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Introduction 
When a person with dementia is receiving in-hospital 

treatment, transitioning through the hospital system and 

subsequently assessed as requiring residential care, family 

caregivers may feel overwhelmed and disempowered by the 

healthcare system1. There is a danger that they will feel 

excluded from decision-making and uncertain about their 

role as ‘expert’ and key provider of care for their relative2. 

 

 

Aims 
The aims of this study were to: 

 

1. Explore the experience of the family caregiver during the 

transition of a relative with dementia through hospital 

care to residential care 

 

2. Develop a brochure that assists family caregivers during 

the transition through hospital into residential care.   

 

 

Methods 
A descriptive exploratory design was used to explore family 

caregivers’ experiences during this transition phase in a 60 

bed Aged Rehabilitation and Geriatric Evaluation and 

Management Facility in Victoria, Australia.   

  

Potential participants were identified from patient hospital 

admission data by staff within the facility. After obtaining 

informed consent, twenty caregivers of people with dementia 

in the subacute care hospital setting who were waiting for a 

position in a residential care facility were interviewed. 

Interviews were conducted between April and November 

2013, taped and transcribed prior to thematic analysis using 

Sandelowski’s3 method of qualitative description  

 

In-depth interviews included questions such as,  

• Can you tell me what your experience has been like with 

your relative in hospital? 

• Can you tell me some of the experiences you have had in 

relation to your relative’s hospitalisation? 

Loneliness 

As each caregiver spoke about this transition phase they 

mentioned the support they received from their family; 

however, despite having family around them, many of the 

spousal caregivers said that they were lonely and were not 

used to living alone: 

  

 It is hard for me at times. Loneliness. I’m sitting there 

on my own and I doze off a bit so what I do now - and 

lately what I’ve been doing, I’m finishing up in bed 

about 9 o’clock or something (Steve, husband) 

  

 

Relief 

Some of the caregivers were older and of a generation that 

experienced hard times and tried to make the best of a bad 

situation. One caregiver spoke about how things were 

easier for her now since her husband had been hospital. 

 

 And look, I manage at home. You’ve got to be able to 

do things. I’ve got a girlfriend, I go down there generally 

Saturday night and we have dinner together and we go 

watch the footy (Jane, wife) 

 

 

Discussion 
Our findings reinforce the research of Davies and Nolan4-6  

and Eika et al.7 regarding the inevitable need to place a 

loved one in residential care, although these studies were 

not specific to dementia. The systematic review of 

adjustments made by people with dementia moving into 

care and their families by Sury et al.8 highlight the varied 

emotions of loss, regret, sadness, guilt, stress and ongoing 

burden, particularly for women. 

 

 

Conclusion 
One implication from this study is the need to improve the 

transition process for the caregiver; allow them to be 

involved in the decision making process, keep them 

informed and importantly, family caregivers require 

emotional support to help them adjust to this transition. 

 

  

Development of the support 

brochure 
The results of this study have been used to develop a 

support brochure. The brochure highlights the varied 

emotions and includes direct quotes from the caregivers.  

It was designed to reassure caregivers that they are not 

alone; other people are experiencing the same emotions 

and must also make the same decisions.  

Results 

A sense of loss and sadness 

Many of the spousal caregivers had lived with their partner 

for years and had spent nearly every day with that person 

but now they are no longer living together and this person is 

no longer with them all the time; many caregivers reported a 

sense of loss and grief: 

 

 I just feel lonely and lost and I want him home. (Rose, 

 wife) 

 

 

Guilt and worry  

Most caregivers were accustomed to being the primary 

carer for their loved one and found it difficult to cope in their 

new role as the visitor. One caregiver said that they often 

worried about the care their relative was receiving when 

they weren’t there: 

 

 It’s been sort of - very stressful because you don’t 

 know what’s happening. I mean, you know what’s 

 happening when you’re here but when you’re not 

 here, you don’t know what’s happening and you come 

 in with apprehension every day and then you either 

 get relief or you’re sad’ (Ray, husband) 
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Figure: Key Themes  

The key emotions and issues spoken about by the 

caregivers as they transition from primary caregiver to the 

visitor are listed. 

 

Table: Study Participants and Interview details 

Table lists the relationship of the caregiver to the person 

with dementia, the average age of the participants, including 

the age range of the participates that were interviewed and 

the length (minutes) of the interviews 

Many of the caregivers appreciated the opportunity to talk 

about their experience, likening it to ‘getting things off their 

chest’, as they had received minimal emotional support 

during a highly stressful time:  

  

 I must admit I’m very strong, which I’m pleased with. 

But I have my moments when, you know, you get down. 

You think, “Why me?”   

Caregiver 

participants  

(N=20) 

9 Males and 11 Females 

       6 husbands 

       8 wives 

       2 daughters 

       1 son 

       1 daughter-in-law 

       2 friends (both males) 

Participant’s ages The youngest caregiver was 34 years and the oldest  

92 years 

Interview length Average 25.01 minutes + 7.39 (SD) 

(The interviews lasted from 14 minutes to 43 

minutes)  

 

Rigour 
As data collection proceeded, all researchers met monthly to 

discuss the content of each interview, emerging themes and 

the development of the brochure to best meet the needs of 

the caregivers. The brochure underwent expert evaluation by 

nursing and social work staff who had daily contact with 

caregivers, and was revised prior to distribution 

References 
1 Haesler, E., Bauer, M. & Nay, R. (2007).  Constructive staff-family relationships in the care of 

older people: A report on a systematic review. Research in Nursing and Health. 30, 385-398. 
2 Efraimsson, E., Sandman, P., Hyden, L. & Rasmussen, B. (2006). How to get one’s voice 

heard: The problem of the discharge planning conference. Journal of Advanced 

Nursing. 53(6), 646-655. 
3 Sandelowski, M. (2000). Whatever happened to qualitative description? Research in Nursing 

& Health, 23(4), 334-340. 
4 Davies, S. & Nolan, M. (2003). ‘Making the best of things’: relatives’ experiences of decisions 

about care-home entry. Ageing & Society, 23(4), 429-50. 
5 Davies, S. & Nolan, M. (2004). ‘Making the move’: relatives’ experiences of transition to a 

care home. Health & Social Care in the Community 12(6), 517-26. 
6 Davies, S. & Nolan, M. (2006). ‘Making it better’: Self-perceived roles of family caregivers of 

older people living in care homes: A qualitative study. International Journal of Nursing Studies, 

43, 281-91.  
7 Eika, M., Espnes, G., Söderhamn, O., & Hvalvik, D. (2013) Experences faced by next of kin 

during their older family members’ transition into long-term care in a Norwegian nursing home. 

Journal of Clinical Nursing, doi: 10.1111/jocn.12491 
8 Sury, L., Burns, K., & Brodaty, H. (2013) Moving in: adjustment of people living with dementia 

going into a nursing home and their families. International Psychogeriatrics 25(6), 867-76. 

 


