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Abstract: 

 

Background:  

A quarter of people in general hospitals have dementia. Limited existing studies suggest that hospital 

care experiences of people living with dementia, and the involvement of their families in care, may 

be suboptimal.  

Objectives: 

The objectives of this study were to explore how family involvement impacts upon experiences of 

hospital care for people living with dementia. 

Design: 

A qualitative ethnographic study. 

 

Methods: 

Ethnographic data were collected from two care of older people general hospital wards. Data were 

collected via observations, conversations and interviews with people living with dementia, families 

and staff. In total, 400 hours of observation and 46 interviews were conducted across two 7-9 month 

periods. 

 

Results: 

People living with dementia could experience a lack of connection on multiple levels - from pre-

hospital life as well as life on the wards - where they could spend long periods of time without 

interacting with anyone. There was great variation in the degree to which staff used opportunities to 

involve families in improving connections and care. When used, the knowledge and expertise of 

families played a crucial role in facilitating more meaningful interactions, demonstrating how 

person-centred connections and care are possible in busy hospital settings. Despite such benefits, 

the involvement of families and their knowledge was not routine. Care was required to ensure that 

family involvement did not override the needs and wishes of people living with dementia. 

Conclusions: 

This study demonstrates the benefits of involving families and their knowledge in care, advocating 

for family involvement, alongside the involvement of people living with dementia, to become a more 

routine component of hospital care. 

 

Keywords:  Acute care; General Hospitals; Nursing; Dementia; Family Caregivers; Qualitative 

Research; Ethnography  
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Contribution of the Paper: 

 

What is already known about the topic? 

 Experiences of general hospital care are often poor for people living with dementia 

 Working with families of people living with dementia may help to improve care 

 Research is needed to understand how families of people living with dementia are involved 

in care and the impacts of their involvement  

 

What this paper adds? 

 People living with dementia experienced disconnection from pre- and in-hospital life in 

many different ways 

 Families could play crucial roles in facilitating more person-centred connections and care but 

their involvement was not routine, varying between and within hospital wards 

 Family involvement was not uniformly positive for people living with dementia; careful 

attention is required to ensuring family involvement does not override the needs or wishes 

of the person  
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Anonymised manuscript: 1 

Background and Objectives  2 

Considerable numbers of people living with dementia are admitted to general hospitals. For 3 

example, in the UK, one in four hospital patients have dementia and up to one in two may have 4 

some form of cognitive impairment (AlzheiŵĞƌ͛Ɛ “ŽĐŝĞƚǇ͕ ϮϬϭϲ͕ 2009; Royal College of Psychiatrists, 5 

2005). Their care needs are multifaceted and diverse due to the combination of cognitive 6 

impairment and a wide range of co-morbid medical problems (Porock et al., 2015; Knopman et al., 7 

2003), some of which may exacerbate symptoms of dementia. These complex needs are often 8 

poorly met in general hospital settings (Dewing & Dijk, 2016). Outcomes of hospital care for people 9 

living with dementia are often poor, and include longer lengths of stay and higher rates of 10 

malnutrition, dehydration, delayed discharges, care home admissions and mortality than people 11 

without dementia (Dewing & Dijk, 2016). A growing body of research exploring hospital care from 12 

the perspective of people living with dementia suggests that experiences of care are also poor (e.g. 13 

Featherstone et al, 2019; Porock et al., 2015; Cowdell, 2010). Positive examples of care exist (Scerri 14 

et al., 2015; Cowdell, 2010; Tolson et al., 2009), but hospitals are often viewed as distressing and 15 

bewildering environments (Porock et al., 2015; Cowdell, 2010), where interactions are limited or 16 

dominated by routinized clinical care at the expense of interactions on a personal level 17 

(Featherstone et al., 2019; Moyle et al., 2011; Cowdell 2010). Staff and families also identify care 18 

concerns, including inadequate support with eating and drinking, communication problems, 19 

insufficient social interaction, and difficulties managing distressed behaviour (Boltz et al., 2015; 20 

AůǌŚĞŝŵĞƌ͛Ɛ “ŽĐŝĞƚǇ͕ ϮϬϬϵͿ͘ The possibility of a causal relationship between poor care quality and 21 

poor outcomes (Featherstone at el, 2019; Sampson et al, 2009) highlights the importance of 22 

improving care quality.  23 

One approach through which hospital care for people living with dementia might be improved is the 24 

involvement of families and friends in care planning and delivery. Outside hospital, people living with 25 

dementia are often supported by families and friends, who represent a potential source of 26 

knowledge and expertise in ƌĞůĂƚŝŽŶ ƚŽ ƚŚĞŝƌ ƌĞůĂƚŝǀĞ͛Ɛ ĐĂƌĞ͘ For example, they may hold in-depth 27 

knowledge of the person and their usual levels of functioning, or have a repertoire of skills and 28 

strategies to help care for them, such as familiar care routines or bespoke communication 29 

techniques (Bray et al., 2015; Nolan et al., 2002; Redfern et al., 2002). Such expertise, if conveyed to 30 

hospital staff or employed in hospitals by families and friends, could help to improve care. 31 

Whilst not all relatives and friends are able to provide such input, some carers welcome 32 

opportunities to help improve care (Cowdell, 2008). However, despite widespread support for family 33 

involvement from campaigns, reports and policy initiatives (e.g. Jones & Gerrard, 2014; National 34 

FĞĚĞƌĂƚŝŽŶ ŽĨ WŽŵĞŶ͛Ɛ IŶƐƚŝƚƵƚĞƐ͕ ϮϬϭϲ͖ ‘ŽǇĂů CŽůůĞŐĞ ŽĨ NƵƌƐŝŶŐ͕ ϮϬϭϭ), limited guidance or 35 

research is available on how families of people living with dementia can be involved in general 36 

hospital care (Bauer et al., 2011a; Boltz et al., 2015; Kelley, 2017; Porock et al., 2015). The few 37 

available studies paint a negative picture of family involvement practices, where ĨĂŵŝůŝĞƐ͛ expertise 38 

is often not recognised or sought by hospital staff (Cowdell, 2008; Nolan et al., 2002; Douglas-39 

Dunbar & Gardiner, 2007) and families are excluded from knowledge exchanges, care planning and 40 

decision making (Jurgens et al., 2012; Bloomer et al., 2014; Bauer et al., 2011a; Walker & Dewar, 41 

2001; Douglas-Dunbar & Gardiner, 2007; Care Quality Commission, 2014; Department of Health, 42 

2009). However, there are several limitations to these studies; the processes and impacts of family 43 
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engagement is poorly understood, people living with dementia are often excluded, and data 44 

collection is often restricted to interviews conducted after discharge, further limiting the 45 

involvement of people living with dementia and longitudinal exploration of ĨĂŵŝůŝĞƐ͛ ŝŶǀŽůǀĞŵĞŶƚ. As 46 

a result, there remains much to be understood about the processes, challenges and impacts of 47 

involving families in general hospital dementia care. 48 

To address these evidence gaps, this study explored the processes through which families are 49 

involved in general hospital dementia care, and the impacts of their involvement on care 50 

experiences. The methodological limitations of previous studies were avoided by collecting data 51 

from all three arms of the care-giving triad (people living with dementia, families and staff) over the 52 

course of an admission (to explore family involvement experiences longitudinally) and using multiple 53 

data collection methods to maximise the involvement of people living with dementia.  54 

 55 

Research Design and Methods  56 

Data collection 57 

Data were collected from people living with dementia, their families, and staff in two care of older 58 

people hospital wards in the north of England. Data were collected by the lead author over two 7-9 59 

month periods between 2011 and 2013. An ethnographic approach, involving participant 60 

observations, informal conversations, and in-depth interviews, was used to explore experiences of 61 

care and the involvement of families in those experiences. Ethnographic methods were well suited 62 

to the ĂĐŚŝĞǀŝŶŐ ƚŚĞ ƐƚƵĚǇ͛Ɛ aims, enabling exploration of actions and interactions between 63 

members of the care-giving triad and of how family involvement is enacted in practice. Extensive 64 

fieldwork enabled relationships to develop with participants and facilitated timing and tailoring of 65 

data collection to the communication abilities and preferences of participants, in particular those 66 

living with dementia.  67 

 68 

Observational Data Collection 69 

Data collection began with a period of general observations to explore routine patterns of care, and 70 

to allow the researcher to become familiar with the ward environments and staff. These were 71 

followed by in-depth case studies (involving participant observations, conversations and interviews) 72 

with 12 dyads of people living with dementia and their families (6 per site). A larger number of staff 73 

were observed and interviewed to gather a range of experiences in relation to each dyad, and to 74 

explore general views on care experiences and family involvement.     75 

400 hours of observation were conducted by RK; 190 hours over 67 (non-consecutive) days at site 1 76 

and 210 hours over 71 days at site 2. Observation sessions were typically 2-4 hours long, but ranged 77 

from 30 minutes to six hours depending on the activity being observed, encompassing different days 78 

and times of the week, including mornings (from 8am), evenings (until 9pm) and weekends. 79 

Observations took place in various wards locations (e.g. bed spaces, communal areas, meeting 80 

rooms) and involved conversations with participants as well as observations of events. From initial 81 

observations and review of the literature, a sensitising framework was developed to guide the 82 

observational data collection, guiding attention towards the ŶĂƚƵƌĞ ŽĨ ĨĂŵŝůŝĞƐ͛ ŝŶǀŽůǀĞŵĞŶƚ Ănd 83 

how it impacted upon experiences of care. Handwritten fieldnotes were made during observations, 84 
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or shortly afterwards, and typed into fuller versions later. Notes were also made from accounts of 85 

