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ABSTRACT 

Aim: To identify challenges and opportunities for stroke survivors and caregivers in hospital 

to home transition care. 

Background: Due to shortened hospital stays, stroke survivors and caregivers must take 

responsibility for complex care on discharge from hospital to home. Gaps exist in the 

literature that synthesises studies on hospital to home transition care.  

Design: A systematic integrated review. 

Data sources: Six databases were searched systematically between 18 June 2018 - 31 

October 2018 including Medline, CINAHL, Web of Science, ProQuest, Scopus and Science 

Direct. The search did not have a date limit. 

Review methods: Studies that met the selection criteria were critically reviewed. Data were 

extracted from the studies for analyses. A convergent qualitative synthesis approach using 

inductive thematic synthesis was applied to the review.  

Results: The analysis of 23 studies identified three major findings. First, health and social 

care systems influence transition care by either enabling stroke survivors and caregivers to 

manage transition care via well-coordinated services or preventing them from accessing 

services. Second, health professionals’ partnership with stroke survivors and caregivers 

largely decides tailored support for them. Successful partnerships and engagements with 

stroke survivors and caregivers depend on organisational resources. Third, survivors and 

caregivers are at different levels of readiness to cope with challenges. Individualised support 

for them to develop resilience is highly regarded. 

Conclusion: Stroke survivors and caregivers encounter enormous challenges in self-

management of hospital to home transition care. Further research is required to address their 

expectations of support during transition care. 

Impact: There is a lack of synthesis of studies on factors affecting hospital to home transition 

care for stroke survivors. Health and social care system designs, health professionals’ 

commitment to individualised care and the self-management capability of stroke survivors 

and their caregivers have a profound influence on the transition care experiences.  A
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INTRODUCTION 

Worldwide, 15 million people suffer from stroke (cerebrovascular disease) per annum and 5.8 

million die from it (World Stroke Organisation [WSO], 2019). Despite a reduction in the age-

standardised stroke mortality rate over the past two decades, the overall burden of stroke is 

substantial and continues to increase with an ageing population (Feigin, Norrving, & Mensah, 

2017, Kunst, Amiri, & Janssen, 2011). Most stroke survivors are discharged to home (Dutta, 

Thorton, & Bowen, 2018, Ouellette, Timple, Kaplan, Rosenberg, & Rosario, 2015). In the 

global context of shortened hospital stays and early discharge due to cost-saving pressure, 

stroke survivors and caregivers are expected to manage more complex healthcare issues at 

home (Deloitte, 2018, Langhorne, Baylan, & Early Supported Discharge Trialists, 2017). 

However, they are largely unprepared with few self-management capabilities to take charge 

of transition care (Govender, et. al, 2019, Piccenna, Lannin, Gruen, Pattuwage, & Bragge, 

2016). The synthesis of studies exploring this increasingly important research field is much 

needed to gain a more comprehensive understanding of issues.  

BACKGROUND 

Poststroke rehabilitation and recovery is a chronic process that requires ongoing adjustment 

and interaction with healthcare systems and service providers. Studies indicate unmet needs 

of people with chronic diseases due to healthcare system failures (Kadu, & Stolee, 2015). The 

Chronic Care Model (CCM) was developed to transform the healthcare system from reactive 

to proactive and activate patients’ self-management capabilities (World Health Organisation 

[WHO], 2016). The CCM consists of six interrelated domains: community, health system, 

self-management support, delivery system design, decision support and clinical information 

systems (Improving Chronic Illness Care, 2006). The goal of the model is to provide high-

quality care and improved outcomes through productive interactions between informed, 

activated patients and prepared, proactive practice teams supported by community resources 

and health care organisations (Improving Chronic Illness Care, 2006). This review adapted 

the CCM as a theoretical framework to analyse challenges and opportunities at the healthcare 

system, organisation, practice and patient levels for stroke survivors and family caregivers 

after hospital discharge. 

 Discharge planning is a crucial process to identify education and skill needs for stroke 

survivors and caregivers to take responsibility for rehabilitation and recovery after discharge A
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(Andrew, Busingye, Lannin, Kilkenny, & Cadilhac, 2018, Waring, Bishop, & Marshall, 

2016). Yet, studies reveal stroke survivors and caregivers are not actively involved in the 

discharge planning process, nor receive adequate education and caregiving skills training 

(Chen, Xiao & De Bellis 2016, Kable, et al., 2019). Inadequate patient and caregiver 

education in discharge planning contributes to increased risk of deterioration and unnecessary 

hospital readmissions (Reeves, et al., 2017, Ulin, Olsson, Wolf, & Ekman, 2016).  

