sounds like 
need to speak to her (daughter), see what she wants’. 
There is no mention of what the lady wants.

And family involvement was not uniformly 
beneficial…

Attention to involving people with dementia and to understanding 
their needs and wishes is also required
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It is also important to note that, whilst family involvement could have positive impacts, it was not uniformly beneficial for people with dementia. The involvement of families could lead to the views and wishes of people with dementia being overlooked, and family relationships and interactions were not always positive.



Difficulty in making decisions

Delayed discharges

Decisions which did not accord with the person’s needs or wishes

Potentially irreversible deterioration

Stress for the person & their family

Impacts on outcomes…
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When people with dementia, or their families, experienced disconnection this could have multiple impacts on outcomes from hospital for people with dementia.



Implications for practice…

Effecting 
connections

Staff with 
dementia 
expertise 

Utilising 
opportunities 

to connect

Personal 
knowledge 

(from families 
or the person)

Presence of 
families

Organisational 
features: 

Environment, 
Routines, Staffing, 

Senior staff,    
Policies
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However, as said before, the findings were positive as well as negative, and there were many examples where staff or families were able to effect connections with people with dementia, with the above factors instrumental in helping to effect connections. 



For improving hospital care…

Informing current family involvement initiatives

Developing guidance for involving families in care

Implications…

• Clearer guidance that takes the complexities of involving families into 
account and provides practical approaches

• Ways of ensuring people with dementia are not overlooked
• Overcoming potential barriers such as staffing, environment, 

conflicting policies, culture 
• Support & modelling from senior staff 
• Encouraging staff to utilise opportunities to connect with people 

with dementia and with their families
• Training & staff with dementia expertise
• Paperwork which makes it easy to collect & use families knowledge
• Clearer messages about families access, welcome and potential roles
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Suggestions for how the involvement of families could be encouraged, whilst ensuring that the needs and wishes of people with dementia are not overlooked as a result.



For future research…

Person 
with 

dementia

FamilyStaff

Implications…
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Lots more research to be done in this interesting and emerging area. 



Thank you for listening.

Please feel free to ask any questions! 

Or if you think of any questions later, or want to get in touch, 
please do:

r.kelley@leedsbeckett.ac.uk

mailto:r.Kelley@leedsbeckett.ac.uk
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