ĨĂŵŝůŝĞƐ͛ ŝŶƉƵƚ ŝŶ hospital records.  86 

 87 

In-depth Interviews and informal conversations 88 

Alongside the observations, in-depth interviews and informal conversations with case study 89 

participants were used to further explore experiences of care and of families being involved in care. 90 

Informal conversations occurred throughout the data collection period and were recorded in 91 

fieldnotes. These provided a valuable means of including the perspectives of people living with 92 

dementia who were unable to participate in a full interview. In addition to these informal 93 

conversations, 46 in-depth semi-structured interviews were conducted. These interviews were 94 

audio-recorded and took place with 23 staff, 11 family members (1 declined an interview), and 4 95 

people living with dementia. Follow up interviews were conducted with 8 of the 11 family members 96 

after discharge to explore experiences across the course of the admission. 97 

Separate interview topic guides were used for people living with dementia, families and staff, 98 

shaped by the research aims, existing literature and observed events. All audio-recorded interviews 99 

were transcribed verbatim. Interview length varied from shorter conversations with some people 100 

living with dementia (around 30 minutes) to in-depth discussions with relatives and staff (up to 1.5 101 

hours). Most interviews were conducted in private spaces on the wards, but some interviews 102 

occurred by bedsides due to poor mobility or a lack of alternative options. Post-discharge interviews 103 

with families ƵƐƵĂůůǇ ƚŽŽŬ ƉůĂĐĞ ŝŶ ƚŚĞ ĨĂŵŝůǇ Žƌ ƉĞƌƐŽŶ͛Ɛ ŽǁŶ ƌĞƐŝĚĞŶĐe. Interviews sometimes took 104 

place in stages to accommodate interviewee preference, concentration levels or time constraints. A 105 

ƌĞĨůĞǆŝǀĞ ĚŝĂƌǇ ǁĂƐ ƵƐĞĚ ƚŽ ĚŽĐƵŵĞŶƚ ĂŶĚ ĞǆƉůŽƌĞ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ͛Ɛ ŝŶĨůƵĞŶĐĞ ƚŚƌŽƵŐŚŽƵƚ ĚĂƚĂ 106 

collection and analysis. 107 

 108 

Sampling 109 

The research took place on two care of older people acute hospital wards in two cities in the north 110 

of England: an 18 bedded rehabilitation ward and a 24 bedded general hospital ward. These settings 111 

were purposefully selected to explore practices and policies across different organisations and care 112 

environments and patients with varied medical needs. Purposive sampling was used to include a 113 

diverse range of case study participants; for example, people with a range of physical complaints, 114 

degrees of dementia, and care-giver relationships, and staff with varying professional backgrounds, 115 

training and experience.  116 

People living with dementia (and their families) were eligible for inclusion in the case studies if the 117 

person had a confirmed or suspected dementia diagnosis, was expected to remain in hospital for at 118 

least 7 days, had at least one identifiable family member or friend, was not seriously or terminally ill, 119 

and communicated predominantly in English. Further details of case study participants are provided 120 

in Figure 1. All ward staff, apart from students and agency staff, were eligible for inclusion. Staff 121 

participants included doctors and nurses (with varying degrees of seniority), healthcare assistants 122 

and therapists (physiotherapists, occupational therapists and therapy assistants).    123 

Figure 1 about here 124 

Recruitment and consent 125 
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Permission for the orientation observations was sought verbally from senior ward staff, patients, 126 

families and staff, who were made aware of the observations through discussions and posters. 127 

Written consent was sought for the patient-carer case studies and staff interviews. Case study 128 

participants were identified by nursing staff from cues in hospital records suggesting dementia (e.g. 129 

͚ŵĞŵŽƌǇ ƉƌŽďůĞŵƐ͛ Žƌ ͚ĐŽŐŶŝƚŝǀĞ ŝŵƉĂŝƌŵĞŶƚ͛Ϳ ĂŶĚ ƚŚĞŝƌ ŬŶŽǁůĞĚŐĞ ŽĨ ĞĂĐŚ ƉĞƌƐŽŶ͛Ɛ cognitive state. 130 

Case study participants were asked by staff if they were happy to speak with the researcher before 131 

direct approaches were made. One family decided not to take part after the initial approach due to 132 

their relative becoming seriously ill. Staff interviewees were approached directly from the 133 

ƌĞƐĞĂƌĐŚĞƌ͛Ɛ ŬŶŽǁůĞĚŐĞ ŽĨ ǁŚŽ ǁĂƐ ŵŽƐƚ ŝŶǀŽůǀĞĚ ŝŶ each participaŶƚ͛Ɛ ĐĂƌĞ͘  134 

Care was taken to explain the study in an understandable way to enable people living with dementia 135 

to make their own decisions about taking part wherever possible. Capacity to consent was assessed 136 

during these conversations. Written informed consent was obtained from participants with capacity, 137 

and the advice of a personal consultee sought for people who lacked capacity in accordance with the 138 

Mental Capacity Act (2005). Obtaining consent was an ongoing process through which the 139 

willingness of people living with dementia to take part was repeatedly ascertained, either verbally or 140 

by monitoring for any signs of unwillingness to take part, such as reluctance to speak to the 141 

researcher or anxiety caused by her presence. Ethical approval for the study was provided by 142 

Bradford Research Ethics Committee (Ref: 10/H1302/4). 143 

 144 

Data Analysis 145 

Data collection and analysis were informed by a Constructivist Grounded Theory approach (Charmaz, 146 

2014). Grounded Theory was chosen as a complimentary and widely used analytic approach in 147 

ĞƚŚŶŽŐƌĂƉŚǇ ǁŚŝĐŚ ƐƵƉƉŽƌƚĞĚ ƚŚĞ ƐƚƵĚǇ͛Ɛ ĨŽĐƵƐ ŽŶ ĞǆƉůŽƌŝŶŐ patterns of social interaction (Annells, 148 

1996). A constant comparative approach was used to integrate data collection and analysis 149 

(Charmaz, 2012). Interview transcripts and fieldnotes for each case study were initially read through 150 

and coded line-by-line, with reflections and ideas noted in analytic memos. Key codes were 151 

identified and developed via further coding and data collection. Simultaneous data collection and 152 

analysis, and constant comparison (across different data sources, participants, settings and time 153 

points), was used to test and refine emerging analytic ideas and to inform subsequent data 154 

collection and sampling decisions. All authors were involved in the analysis, with RK repeatedly 155 

sharing and discussing transcripts and the emerging themes with the co-authors. The data were 156 

analysed using Atlas.ti (2015) 157 

 158 

Results  159 

The results begin by summarising experiences of hospital care for people living with dementia, to 160 

provide some context for exploring how family involvement impacted upon those experiences.  161 

 162 

Experiences of hospital care for people living with dementia ʹ from disconnection 163 

to connection 164 

Hospital care for people living with dementia could involve multiple disconnections ʹ from pre-165 

hospital care-giving relationships and routines as well as the unfamiliar people, routines and 166 
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environments encountered in hospital. However, connections were not simply present or absent but 167 

existed on a continuum. First, we summarise the features of disconnection before considering how 168 

increasingly meaningful connections were made, the crucial roles families could play in creating 169 

these, and the impact of these connections on care quality. 170 

 171 

Disconnections from pre-hospital life 172 

Disconnection from prior care-giving roles and relationships  173 

Care-giving relationships were often disrupted during hospital admissions. Prior to hospitalisation, 174 

many people living with dementia had close emotional and care-giving bonds with family members: 175 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ CĂƌĞƌ ϯ͗ ͞I͛ǀĞ ďĞĞŶ ůŽŽŬŝŶŐ ĂĨƚĞƌ Śŝŵ ĨŽƌ ƚŚĞ ƉĂƐƚ ϰ ǇĞĂƌƐ ŶŽǁ͙ ŵĂŬŝŶŐ ƐƵƌĞ 176 

ŚĞ͛Ɛ ŐŽƚ ƉůĞŶƚǇ ŽĨ ĞǀĞƌǇƚŚŝŶŐ͙ Iƚ͛Ɛ ǁŚĂƚ ŚĞ͛Ɛ ĐŽŵĨŽƌƚĂďůĞ ǁŝƚŚ ƌĞĂůůǇ͕ I͛ŵ ůŝŬĞ ŚŝƐ ďůŽŽĚǇ 177 

ĐĂƌĚŝŐĂŶ͊͟ 178 

Disruptions to these care-giving roles and relationships were often keenly felt by both parties. 179 

People living with dementia often made references to missing close family and friends, sometimes 180 

repeatedly searching or calling out for them: 181 

Fieldnotes, Site 2: Kitty repeatedly searches for her daughter Wilma, with whom she is very 182 

ĐůŽƐĞ͘ ͚WŚĞƌĞ͛Ɛ WŝůŵĂ͍͛ ƐŚĞ ĐĂůůƐ͕ ůŽŽŬŝŶŐ and walking around with outstretched arms, ͚DŽ 183 

you knŽǁ ǁŚĞƌĞ WŝůŵĂ͛Ɛ ŐŽŶĞ͍͛ 184 

Families spoke of the disconnect they experienced from their usual familial and care-giving roles, 185 

including difficulties determining ƚŚĞŝƌ ƌĞůĂƚŝǀĞ͛Ɛ ĐĂƌĞ and well-being in hospital and in maintaining 186 

care-giving or social relationships with their relative:  187 

IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ CĂƌĞƌ Ϯϯ͗ ͞I ƌĂŶŐ ƵƉ ĞǀĞƌǇ ŵŽƌŶŝŶŐ ƚŽ ĨŝŶĚ ŽƵƚ ŚŽǁ KŝƚƚǇ ŚĂĚ ďĞĞŶ͙ the 188 