 Due to functional impairments, stroke survivors must learn to adapt to the home 

environment after hospital discharge (Connolly, & Mahoney, 2018, Hodson, Aplin, & 

Gustaffson, 2016). Resilience is described as the ‘processes and skills that result in good 

individual and community-health outcomes despite negative events, serious threats and 

hazards’ (WHO, 2017, p. 6). Survivors and caregivers with resilience are capable of adapting 

to and coping with poststroke care challenges at home (Liu, X. Zhou, Zhang, & Zhou, 2019, 

Martz, & Livneh, 2016). A sense of hope, past life experiences, learning over time and 

availability of supportive resources are some of the determinants of resilience (Aburn, Gott, 

& Hoare, 2016, American Psychological Association, 2019). Stroke survivors experience 

self-stigma due to invisible impairments such as fatigue and depressive symptoms 

(Balasooriya-Smeekens, Bateman, Mant, & De Simoni, 2016, Wainwright, McClure, & 

McDowall, 2017). This self-stigma may prevent them from taking proactive actions to 

develop their resilience. Caregivers play a key role in providing everyday care and 

coordinating care services. For them, resilience acts as a moderator between stress and 

burnout (Epstein, 2015, Taku, 2014). Programs that support the caregiving role in the context 

of early discharge are scarce (Atteih, et al., 2015, Pindus, et al., 2018). This situation may 

affect their ability to develop resilience to sustain transition care at home.  

 Studies reveal a mismatch of rehabilitation goals between stroke survivors and health 

professionals (Connolly, & Mahoney, 2018, Koh, Barr, & George, 2014). This care situation 

is attributed to the lack of partnership with survivors and caregivers in care plan development 

(Chen et al., 2016, Plant, Tyson, Kirk, & Parsons, 2016). Health professionals’ desire for 

partnership with survivors and caregivers to implement the recommendations of stroke 

guidelines is limited by a lack of institutional support (Baatiema, et al., 2017, Munce, et al., 

2017). Organisational structures and resource constraints prevent health professionals from 

delivering flexible and tailored rehabilitation, education and support to survivors and 

caregivers (Baatiema, et al., 2017, Harrison, Ryan, Gardiner, & Jones, 2017).  A
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 Studies with various research designs have explored issues of concern in poststroke 

hospital to home transition care. However, synthesised research evidence about how best to 

support stroke survivors and caregivers in hospital to home transition care in the first six 

months post-discharge are scarce. This systematic integrated review addresses this gap in the 

literature. Findings will inform the design of future research and service development.  

THE REVIEW 

Aim  

The aim of this systematic integrated review is to synthesise research evidence on challenges 

and opportunities for stroke survivors and caregivers in hospital to home transition care. 

The review questions were: 

1. What are the challenges faced by stroke survivors and caregivers in hospital to home 

transition care? 

2. What are the opportunities to improve hospital to home transition care? 

Design 

This mixed-studies systematic review applied an integrated design with a convergent 

qualitative synthesis approach (Pluye, & Hong, 2014). This approach enables the synthesis of 

evidence generated from diverse research methodologies on a topic ‘to maximise findings -

and the ability of those findings to inform policy and practice’ (Pearson, et al., 2015, p. 122). 

Quantitative data including those from RCTs or quantitative components of mixed-methods 

studies are usually transformed into qualitative themes for synthesis (Pearson et al., 2015, 

Pluye, & Hong, 2014). The review protocol was registered on PROSPERO with registration 

number CRD42019136068). 

Search methods 

A systematic electronic databases search was conducted between 18 June 2018 - 31 October 

2018 for all English articles in six databases including Medline, CINAHL, Web of Science, 

ProQuest, Scopus and Science Direct. There were no limitations on the year of publication 

except for ProQuest and Web of Science. The limiter of publication dates between 2008 and 

2018 was applied to these two databases due to the large number of articles generated. Search 

terms used were stroke, cerebrovascular accident, acquired brain injury, survivor, patient, 

caregiver, health professional, service provider, transitional care, discharge, continuity of care 
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and community services (File S1). We also manually searched reference lists for studies 

meeting the criteria. 

Search outcome 

At least two independent reviewers conducted the screening and review of studies for 

eligibility (LD & either LX or DC). The initial search generated 5855 articles. After 

removing duplicate citations, 5773 article titles and abstracts were screened. Of those, 258 

full-text studies were assessed for eligibility based on the inclusion/exclusion criteria (Table 

1). Throughout the selection process, consensus was achieved on discrepancies through 

discussion. In total, 23 studies (Table 2, File S2) were selected for appraisal including 20 

studies identified from the electronic database search and three studies identified through the 

manual search of reference lists (Figure 1). 