ŶƵŵďĞƌ ŽĨ ƚŝŵĞƐ ǁŚĞŶ I ǁĂƐ ƚŽůĚ ͚OŚ ǇĞƐ ƐŚĞ͛Ɛ ƐĞƚƚůĞĚ͛ ĂŶĚ͙ ŽŶ ǀŝƐŝƚŝŶŐ͕ I ĨŝŶĚ ƚŚĂƚ ƐŚĞ͛Ɛ ďĞen 189 

ƵƉ ĂŶĚ ĂďŽƵƚ͕ ǁŚŝĐŚ ŝƐŶ͛ƚ ƐĞƚƚůĞĚ͘͟ 190 

IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ CĂƌĞƌ ϮϬ͗ ͞YŽƵ͛ƌĞ Ă ǀŝƐŝƚŽƌ ĂƌĞŶ͛ƚ ǇŽƵ ʹ ǇŽƵ ĐĂŶ͛ƚ ĞǀĞŶ Ɛŝƚ ĂŶĚ ŚĂǀĞ Ă ĐƵƉ ŽĨ 191 

ƚĞĂ ǁŝƚŚ ƚŚĞŵ͘ Iƚ͛Ɛ ũƵƐƚ Ă ĐƵƉ ŽĨ ƚĞĂ ĂŶĚ Ă ďŝƚ ŽĨ ŶŽƌŵĂůŝƚǇ ŝŶƚŽ ǇŽƵƌ ůŝĨĞ͘͟ 192 

Usual care-giving roles, and control over these, were taken away as care ͚ŽǁŶĞƌƐŚŝƉ͛ ƚƌĂŶƐĨĞƌƌĞĚ ƚŽ 193 

the hospital, leaving many families to transition to the much less active role of visitor. 194 

Organisational policies - such as protected mealtimes, restricted visiting hours and infection control - 195 

could further limit opportunities for families to undertake care-giving roles: 196 

Fieldnotes Site 2: (Daughter talking to her ĨĂƚŚĞƌͿ ͚NŽ ŽŶĞ ǁŝůů ĐŽŵĞ ƚŽŵŽƌƌŽǁ͘ Iƚ͛Ɛ ĐůĞĂŶŝŶŐ 197 

ĚĂǇ͕ ƐŽ ƚŚĞǇ ǁŽŶ͛ƚ ůĞƚ ƵƐ ŝŶ ƚŽŵŽƌƌŽǁ͛͘ 198 

 199 

Disconnection from prior routines and levels of functioning 200 

Alongside temporary absences of familiar people, the lack of recognisable routines meant that ward 201 

life could feel very unfamiliar to people living with dementia. Routinized care cultures left little room 202 

for maintaining connections to usual routines and levels of functioning: 203 
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IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ CĂƌĞƌ ϮϬ͗ ͞EǀĞŶ ŝĨ ƚŚĞǇ ũƵƐƚ ŐŽƚ ĚƌĞƐƐĞĚ ĞǀĞƌǇ ĚĂǇ ĂŶĚ ĚŝĚ ƐŽŵĞƚŚŝŶŐ ƚŚĂƚ 204 

ǁĞƌĞ Ă ŶŽƌŵĂů ƌŽƵƚŝŶĞ͙ ƌĂƚŚĞƌ ƚŚĂŶ ũƵƐƚ ƚŚĞƌĞ͛Ɛ ǇŽƵƌ ďĞĚ͕ ƚŚĞƌĞ͛Ɛ ǇŽƵƌ ĐŚĂŝƌ͙ ŶĞǀĞƌ ŐĞƚƚŝŶŐ 205 

out of the pyjamas or ĂŶǇƚŚŝŶŐ͘͟ 206 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ “ƚĂĨĨ ϭϮ͗ ͞TŚĞǇ ŐĞƚ ĞǀĞƌǇďŽĚǇ ƵƉ͕ ǁĂƐŚĞĚ ĂŶĚ ĚƌĞƐƐĞĚ͙ ďǇ ϭϬ Ž͛ĐůŽĐŬ ƐŽ 207 

ƚŚĞǇ ĐĂŶ Ăůů ŚĂǀĞ ƚŚĞŝƌ ďƌĞĂŬ͙ ĂĐƚƵĂůůǇ MƌƐ “ŵŝƚŚ might want to have a lie in͙ ŝƚ͛Ɛ ĂƌŽƵŶĚ 208 

ĐƵůƚƵƌĞ ĂŶĚ ŚŝƐƚŽƌŝĐĂůůǇ ǁŚĂƚ ƚŚĞǇ͛ǀĞ ĂůǁĂǇƐ ĚŽŶĞ͙ ŝƚ͛Ɛ ŶŽƚ ĂƌŽƵŶĚ ŝŶĚŝǀŝĚƵĂů ƉĂƚŝĞŶƚƐ͘͟ 209 

Prolonged disruptions to familiar routines and levels of functioning could have important 210 

consequences for people living with dementia; exacerbating confusion and causing the person to 211 

lose, through lack of practice, connections to valuable abilities:  212 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ “ƚĂĨĨ ϭ͗ ͞EǀĞƌǇƚŚŝŶŐ ŝƐ ŽƵƚ ŽĨ ŚĞƌ ;Mavis͛Ϳ ŶŽƌŵĂů ƌŽƵƚŝŶĞ ƐŽ ŽŶĐĞ ƐŚĞ ŐŽĞƐ 213 

ŚŽŵĞ ŝƚ ŵĂǇ ďĞ ƐŚĞ͛Ɛ ŐŽŝŶŐ ŚŽŵĞ ƋƵŝƚĞ ĚŝĨĨĞƌĞŶƚ ĨƌŽŵ ŚŽǁ ƐŚĞ ǁĂƐ͘͟ 214 

Irreversible functional decline could lead to increased care post discharge (including residential 215 

care), thus causing further disconnections from previous life.  216 

A lack of attention to information about preferences and routines could also limit connections to 217 

usual life: 218 

Interview Site 1, Carer 1: ͞I ŚĂĚ ĞǆƉůĂŝŶĞĚ ƚŽ ƚŚĞŵ ĂďŽƵƚ ŚĞƌ ŵĞĂůƐ͙ JƵƐƚ ŐŝǀĞ ŚĞƌ ďƌĞĂĚ͕ ŶŽ 219 

ďƵƚƚĞƌ͕ ĂŶĚ ũĂŵ͙ Ă ĐƵƉ ŽĨ ƚĞĂ͙ BƵƚ ŶŽďŽĚǇ ǁŽƵůĚ ůŝƐƚĞŶ͙ ĂŶĚ ƚŚĞŶ ƚŚĞǇ ĂƌĞ ŐĞƚƚŝŶŐ ƵƉƐĞƚ 220 

ďĞĐĂƵƐĞ ƐŚĞ͛Ɛ ŶŽƚ ĞĂƚŝŶŐ͘͟ 221 

This highlights again how failure to maintain feasible aspects of usual life could have important 222 

consequences - a reduction in food and drink intake in this instance ʹ indicating the potential value, 223 

if used, ŽĨ ĨĂŵŝůŝĞƐ͛ ŬŶŽǁůĞĚŐĞ for enhancing care provision.   224 

 225 

Disconnections from in-hospital life 226 

Disconnection from fellow patients, staff and the ward environment 227 

Disconnection from familiar people was compounded by the large amounts of time people living 228 

with dementia spent without anyone to interact with or alleviate their concerns. As visiting times 229 

were restricted, other patients or staff were often the main potential sources of interaction. Whilst 230 

some patients chatted to each other, interaction was often limited by confusion, ill health, deafness, 231 

poor sight, or distances between people (with beds, chairs, curtains or side rooms separating 232 

people). Opportunities for interaction with staff were also limited by closed-ward designs (for 233 

example, bed areas not visible ĨƌŽŵ ͚staff͛ ĂƌĞĂƐ) and the volume and prioritisation of clinical work; 234 

when staff were not providing care in the immediate vicinity, they were often working out of sight 235 

elsewhere. As a result, people living with dementia could spend long periods with limited interaction 236 

with others: 237 

FŝĞůĚŶŽƚĞƐ “ŝƚĞ Ϯপ MĂďĞů ŝƐ ŝŶ Ă ƐŝĚe room repeatedly banging objects against her bed frame. 238 

A ƐƚĂĨĨ ŵĞŵďĞƌ ƐĂǇƐ ƐŚĞ ǁĂŶƚƐ ƐŽŵĞŽŶĞ ƚŽ Ɛŝƚ ǁŝƚŚ ŚĞƌ ĂŶĚ ƐŚĞ ŚĂƐ ƚŽůĚ ŚĞƌ ƐŚĞ ŚĂƐ ͚ŶŽ ƚŝŵĞ 239 

ƚŽ ƚĂůŬ ƚŽ ǇŽƵ͛͘ 240 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ CĂƌĞƌ ϯ͗ ͞TŚĞǇ ƉƵƚ Śŝŵ ŝŶ ŚŝƐ ŽǁŶ ƌŽŽŵ͕ ƚŚĂƚ͛Ɛ ŝƚ͘ PĞŽƉůĞ ũƵƐƚ ƵƐĞĚ ƚŽ Đome in 241 

briefly and come out, ďƵƚ ŚĞ ǁŽƵůĚ ďĞ ůĞĨƚ ĨŽƌ ŚŽƵƌƐ͕ ũƵƐƚ ďǇ ŚŝƐ ƐĞůĨ͘͟ 242 
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As these quotes reveal, the levels of engagement required by people living with dementia could not 243 

always be accommodated during busy, task-focused ward routines. Despite high numbers of people 244 

living with dementia on both wards, staffing was often not perceived by staff or families as sufficient 245 

for the time required to meet their needs. In addition, physical ill health, delirium, and hearing 246 

impairments created further challenges to making connections, particularly if staff were unfamiliar 247 

with the person and their usual ways of communicating.  248 

In addition, ward environments were unfamiliar and often bewildering places for people living with 249 

dementia. Bed spaces were typically clinical and unengaging, largely devoid of recognisable features, 250 

with equipment and signs that could be difficult to make sense of, even causing distress at times: 251 