Quality appraisal 

Critical Appraisal Skills Programme (CASP) tools were used to evaluate qualitative studies, 

qualitative component of the mixed-method study and RCTs (CASP, 2018, 2018a). The 

quality of cross-sectional descriptive quantitative studies and quantitative component of the 

mixed-method study was assessed with a set of questions developed by Büttner and Muller 

(2015) for appraising epidemiological studies. No scores were placed during the appraisal. 

Researchers evaluated the quality of each study independently until a consensus was reached. 

All studies that met the selection criteria were included as every study provides a valuable 

perspective to achieve the aim of this review (File S3).  

Data abstraction  

Extracted data included participant quotations from qualitative studies and qualitative 

component of the mixed-method study and numerical, narrative findings and quantitative 

component of the mixed-method study. Extracted data were organised into method-specific 

tables (Files S4 & S5). 

Data Synthesis 

Informed by the convergent qualitative synthesis approach (Pluye, & Hong, 2014), data 

synthesis was achieved using the inductive thematic synthesis method originally developed 

by Nowell and colleagues (2017) and adapted by Treacy and Stayt in their review (2019). 

The inductive thematic synthesis in this review includes 6 steps. First, we extracted data from 
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selected articles that were relevant to the review question and presented data in method-

specific data extraction tables for comparison and analysis in parallel (see File S4 and S5). 

Second, two researchers independently analysed and coded data from each article. Third, 

codes were collated into group codes and initial themes were identified and discussed in team 

meetings based on the review question and the theoretical framework. Fourth, codes, group 

codes and initial themes were cross-checked by researchers. Changes were made to reflect the 

raw data. Fifth, initial themes were refined by considering how they best fit into the whole 

data set, the review question and the theoretical framework. Additionally, final themes and 

sub-themes were presented with short quotes and/or narrative findings from the original 

studies to enhance the understanding of findings. Differences were resolved through 

elaboration and consensus in team meetings. The detailed data analysis and synthesis 

methods are shown in Figure 2. 

FINDINGS 

This review included 23 studies. Of those, 9 studies took place in stroke units and inpatient 

rehabilitation facilities, respectively. The rest were conducted in inpatient wards (2), 

outpatient clinics (1) and discharge support services (2). The review report followed the 

Enhancing Transparency in Reporting the Synthesis of Qualitative Research (ENTREQ) 

guide (Flemming, Booth, Hannes, Cargod, & Noyes, 2018, Tong, Flemming, McInnes, 

Oliver, & Craig, 2012) and the PRISMA guidelines (Moher, et al., 2010) with greater 

emphasis on ENTREQ combined with some elements from PRISMA. Three themes were 

identified regarding challenges and opportunities in transition care: (1) health and social care 

systems factors; (2) health professional and stroke survivor/caregiver partnership factors; and 

(3) stroke survivors/caregivers’ self-management capability factors. 

Health and social care systems factors 

Stroke survivors require considerable social and health care services after discharge from 

hospital due to complex health conditions underlying stroke and functional impairments. 

Hospital to home transition care is enhanced if care services are integrated and well-

coordinated. Conversely, transition care is compromised by fragmented care services and a 

lack of services for those with special care needs.  

Enhanced transition care via well-coordinated services  

Eleven studies discussed the benefits of stroke-specific transition care interventions. Stroke 
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survivors and caregivers, who are on an ongoing journey of rehabilitation after discharge, 

perceive they have opportunities to enhance recovery in the transition to home care. They 

especially value care coordination provided by a rehabilitation team (Lou, et al., 2017) and 

view a network of health professionals that they can call on for advice as an opportunity to 

gain support after discharge from hospital (Bakas, Austin, Okonkwo, Lewis, & Chadwick, 

2002).  

 Three studies reveal that early supported discharge from stroke units enhances seamless 

hospital to home transition (Cobley, Fisher, Chouliara, Kerr, & Walker, 2013, Lou, et al., 

2017, Nordin, Sunnerhagen, & Axelsson, 2015). Chouliara and associates (2014) described 

the specialist service as an opportunity in ‘bridging a big part of the gap in community-based 

rehabilitation’ for stroke survivors (Chouliara, Fisher, Kerr, & Walker, 2014, p. 374). Newly 

discharged stroke survivors perceive that support from an early supported discharge team 

provides them with a sense of control and security (Lou, et al., 2017, Nordin, et al., 2015). 

 The opportunity for practicing care at home through weekend stay at home programs 

helps stroke survivors and their family attain skills to manage everyday care in a home 

environment. As a health professional stated: ‘When people get home, they realise what they 

can and…can’t do, their limitations and they realise… this is what I need to work on’ 

(Cameron, et al., 2014, p. 861). Weekend leave practice is considered an essential part of 

preparation for discharge. As a caregiver described:  

‘I think if she’d been in the hospital for the five months without coming home and then 

suddenly she was home…by herself, … [it] would be a real drama no matter who it was, 

So that slower introduction to home works’ (Gustafsson, & Bootle, 2013, p. 1384).  