Fieldnotes Site 2: Ruby voices repeated concerns that her feet are in water, thinking the blue 252 

wires holding her notes onto her bed are taps of pouring water. They are shaped like taps 253 

and, if they were taps, would be pouring water directly onto her feet.  254 

A lack of interaction, and stimulating or orientating features (such as pictures, clocks, televisions, 255 

radios or sight of staff or the rest of the ward), could mean people living with dementia had limited 256 

means of making sense of their unfamiliar surroundings: 257 

Fieldnotes Site 1: Ailsa looks frightened and confused, staring around with an alarmed 258 

ĞǆƉƌĞƐƐŝŽŶ͕ ƐĂǇŝŶŐ ƚĞĂƌĨƵůůǇ ͚I͛ŵ ŶŽƚ ƐƚƵƉŝĚ͕ ďƵƚ ǁŚĞƌĞ Ăŵ I͍ I ũƵƐƚ ĐĂŶ͛ƚ ƐĞĞ ǁŚĞƌĞ I Ăŵ͍͛ 259 

 260 

The effects of disconnection on care quality 261 

Disconnection had numerous negative impacts, highlighting the value of creating connections and of 262 

ĞŶŐĂŐŝŶŐ ĨĂŵŝůŝĞƐ͛ ŚĞůƉ ƚŽ ĚŽ ƐŽ.  263 

A lack of connection with staff could obstruct care provision; people living with dementia could 264 

refuse care or struggle to articulate their needs, particularly when staff were out of sight or knew 265 

little about the person and how to interact with them: 266 

IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ “ƚĂĨĨ ϯϯ͗ ͞A ƉĂƚŝĞŶƚ ŵĂǇ ĐŽŵĞ ŝŶƚŽ ŚŽƐƉŝƚĂů ƚŚĂƚ͛Ɛ ŐŽƚ ĚĞŵĞŶƚŝĂ͕ ƚŚĂƚ ǁŽŶ͛ƚ 267 

take tablets for you, will become quite distressed if you try to wash them or toilet them. And 268 

ǇŽƵ ĚŽŶ͛ƚ ŬŶŽǁ ĂŶǇƚŚŝŶŐ ĂďŽƵƚ ƚŚĂƚ ƉĞƌƐŽŶ ƚŽ ƚƌǇ ĂŶĚ ƉƵƚ ƚŚĞŵ Ăƚ ĞĂƐĞ͘͟ 269 

A lack of connection could also affect the emotional well-being of people living with dementia, 270 

exacerbating symptoms such as agitation, distress and fear: 271 

IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ CĂƌĞƌ Ϯϱ͗ ͞Iƚ [making a connection] would have made a difference͙ because 272 

ƚŚĞŶ ŵǇ ŵĂŵ ǁŽƵůĚŶ͛ƚ ŚĂǀĞ ďĞĞŶ ĂƐ ƵƉƐĞƚ ĂƐ ƐŚĞ ǁĂƐ͙ ƐŚĞ ǁŽƵůĚŶ͛ƚ ŚĂǀĞ ďĞĞŶ ĂƐ 273 

frightened.͟ 274 

People who were distressed or anxious had a particularly high need for connection with others. Staff 275 

often tried hard to interact with them, displaying patience, kindness and continued responses to 276 

repeated distress. However, a lack of personal knowledge and time could mean these attempts 277 

ĨĂŝůĞĚ ƚŽ ĂůůĞǀŝĂƚĞ ƚŚĞ ƉĞƌƐŽŶ͛Ɛ ĚŝƐƚƌĞƐƐ. A lack of staff presence or time to interact was also linked to 278 

an increased risk of falls: 279 
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IŶƚĞƌǀŝĞǁ͕ “ŝƚĞ ϭ͕ “ƚĂĨĨ ϳ͗ ͞WŚĞŶ ǇŽƵ ĚŽŶ͛ƚ ŚĂǀĞ ƚŚĞ ƐƚĂĨĨ ǇŽƵ ĐĂŶ͛ƚ ĚŽ ƚŚĂƚ ĞŶŐĂŐĞ ǁŝƚŚ 280 

people living with dementia] and therefore they become a falls, more of a falls risk͙ they 281 

also get agitated cause you͛ƌĞ ĐŽŶƐƚĂŶƚůǇ ƚĞůůŝŶŐ ƚŚĞŵ ƚŽ ŐŽ ĂŶĚ Ɛŝƚ ďĂĐŬ ĚŽǁŶ͘͟ 282 

Fieldnotes, Site 2: Lynette starts mumbling, calling out and shuffling down her bed, her feet 283 

beginning to hang off the bed. She shuffles and mumbles for 5 minutes before shouting ͚TĂŬĞ 284 

me to the toilet!͛͘ “ŚĞ ĐŽŶƚŝŶƵĞƐ shuffling and calling out as people walk past outside. A 285 

housekeeper enters, sees what is happening, and tries unsuccessfully to find a nurse. She 286 

presses LǇŶĞƚƚĞ͛Ɛ ĐĂůů ďƵƚƚŽŶ before continuing her work. Lynette shuffles further off the bed, 287 

pulling her hands out of her knickers, covered in runny faeces, moaning ͚In a mess͘  ͛288 

 289 

Creating connections 290 

Despite the challenges of connecting with people living with dementia in acute settings, there were 291 

many circumstances under which connections were made. These connections ranged from brief or 292 

task focused to personalised and meaningful, with personal knowledge from families, or their direct 293 

involvement, often enabling the latter. 294 

Using opportunities to connect   295 

Although care was occasionally delivered almost silently, or alongside conversations with colleagues, 296 

many staff used the opportunities care tasks presented to interact with people living with dementia. 297 

Whilst care was often delivered with warmth and kindness, interactions could relate mainly or 298 

entirely to the task: 299 

Fieldnotes Site 2: A staff member finds Leila, who has poor mobility, alone on a commode 300 

behind curtains ʹ ͚WŚĂƚ ǇŽƵ ĚŽŝŶŐ LĞŝůĂ͊ CŽƵůĚ ŚĂǀĞ ĨĂůůĞŶ͊ DŽŶ͛ƚ ƚŚŝŶŬ ǇŽƵ ƐŚŽƵůĚ ďĞ ůĞĨƚ ŽŶ 301 

ǇŽƵƌ ŽǁŶ ŽŶ ƚŽŝůĞƚ͛͘ “ŚĞ ŚĞůƉƐ LĞŝůĂ ŽŶƚŽ the bed - ͚LĞŝůĂ ƉƵƐŚ ƵƉ ƚŚĞ ďĞĚ ĚĂƌůŝŶŐ͛ - before 302 

ƚŝĚǇŝŶŐ ĂƌŽƵŶĚ ƚŚĞ ďĞĚ͘ “ŚĞ ĚŽĞƐŶ͛ƚ ƐĂǇ ĂŶǇƚŚŝŶŐ ĞůƐĞ ƚŽ LĞŝůĂ͕ ƉƵůůŝŶŐ ďĂĐŬ ƚŚĞ ĐƵƌƚĂŝŶƐ ƐŽŽŶ 303 

afterwards and leaving in silence. 304 

Some staff expanded conversations during tasks to include other topics, or took the opportunity to 305 

engage with people living with dementia as they passed: 306 

FŝĞůĚŶŽƚĞƐ “ŝƚĞ ϭ͗ A ƐƚĂĨĨ ŵĞŵďĞƌ ƉĂƐƐĞƐ JŽŚŶ ŚĞ ŝƐ ƐĂƚ ŝŶ ƚŚĞ ĐŽƌƌŝĚŽƌ ĂŶĚ ƐĂǇƐ ͚HŝǇĂ JŽŚŶ͕͛ 307 

ƐƚƌŽŬŝŶŐ ŚŝƐ ŚĂŶĚ ŐĞŶƚůǇ͘ ͚YĞĂŚ͕ ǇŽƵ ĂůƌŝŐŚƚ͛ ƌĞƉůŝĞƐ JŽŚŶ͘  308 

Interview Site 2, “ƚĂĨĨ Ϯϵ͗ ͞WĞ ĂƌĞ ƐŽ ďƵƐǇ ƐŽŵĞƚŝŵĞƐ͕ ďƵƚ ŝƚ͛Ɛ ƵƐƵĂůůǇ ǁŚĞŶ ǇŽƵ ǁĂƐŚ ƉĞŽƉůĞ͕ 309 

ĐŽƐ ǇŽƵ ŚĂǀĞ Ăƚ ůĞĂƐƚ ϭϬ ŵŝŶƵƚĞƐ͙ ǇŽƵ ƐĂǇ ͞OŚ ǁĞƌĞ ǇŽƵ ĞǀĞƌ ŵĂƌƌŝĞĚ ƚŚĞŶ͍ HŽǁ ŵĂŶǇ 310 

ĐŚŝůĚƌĞŶ ŚĂǀĞ ǇŽƵ ŐŽƚ͍ ͙“ŽŵĞƚŝŵĞƐ ƚŚĞǇ ĐĂŶ͛ƚ ƌĞŵĞŵďĞƌ͕ ďƵƚ ŵŽƐƚ ŽĨ ƚŚĞŵ ƚŚĞǇ ĐĂŶ͘͘͘ TŚĞǇ 311 

will jusƚ ƚĂůŬ ĂŶĚ ƚĂůŬ͊ ͙IĨ ǇŽƵ ĚŝĚŶ͛ƚ ĂƐŬ ƚŚĞŵ ƚŚĞǇ ǁŽƵůĚŶ͛ƚ ŝŶŝƚŝĂƚĞ͘ BƵƚ I ĚŽ ĂƐŬ͘͟ 312 

These quotes demonstrate that it is possible to find opportunities to make meaningful connections 313 

on busy acute wards, and the value of seeking and using personal knowledge to create meaningful 314 

connections. 315 

 316 

The roles of families in creating connections  317 
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The personal knowledge of families, and their expertise and involvement in care, could play 318 

numerous crucial roles in facilitating the connections required to provide more person-centred care.  319 

 320 

Using personal knowledge to create meaningful connections 321 

Personal knowledge, often available from families if the person could not communicate it 322 

themselves, provided a valuable means of facilitating and expediting connections. Even simple 323 

conversation triggers, such as the names of familiar people or places, could be used to stimulate 324 

prolonged interactions: 325 

IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ “ƚĂĨĨ ϯϮ͗ ͞YŽƵ ďĞĐŽŵĞ Ă ďŝƚ ĚĞƚĂĐŚĞĚ ďĞĐĂƵƐĞ ǇŽƵ ĚŽŶ͛ƚ ŬŶŽǁ ƚŚĞŵ͘ BƵƚ 326 

once you see a photo, or you speak to the ĨĂŵŝůǇ ĂďŽƵƚ ǁŚĂƚ ƚŚĞǇ ƵƐĞĚ ƚŽ ĚŽ͙ ǇŽƵ ĐĂŶ ƐĂǇ ƚŽ 327 

ƚŚĞŵ ͚OŚ I ŚĞĂƌĚ ǇŽƵ ƵƐĞĚ ƚŽ ǁŽƌŬ Ăƚ ƚŚĞ ŵŝůůƐ͙͛ǁĞ͛ůů ďĞ ƚĂůŬŝŶŐ ĂďŽƵƚ ƚŚĞ ŵŝůů ƚŚĞŶ ĨŽƌ ŚĂůĨ 328 

ĂŶ ŚŽƵƌ͕ ĂŶĚ ͙ǇŽƵ͛ǀĞ ŵĂĚĞ Ă ĐŽŶŶĞĐƚŝŽŶ͘͟ 329 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ “ƚĂĨĨ ϳ͗ ͞IĨ ǇŽƵ͛ƌĞ ĂƐŬŝŶŐ Ă ƌĞĂůůǇ ďƌŽĂĚ ƋƵĞƐƚŝŽŶ͙ they might not be able to 330 

answer you͙ IĨ ǇŽƵ͛ǀĞ ŐŽƚ ƉƌŽŵƉƚƐ ĂďŽƵƚ ƚŚĂƚ ƉĞƌƐŽŶ͕ ŝƚ ŵĂŬĞƐ ŝƚ Ă ůŽƚ ĞĂƐŝĞƌ ƚŽ ŐĂƵŐĞ ǇŽƵƌ 331 

ƋƵĞƐƚŝŽŶŝŶŐ ƚŽ ďĞ ƐƉĞĐŝĨŝĐ ƚŽ ƚŚĞŵ͙ ǇŽƵ͛ǀĞ ĂůƌĞĂĚǇ ŐŝǀĞŶ ƚŚĞŵ Ă ůŝƚƚůĞ ĐůƵĞ ĂŶĚ ƚŚĞŶ ƚŚĞǇ ĐĂŶ 332 

ďƵŝůĚ ĂƌŽƵŶĚ ŝƚ͙ ĂŶĚ ƚŚĞƌĞĨŽƌĞ ƚŚĞǇ͛ůů ĞŶŐĂŐĞ ǁŝƚŚ ŝƚ ŵŽƌĞ͘͟  333 

Personal knowledge, in the form of conversation prompts or communication techniques, enabled 334 

people living with dementia to participate in conversations, assessments and care activities in ways 335 

they would otherwise have been unable to.  336 

 337 

Creating and maintaining connections with the person 338 

As well as providing personal knowledge, families could find it easier to connect meaningfully with 339 

their relatives than staff: 340 

Fieldnotes Site 2: Emmett recites riddles made up in his daughters͛ childhood. His daughter 341 

and wife join in, prompting when he gets stuck, laughing with him after each one. He often 342 

mumbles, his words unclear, but they still recognise his rhymes, reciting thĞŵ ǁŚĞŶ ŚĞ ĐĂŶ͛ƚ 343 

find the words. 344 

Although families, as with staff, could face challenges connecting with people living with dementia, 345 

their in-depth knowledge of the person often helped to overcome these. 346 

Maintaining family connections during hospitalisation was a key concern for people living with 347 

dementia, many of whom attached great value to these relationships and the opportunities visiting 348 

times offered to maintain them: 349 

Fieldnotes Site 1: Ray says visitors bring ͚Ă ƐŵŝůĞ ƚŽ ŵǇ ĨĂĐĞ͛, describing how his lady friend͛Ɛ 350 

visit ͚mĂĚĞ ŵǇ ĚĂǇ͛͘ HĞ ƐĂǇƐ ŚŝƐ ŐƌĂŶĚĚĂƵŐŚƚĞƌ is visiting tonight, adding he hopes she brings 351 

his great grandson, a broad smile spilling across his face. 352 

Creating and maintaining connections with hospitalised relatives was also a key aim for many 353 

families:  354 
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FŝĞůĚŶŽƚĞƐ “ŝƚĞ ϭ͗ ‘ĂǇ͛Ɛ ĚĂƵŐŚƚĞƌ describes the visiting rota she has arranged, which mirrors 355 

the visits her dad gets at home. She describes the lengths she has taken to ensure visitors at 356 

each visiting time.  357 

A focus of family visits was often ŽŶ ŵĂŝŶƚĂŝŶŝŶŐ ƚŚĞ ƉĞƌƐŽŶ͛Ɛ ĐŽŶŶĞĐƚŝŽŶƐ ǁŝƚŚ ĨĂŵŝůŝĂƌ ůŝĨĞ͕ ǁŝƚŚ 358 

news and photographs brought in to maintain connections to the outside world. These examples, 359 

alongside further ones below, illustrate how disconnection was not constant or inevitable. 360 

 361 

Creating connections with ward environments 362 

Families who brought personal items to the wards (e.g. favourite photographs, activities, blankets 363 

and clothes), also provided their relative with a sense of familiarity and identity, and thus a 364 

connection to their sense of self, in an otherwise highly impersonal environment. These items also 365 

stimulated personalised interactions with staff: 366 

Fieldnotes Site 2: A staff member speaks kindly to Betty, introducing himself. He picks up a 367 

picture of her granddaughter, asking her name. Betty falters, forgetting her granddaughters 368 

name, recalling other family members instead. 369 

Conversation starters involving personal items also had the ability to be used by successive staff 370 

without prior knowledge of the person, avoiding some of the difficulties of sharing personal 371 

information amongst large staff groups. Items related to hobbies and interests could also provide 372 

stimulation and maintain connections to these activities. Examples included regular games of 373 

dominoes instigated by one gĞŶƚůĞŵĂŶ͛Ɛ wife, and continuation of a photography hobby via a 374 

granddaughter bringing in ŚĞƌ ŐƌĂŶĚĚĂĚ͛Ɛ ĨĂǀŽƵƌŝƚĞ ĐĂŵĞƌĂ, which also created talking points with 375 

staff. 376 

 377 

Creating and maintaining connections with care routines 378 

Information from families could help maintain connections to the usual routines of people living with 379 

dementia, by informing personalisation of care routines. Information from families could also help to 380 

identify and meet care needs, and to recognise deviations from routine behaviours which could 381 

indicate important changes in health or well-being: 382 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ “ƚĂĨĨ ϭϮ͗ ͞Iƚ͛Ɛ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ƚŚĞ ƌŽƵƚŝŶĞ͙ ŝƚ͛Ɛ ŐŝǀŝŶŐ ƚŚĞŵ ƐƚĂĨĨ ƚŚĂƚ 383 

ƵŶĚĞƌƐƚĂŶĚŝŶŐ ƚŚĂƚ ƐŚĞ ĚŽĞƐŶ͛ƚ ŐŽ ƚŽ ďĞĚ ƵŶƚŝů ŶŝŶĞ͕ ƚĞŶ Ž͛ĐůŽĐŬ͕ ŝƚ͛Ɛ ƚŚŽƐĞ ůŝƚƚůĞ ƚŚŝŶŐƐ ƚŚĂƚ 384 

hĞůƉ ƚŚĞŝƌ ƉĂƚŝĞŶƚ ĞǆƉĞƌŝĞŶĐĞ͕ ĂŶĚ ƚŚĞǇ ƐĞƚƚůĞ ĚŽǁŶ ŵŽƌĞ ŝĨ ƚŚĞǇ͛ƌĞ ŝŶ ƚŚĂƚ ƌŽƵƚŝŶĞ͙ ŝĨ ƚŚĞǇ 385 

[staff] ŬŶŽǁ ǁŚĂƚ ƐŽŵĞŽŶĞ͛Ɛ ƌŽƵƚŝŶĞ ŝƐ͕ ǁŚĂƚ ƚŚĞǇ ŶŽƌŵĂůůǇ ĚŽ͕ ƚŚĞŶ ǁĞ ƐŚŽƵůĚŶ͛ƚ ŚĂǀĞ ĂƐ 386 

ŵĂŶǇ ƉƌŽďůĞŵƐ͘͟ 387 

Personalised routines, although beneficial, were sometimes difficult to implement within the 388 

constraints of busy, clinically-focused ward routines. Families could counter these difficulties by 389 

undertaking some of this personalisation themselves: 390 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ CĂƌĞƌ ϭ͗ ͞I ƵƐĞĚ ƚŽ ƉƵƚ ŵĞ ŵƵŵ ŚĞƌ ŶŝŐŚƚǇ ŽŶ ŝŶ ŚŽƐƉŝƚĂů ĂŶĚ ƐĞĞ ƚŽ ŚĞƌ 391 

ĂŶĚ ĚŽ ŚĞƌ ƚĞĞƚŚ ĂŶĚ ƚƵĐŬ ŚĞƌ ŝŶ ďĞĨŽƌĞ I ĐĂŵĞ ŚŽŵĞ͙ I ƚŚŝŶŬ ƐŚĞ ĨĞůƚ ďĞƚƚĞƌ me doing that͙ 392 

It was more like being at home, when she stays with me. She goes up to bed and I tuck her in 393 

ĂŶĚ ƐĞĞ ƚŽ ŚĞƌ͘͟ 394 
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The familiarity created by these activities, and the familiar people who undertook them, appeared to 395 

bring a sense of comfort, lessen the unfamiliarity of ward environments and routines, and helped 396 

maintain connections to prior routines, abilities and care-giving relationships.  397 

 398 

Better connections creating better care  399 

TŚĞ ŝŵƉĂĐƚƐ ŽĨ ĨĂŵŝůŝĞƐ͛ ŝŶǀŽůǀĞŵĞŶƚ went beyond enhancing connections to improving the care 400 

provided. For example, when families imparted knowledge about how to communicate with their 401 

relative, it could make the difference between whether or not staff could identify and meet even 402 

basic care needs: 403 

Interview Site 1, Staff ϭϭ͗ ͞LŝŬĞ ƚŚĂƚ ŐĞŶƚůĞŵĂŶ͙ ŚĞ͛Ě ƐĂǇ ŶŽ ĂŶĚ ŚĞ ŵĞĂŶƚ ǇĞƐ͘ AŶĚ ŝƚ ǁĂƐŶ͛ƚ 404 

until his son told us͙ ŚĞ͛Ě ďĞĞŶ ĂƐŬĞĚ ŝĨ ŚĞ ǁĂŶƚĞĚ ĞǆƚƌĂ ŵĞĂůƐ ĂŶĚ ŚĞ ǁĂƐ ƐĂǇŝŶŐ ŶŽ͕ ĂŶĚ ŚĞ 405 

ǁĂƐ ŚƵŶŐƌǇ͘͟ 406 

These examples show how families could hold crucial information for interpreting the needs of 407 

people living with dementia. FĂŵŝůŝĞƐ͛ Ŭnowledge could also help staff engage people living with 408 

dementia in activities such as assessments and therapy tasks: 409 

IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ “ƚĂĨĨ ϮϬ͗ ͞[speaking to relatives] gives you a better picture. They sometimes 410 

ŐŝǀĞ ǇŽƵ ƚŝƉƐ ŽŶ ŚŽǁ͕ ǁŚĂƚ ŵŽƚŝǀĂƚĞƐ ƚŚĞŵ͕ ĂŶĚ ƐŽ ƚŚĞ ŶĞǆƚ ĚĂǇ͙ ǇŽƵ ĐĂŶ ďĞ Ă ůŽƚ ŵŽƌĞ 411 

productive͙ ŚĂǀŝŶŐ ŚĞůĚ ƚŚĞ ĐŽŶǀĞƌƐĂƚŝŽŶ͘͟  412 

Families could also recognise signs that their relative was more unwell or in need, even when the 413 

person had significant communication difficulties: 414 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ CĂƌĞƌ Ϯ͗ ͞TŚĞƌĞ͛Ɛ ĂůǁĂǇƐ Ă ďƵŝůĚ ƵƉ ƚŽ ƚŚĞƐĞ ŝŶĨĞĐƚŝŽŶƐ͕ ŝƚ ũƵƐƚ ĚŽĞƐŶ͛ƚ ŚĂƉƉĞŶ 415 

ŽǀĞƌŶŝŐŚƚ͘ HĞ͛ůů ƐƚĂƌƚ ŐĞƚƚŝŶŐ ŵŽƌĞ ĂŐŝƚĂƚĞĚ͕ Žƌ ŚĞ͛ůů ƐƚŽƉ ĞĂƚŝŶŐ͕ Žƌ ŚĞ͛ůů ƐƚĂƌƚ ƐǁĞĂƌŝŶŐ Ă ůŽƚ 416 

at my mum, aŶĚ ƐŽ ǁĞ͛ůů ŬŶŽǁ ŝƚ͛Ɛ ďƵŝůĚŝŶŐ ƵƉ͘͟  417 

Whilst these indicators of change could be obvious to families, they were not necessarily recognised 418 

or revealed during limited staff interactions. When directly involved in care, families could also 419 

explain to, and encourage, people living with dementia in ways that staff could not: 420 

Fieldnotes Site 2: I ask a member of staff if Jessie has eaten anything today and she says she 421 

ŚĂƐŶ͛ƚ͘ “ŚĞ ƐĂǇƐ ƐŚĞ ŝƐ ďĞƚƚĞƌ ĨŽƌ ŚĞƌ ĚĂƵŐŚƚĞƌ͘ 422 

In some cases, families were providing particularly high levels of care to their hospitalised relatives:  423 

IŶƚĞƌǀŝĞǁ “ŝƚĞ Ϯ͕ CĂƌĞƌ Ϯϱ͗ ͞TŚĞǇ ƵƐĞĚ ƚŽ ƌŝŶŐ ŵĞ ƵƉ͙ ͚“ŚĞ ǁŽŶ͛ƚ ƚĂŬĞ ŝƚ͙͛ “Ž I ƵƐĞd to go 424 

ĚŽǁŶ ĂŶĚ I ƵƐĞĚ ƚŽ ŐŝǀĞ ŚĞƌ ƚŚĞ ŵĞĚŝĐĂƚŝŽŶ ϯ Žƌ ϰ ƚŝŵĞƐ Ă ĚĂǇ͙ WŚĞŶ ƚŚĞǇ ǁĂŶƚĞĚ ƚŽ ǁĂƐŚ 425 

and change her͕ ƚŚĞǇ ĐŽƵůĚŶ͛ƚ ĚŽ ŝƚ͘ “Ž ĂŐĂŝŶ ƚŚĞǇ ƵƐĞĚ ƚŽ ŚĂǀĞ ƚŽ ĂƐŬ ŵĞ͘͟ 426 

 427 

Variability in the involvement of families  428 

Although family involvement could have numerous benefits, it was very variable and far from 429 

routine. Involvement of families was sometimes in ƌĞƐƉŽŶƐĞ ƚŽ ͚ƐƉĞĐŝĂů͛ circumstances, such as when 430 

the person was refusing care (as above), distressed or terminally ill, or when families had especially 431 

close care-giving relationships or wanted to ensure care was given: 432 
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IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ “ƚĂĨĨ Ϯ͗ ͞IĨ ƐŽŵĞone is struggling to eat, I know the nursing staff will get 433 

ĨĂŵŝůǇ ŵĞŵďĞƌƐ ƚŽ ĐŽŵĞ ŝŶ͕ ŝĨ ƚŚĞ ĨĂŵŝůǇ ĂƌĞ ŚĂƉƉǇ ƚŽ ĚŽ ƚŚĂƚ͙ ĂŶĚ ŝĨ ƐŽŵĞŽŶĞ ŝƐ ŐĞƚƚŝŶŐ 434 

ƋƵŝƚĞ ĚŝƐƚƌĞƐƐĞĚ͙ ƚŚĞǇ ǁŝůů ĂůůŽǁ ƚŚĞŵ ƚŽ ĐŽŵĞ ŽŶ ŝĨ ŝƚ ŬĞĞƉƐ the patient settled͙ I ĚŽŶ͛ƚ 435 

really think theǇ ĞŶĐŽƵƌĂŐĞ ƚŽŽ ŵƵĐŚ ĞůƐĞ͘͟ 436 

Other reasons to engage with families included bad news or a complex case, meaning that families 437 

of people with less overt or complex needs were often less involved in care. Disparities in family 438 

involvement were also explained by inconsistent information and responses given to families 439 

regarding their involvement. Responses ranged, between and within the two wards, from invitations 440 

to contribute to discouragement and restrictions on ĨĂŵŝůŝĞƐ͛ input. Wards in the same department 441 

could have differing approaches to visiting hours, creating confusion when people moved between 442 

wards. Some wards strictly enforced visiting hours whilst others did not, with senior and 443 

administrative ward staff particularly influential in shaping approaches to visiting times. Strict 444 

interpretations of protected mealtimes, visiting and infection control policies, by individual staff or 445 

at a ward level, ĐŽƵůĚ ůŝŵŝƚ ŽƉƉŽƌƚƵŶŝƚŝĞƐ ĨŽƌ ĨĂŵŝůŝĞƐ ƚŽ ďĞĐŽŵĞ ŝŶǀŽůǀĞĚ ŝŶ ƚŚĞŝƌ ƌĞůĂƚŝǀĞ͛Ɛ ŚŽƐƉŝƚĂů 446 

stay: 447 

Fieldnotes Site 1: A visitor says ƐŚĞ ŚĂƐ ĐŽŵĞ ƚŽ ͚Ɛŝƚ ŝŶ ŚĞƌ ƌĞůĂƚŝǀĞƐ ƌŽŽŵ ǁŚŝůƐƚ ƐŚĞ ĞĂƚƐ 448 

ůƵŶĐŚ͛͘ A senior staff member ƌĞƉůŝĞƐ ͚WĞ ŚĂǀĞ Ă ƉƌŽƚĞĐƚĞĚ ŵĞĂůƚŝŵĞƐ ƉŽůŝĐǇ͛ ĂŶĚ ƚŚĂƚ ŝƚ ǁŝůů 449 

ďĞ ͚AůƌŝŐŚƚ ĨŽƌ ƚŽĚĂǇ͛ ďƵƚ ƚŚĂƚ ŝƚ ŝƐŶ͛ƚ ƐŽŵĞƚŚŝŶŐ ƐŚĞ ĐĂŶ ĚŽ normally. 450 

Notably, these policies were interpreted in ways which limited family involvement more often in the 451 

site with less encouragement for family involvement from senior staff. At the other site, the more 452 

regularly present senior staff repeatedly conveyed support for ĨĂŵŝůŝĞƐ͛ input, creating a greater 453 

expectation that family engagement would take place:  454 

Fieldnotes Site 2: A staff member says she feels confident speaking to families because she is 455 

supported by the consultants and their communication is good, so they know what is going 456 

on and can pass that on to families.  457 

However, varying ƌĞƐƉŽŶƐĞƐ ƚŽ ĨĂŵŝůŝĞƐ͛ ŝŶǀŽůǀĞŵĞŶƚ ǁĞƌĞ ĂůƐŽ ƐĞĞŶ ǁŝƚŚŝŶ ƚŚĞ ƐĂŵĞ ǁĂƌĚ͕ ǁŝƚŚ 458 

individual staff holding quite different views on the extent to which families, including the same 459 

family members, should be involved on the wards: 460 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ “ƚĂĨĨ ϭϮ͗ ͞WĞ ĚŝĚ ŚĂǀĞ ŽŶĞ ƉĂƚŝĞŶƚ [a gentleman with dementia who was 461 

often distressed] where his wife used to spend a lot of time here, and she used to play games 462 

and dominoes and things. And actually some of the staff were quite resistant to that and 463 

ƚŚŽƵŐŚƚ ƐŚĞ ǁĂƐ ƐƉĞŶĚŝŶŐ ƚŽŽ ŵƵĐŚ ƚŝŵĞ͙ ďƵƚ ĂĐƚƵĂůůǇ ƐŚĞ ǁĂƐ ŬĞĞƉŝŶŐ Śŝŵ ŽĐĐƵƉŝĞĚ͘͟ 464 

Variability in responses to families between and within wards points to a lack of any standard 465 

approach to supporting the involvement of families in care. Even when a ward or staff member did 466 

take a more flexible approach, many families kept to the advertised visiting hours, which were 467 

clearly displayed at ward entrances or conveyed by staff. The lack of an agreed approach meant that 468 

conversations with families about their involvement were often absent or reactive; in response to 469 

complex patient needs rather than proactive discussions. This inconsistent approach created a lack 470 

of clarity around what activities or roles families could undertake: 471 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ IŶƚĞƌǀŝĞǁĞƌ͗ ͞YŽƵ ƐĂŝĚ ǇŽƵ ĚŝĚŶ͛ƚ ŬŶŽǁ ǁŚĂƚ ǁĂƐ ĞǆƉĞĐƚĞĚ ŽĨ ǇŽƵ͙͍͟ CĂƌĞƌ 472 

ϭ͗ ͞HŽǁ ĨĂƌ I ĐŽƵůĚ ŐŽ ǁŝƚŚ ŵǇ ŵƵŵ͕ ǁŚĂƚ ǁĂƐ ĞǆƉĞĐƚĞĚ ŽĨ ŵĞ͕ Žƌ ǁŚĂƚ I ǁĂƐŶ͛ƚ ĞǆƉĞĐƚĞĚ ƚŽ 473 
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do, or touch, or get involved in. Or leave to them͙ YŽƵ ĚŽŶ͛ƚ ŬŶŽǁ ǁŚĂƚ ǇŽƵ͛ƌĞ ƐƵƉƉŽƐĞĚ ƚŽ 474 

do, or what their thing is͘͟  475 

 476 

Concerns around the involvement of families  477 

A final but important finding was recognition that family involvement was not uniformly positive and 478 

not all families had the knowledge, skills, or physical ability to help their relatives to a professionally 479 

acceptable standard. Concerns about the negative impacts of involving families included disruptions 480 

and additional work for staff and falls, infection control and litigation risks: 481 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ CĂƌĞƌ ϯ͗ ͞I ǁĞŶƚ ƚŽ ƉŝĐŬ Śŝŵ ƵƉ͙ ŚĂƵů Śŝŵ ŽƵƚ ŽĨ ŚŝƐ ǁŚĞĞůĐŚĂŝƌ͙ ĂŶĚ Ă 482 

ǁŽŵĂŶ ĐĂŵĞ ƵƉ ƚŽ ŵĞ͙ ͚OŚ ŶŽ͕ ŶŽ͕ ǇŽƵ ĂƌĞ ŶŽƚ ĂůůŽǁĞĚ͊͛ I ǁĞŶƚ ůŝŬĞ ͚WŚǇ͍͛ “ŚĞ ǁĞŶƚ 483 

͚BĞĐĂƵƐĞ ǇŽƵ͛ƌĞ ŶŽƚ͕ I͛ŵ ŶŽƚ ŝŶƐƵƌĞĚ, and if he falls ƚŚĞŶ ŝƚ͛Ɛ ŽŶ ŵǇ ŚĞĂĚ͛͘ ͟ 484 

Fieldnotes, Site 2: A staff member tells me visiting hours were reduced because patients 485 

ǁĞƌĞŶ͛ƚ ŐĞƚƚŝŶŐ ͚ĚŽǁŶ ƚŝŵĞ͕͛ ĂŶĚ ƚŽ ƌĞĚƵĐĞ ŝŶĨĞĐƚŝŽŶ ĂŶĚ ǀŝƐŝƚŽƌ ƚŚƌŽƵŐŚƉƵƚ͘ “ŚĞ ĚĞƐĐƌŝďĞs 486 

ŚŽǁ ǀŝƐŝƚŽƌƐ ĂƌĞ ͚Ăƚ ǇŽƵ͛ Ăƚ ƚŚĞ ĚĞƐŬ Ăůů the time. 487 

However, shorter visiting hours at one site did not appear to alleviate concerns around visitor 488 

demands, or meet the engagement needs of families, with families queuing to speak to staff, some 489 

of whom were unavailable, during the limited visiting hours. 490 

Other potentially negative impacts included the potential for family involvement to result in the 491 

involvement of the person living with dementia being overlooked: 492 

FŝĞůĚŶŽƚĞƐ “ŝƚĞ Ϯ͗ A ƐƚĂĨĨ ŵĞŵďĞƌ ƚĂůŬƐ ĨŽƌ ϱ ŵŝŶƵƚĞƐ Ăƚ ƚŚĞ ĞŶĚ ŽĨ EŵŵĞƚƚ͛Ɛ bed with his wife 493 

and daughter about what care he will need when he goes home, including help with washing 494 

and dressing. Emmett, with his hearing difficulties, cannot hear any of it. After a while, 495 

EŵŵĞƚƚ ƐĂǇƐ ƚŽ ŵĞ ͚CĂŶ ǇŽƵ ƚĞůů ǁŚĂƚ ƚŚĞǇ͛ƌĞ ƐĂǇŝŶŐ͍͛ TŚĞ staff member and his family do 496 

not include him in the conversation at any point. 497 

There was also concern about negative relationships between some people living with dementia and 498 

their families. For example, carer strain, or a lack of understanding of how to respond to a confused 499 

relative, could result in negative interactions: 500 

IŶƚĞƌǀŝĞǁ “ŝƚĞ ϭ͕ “ƚĂĨĨ ϭϭ͗ ͞IĨ ƚŚĞǇ ŚĂǀĞ ƌĞĂĐŚĞĚ ĐƌŝƐŝƐ ƉŽŝŶƚ͙ ǇŽƵ ĐĂŶ ƐĞĞ ƚŚĞŝƌ ŝƌƌŝƚĂƚŝŽŶ ůĞǀĞůƐ 501 

ǁŝƚŚ ƚŚĂƚ ƉĞƌƐŽŶ ĂƌĞ ŽďǀŝŽƵƐůǇ ǀĞƌǇ ŚŝŐŚ͙ ŝƚ͛Ɛ ŶŽƚ ďĞŶĞĨŝĐŝĂů ĨŽƌ ĂŶǇďŽĚǇ ǁŚĞŶ ƚŚĞǇ are irate 502 

ǁŝƚŚ ĞĂĐŚ ŽƚŚĞƌ ŝŶ ƚŚĞ ĚĂǇ ƌŽŽŵ͘͟ 503 

Families did not invariably know more than staff about how best to connect with their relative. 504 

Negative interactions between family members, at an understandably difficult time, were not 505 

beneficial for the well-being of either party. Stress, negative relationships, and limited care-giving 506 

and dementia expertise are, however, not reasons to discourage engagement with families. These 507 

families could benefit from engagement with staff to establish their needs, provide support and, if 508 

necessary, upskill them for any current or future care-giving roles. However, the findings clearly 509 

show that careful attention is also required to the needs and wishes of each person living with 510 

dementia when considering the involvement of their families in care. 511 

 512 
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Discussion and Implications  513 

The findings of this study highlight the highly variable nature of connections between hospital staff 514 

and people living with dementia, and with their families, and illustrate how ĨĂŵŝůŝĞƐ͛ ŬŶŽǁůĞĚŐĞ ĂŶĚ 515 

expertise can create more person-centred connections and care. Providing the most in-depth 516 

exploration of this issue to date, the findings set out a range of ways in which families can contribute 517 

to improving hospital care for people living with dementia. For example, families can provide 518 

valuable information about the person, aid communication between staff and people living with 519 

dementia, encourage engagement with care, assessments and rehabilitation, provide social 520 

interaction, personalise ward environments and conversations by providing personal items from 521 

home, ĂŶĚ ŝĚĞŶƚŝĨǇ ŝŵƉŽƌƚĂŶƚ ĐŚĂŶŐĞƐ ŝŶ ƚŚĞ ƉĞƌƐŽŶ͛Ɛ ŚĞĂůƚŚ Žƌ ǁĞůů-being. But an inconsistent 522 

approach to engaging with people living with dementia and their families results in missed 523 

opportunities to improve hospital care for people living with dementia.   524 

The elements of disconnection experienced by people living with dementia in this study expand 525 

upon the findings of Porock et al (2015) who identified disruption from pre-hospital relationships 526 

and life as a key consequence of hospital admissions for people living with dementia. Some of these 527 

disruptions preceded hospitalisation, including general deterioration, accidents or the onset of 528 

illness (Porock et al, 2015). In this study, the overlapping term disconnection is used to incorporate 529 

disconnections experienced during hospital admissions which do not involve disruption to prior lives, 530 

such as disconnections from busy staff and unfamiliar environments. Porock et al extend the concept 531 

of disruption to consider how other stakeholders in the care-giving triad (families, staff and co-532 

patients) are also disrupted by the admission of the person with dementia. Some studies also 533 

identify sources of disruption and stress for families of hospitalised people living with dementia, 534 

including uncertainty and anxiety around their ability to continue care-giving roles and prior ways of 535 

managing post-discharge (Boltz et al., 2015; Bloomer et al., 2014; Bauer et al., 2011b; Douglas-536 

Dunbar & Gardiner, 2007).  537 

Many previous studies present a largely negative picture of hospital care for people living with 538 

dementia. The findings presented here suggest that disconnection is neither inevitable or 539 

unremitting, illustrating how meaningful connections can be created with people living with 540 

dementia in acute hospital settings and the crucial roles families play in creating these. These 541 

findings support those from other studies reporting variability in the degree to which people living 542 

with dementia (e.g. Featherstone et al., 2019; Clissett et al., 2013; Norman, 2006) and their families 543 

(de Vries et al., 2016; Boltz et al., 2015; Bauer et al., 2011b) are engaged with by staff. It is, however, 544 

necessary to read across previous studies to find prior recognition of the factors collectively 545 

identified here as affecting connections with families and people living with dementia; for example, 546 

the influence of dementia training (Nolan, 2007; Norman, 2006), task-orientated care routines 547 

(Featherstone et al., 2019; Clissett et al., 2013; Cowdell, 2010), and pressurised workloads (Doherty 548 

& Collier, 2009; Borbasi et al., 2006). The suggestion that hospital staff may not grasp all available 549 

opportunities to create more person-centred connections and care has recently been suggested 550 

elsewhere (Featherstone et al., 2019; Clissett et al., 2013), but the ƵƐĞ ŽĨ ĨĂŵŝůŝĞƐ͛ ŬŶŽǁůĞĚŐĞ ĂŶĚ 551 

expertise as a crucial means of creating meaningful connections has not been a focus of previous 552 

studies. Whilst families are suggested to ease some of the distress and gaps in care experienced by 553 

people living with dementia (de Vries et al., 2016; Gladman et al., 2012), how families might create 554 

changes in practice and care has not previously been explored in any depth. The findings of this 555 

study suggest that many problematic points for people living with dementia in standard acute care 556 
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routines, such as mealtimes, medication rounds and personal care (Featherstone et al, 2019), have 557 

the potential to be improved through liaising with, and involving, family members. 558 

Finally, an important but typically overlooked finding is recognition that family involvement is not 559 

uniformly beneficial for people living with dementia. Care-giving research has been criticised for 560 

ideological views which presume relationships between families and people living with dementia are 561 

unproblematic, denying the possibility of dysfunctional family relationships or family involvement 562 

that is detrimental to the cared-for person͛Ɛ ǁĞůů-being (Dupuis & Norris, 1997). Despite this, two 563 

recent reviews on acute care for people with dementia identify problematic relationships between 564 

staff and families or people living with dementia, but not the potential for relationship difficulties 565 

between people living with dementia and their families (Beardon et al., 2018; Dewing & Dijk, 2016). 566 

In the current study, we found some examples of family involvement that did not appear to benefit 567 

the person with dementia or their family, such as negative interactions or talking over the person. 568 

These findings suggest that care is needed to ensure that family involvement is enacted in ways that 569 

meet the needs of each person living with dementia and their family. 570 

 571 

Strengths and limitations  572 

Limitations include a predominantly white British sample despite efforts to recruit a diverse sample, 573 

and the possibility that participants͛ ĞǆƉĞƌŝĞŶĐĞƐ ǁĞƌĞ ŶŽƚ ͚ƚǇƉŝĐĂů͛ ŽĨ ƵƐƵĂů ƉƌĂĐƚŝĐĞ͘ Some senior 574 

staff on both wards had dementia expertise, and reports of family involvement practices on other 575 

wards were more negative (including queues outside wards prior to visiting times, bell-ringing to 576 

signal visitors should leave, and refusals to speak with families). Since these data were collected, UK-577 

based campaigns for open visiting (Jones & Gerrard, 2014; NĂƚŝŽŶĂů FĞĚĞƌĂƚŝŽŶ ŽĨ WŽŵĞŶ͛Ɛ 578 

Institutes, 2016) have led to changes in approaches to family involvement on some wards. However, 579 

recent reports indicate that family involvement remains patchy and dependant on individual ward 580 

practices (NĂƚŝŽŶĂů FĞĚĞƌĂƚŝŽŶ ŽĨ WŽŵĞŶ͛Ɛ IŶƐƚŝƚƵƚĞƐ͕ ϮϬϭϴ͖ NHS England, 2016; Imperial College 581 

Healthcare NHS Trust, 2016) suggesting the findings of this study remain current.  582 

To the best of our knowledge, this study provides the most in-depth exploration available of family 583 

involvement practices in the hospital care of people living with dementia. Strengths include the 584 

length, depth and multiple methods of data collection, which were vital to capturing the experiences 585 

of people living with dementia missing from many previous studies. In addition, data collection from 586 

two wards in different hospitals enabled exploration of different family involvement policies and 587 

practices, patient groups, environments, and cultures. However, the focus on two different types of 588 

ward from different NHS Trusts meant it was difficult to disentangle whether some differences 589 

between the wards occurred at a ward or Trust level. Future research would benefit from exploring 590 

differences in family involvement practices within as well as across Trusts, to establish why 591 

involvement practices vary and how barriers to effective involvement could be overcome.  592 

 593 

Conclusions  594 

As no guidelines currently exist for involving family caregivers in hospital care and research in this 595 

area is limited and (Boltz et al., 2014; Boltz et al., 2015; Morrow & Nicholson, 2016), this study 596 

provides much needed evidence to inform family involvement practices in the acute care of people 597 

living with dementia. TŚĞ ĨŝŶĚŝŶŐƐ ĚĞŵŽŶƐƚƌĂƚĞ ŚŽǁ ĨĂŵŝůŝĞƐ͛ ŬŶŽǁůĞĚŐĞ ĂŶĚ ĞǆƉĞƌƚŝƐĞ ĐĂŶ ŚĞůƉ ƚŽ 598 
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effect connections and improve hospital care for people living with dementia. The variable nature of 599 

engagement with families suggests a need for more proactive planning and discussion around the 600 

involvement of families in care. In particular, there is a need for: ward environments and cultures 601 

that encourage families input; supportive senior staff; a review of policies which may conflict with 602 

family involvement; clarity and information around the roles families can undertake; methods for 603 

effectively sharing and using personal knowledge from families; a workforce educated on dementia 604 

and the importance of proactive family involvement; and approaches for inserting greater 605 

personalisation and interaction into ward routines. Finally, it is vital to ensure that family 606 

involvement does not lead to the needs or wishes of people living with dementia being overlooked. 607 
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Figure 1: Characteristics of case study participants  739 

 740 

Characteristics of case study participants living with dementia (n=12) 741 

Purposeful sampling ensured case study participants with a range of characteristics, as follows: 742 

Gender: A mixture of men (n=5) and women (n=7) 743 

Stage of dementia: suspected but unconfirmed earlier stages through to diagnosed or 744 

advanced dementia  745 

Reasons for admission: included increased confusion/delirium, infections, falls, fractures, and 746 

suspected stroke 747 

Pre-admission living arrangements: mainly living at home or sheltered housing (n=11), 1 person 748 

was living in a care home. Half lived with one or more family member, the rest living alone 749 

Length of stay: ranged from 13 to 78 days (median 24 days)* 750 

Discharge destination: 4 people returned home with new/increased support, 7 were discharged 751 

to a care home (6 were new admissions), and 1 person died before discharge 752 

 753 
*length of stay data for the rehabilitation ward excluded time spend at the associated general hospital prior to 754 
transfer to the rehabilitation ward 755 
 756 
 757 

Characteristics of relative/friend case study participants  758 

 Characteristics of relatives and friends, and the they support offered, were as follows: 759 

Types of pre-hospital support: Varied from 2-3 times weekly support with activities including 760 

shopping, meals, cleaning, companionship and care management to more intensive daily support 761 

including assistance to mobilise, wash, dress, eat and drink, and daily companionship 762 

Care networks: Support was often provided by a ͚ŶĞƚǁŽƌŬ͛ ŽĨ ĨĂŵŝůǇ ;ĂŶĚ ŽĐĐĂƐŝŽŶĂůůǇ ĨƌŝĞŶĚƐͿ͘ 763 

Less commonly support was primarily provided by one person   764 

Relationship to person living with dementia: Daughters were the commonest participant (n=8). 765 

Other care-giving relationships included husbands (n=2), sons (n=2), granddaughters (n=2), wives 766 

(n=1) or friends (n=1), care networks leading these numbers to total more than 12 767 

Hospital visiting: The majority of relatives/friends were regular ward visitors, typically visiting 768 

between a few times a week and daily. Visits were less frequent when relatives/friends had their 769 

own health issues, competing roles (e.g. work or childcare) or lived a distance away 770 

 771 