Compromised transition care due to gaps in services  

Sixteen studies reported issues related to the continuity of rehabilitation and care services 

after discharge from hospital due to gaps in services. Many stroke survivors and caregivers 

find themselves left alone without any help after discharge (Gustafsson, & Bootle, 2013, 

Young, Lutz, Creasy, Cox, & Martz, 2014). As a caregiver stated: ‘I felt like I was a little old 

Eskimo woman that they put on this ice block, chopped it off and sailed it out into the middle 

of the ocean’ (Young, et al., 2014, p. 1895).  

 The feeling of being abandoned after discharge is further exacerbated if the decision to A
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discharge is made under pressure (Ellis-Hill, et al., 2009, Young, et al., 2014). As one person 

reflected: ‘…with hindsight, it would obviously have been better for me to stay in C [a ward] 

because I would have had access to getting physio every day, but I realise that they need the 

beds… ’(Ellis-Hill, et al., 2009, p. 67). 

 The lack of coordination among care services and planning for ongoing rehabilitation not 

only inhibits poststroke recovery and aggravates uncertainty for caregivers but also creates 

challenges for service providers (Cobley, et al., 2013, O’Brien, et al., 2014). One community 

rehabilitation team reported the dilemma they experienced at the end of their service for 

people who still had potential for improvement: ‘There is dependence and reliance which is 

difficult [for them] to navigate, mainly because people need long-term support and we are the 

end of the line…There is still much more improvement to make…but there is no one else…’ 

(O’Brien, et al., 2014, p. 425).  

 The care needs of younger and working-age stroke survivors are often neglected as 

poststroke services are designed to meet the needs of older people who are most stroke 

survivors (Chouliara, et al., 2014, Lou, et al., 2017,). Working-age stroke survivors felt 

that rehabilitation and community support services were more suited for retired or older 

people. The unmet needs of stroke caregivers after discharge and dissatisfaction with 

services further underscores the deficiency in person-centredness in hospital to home 

transition care (Perry, & Middleton, 2011).  

Health professionals and stroke survivors/caregivers’ partnership factors  

Health professionals’ commitment to partner with stroke survivors and caregivers contributes 

to tailored services to meet care needs and achieve rehabilitation goals for clients. Otherwise, 

the lack of partnership leads to poor support for stroke survivors and caregivers in transition 

care at home. 

Tailored transition built on partnership with clients 

Fifteen studies reported clients’ satisfaction with tailored care services. Partnership between a 

multidisciplinary team of health professionals and stroke survivors and their family provides 

opportunities to co-develop an individualised discharge plan. As a health professional stated: 

‘It’s never just one of us that is addressing the problem, if the whole team works 

together…with the family member and the patient – we can come up with…the best solutions A
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possible’ (Cameron, et al., 2014, P. 860).  

 Stroke survivors and caregivers feel supported during the discharge planning process 

when they are treated as a valuable partner in discharge preparation to develop a sense of 

confidence in everyday activities. As a stroke survivor described: ‘The occupational therapist 

took me into the OT kitchen … said “Now I want you to make me a cup of coffee”…I did 

that without a single spill… so, yes, I knew I was ready to come home’ (Ellis-Hill, et al., 

2009, p. 66).   

 A sense of confidence in self-management at home is also reflected in evaluation of 

caregiver preparations before discharge. Caregivers in an intervention group scored 

significantly higher than the control group on their preparation to care for older stroke 

patients at home (Shyu, M. Chen, Chen, Wang, & Shao, 2008).  

The lack of engagement with clients  

The workload of clinicians hinders health professionals’ engagement with families during 

discharge preparations (Cameron, et al., 2014, Cobley, et al., 2013, O’Brien, et al., 2014). As 

a health professional said:    

I would like to give more time to families but feel constrained by my workload for the 

shift and sometimes you see…caregivers… are finding things difficult and this is very 

hard and I feel it is part of my work… (O’Brien, et al., 2014, p. 425). 

 Relatives of stroke survivors are poorly involved in information-sharing and expect more 

information than provided (Almborg, Ulander, Thulin, & Berg, 2009). Stroke survivors with 

a higher level of dependency perceive less opportunity in decision-making about medical 

treatment compared with survivors with a lower level of dependency. This might imply use 

of a standardised rather than individualised approach to information-sharing (Almborg, 

Ulander, Thulin, & Berg, 2008).  

 Caregivers play a crucial role in stroke survivors’ continued rehabilitation and recovery 

after discharge. The lack of engagement with caregivers regarding how to manage emotional 

and behavioural changes of stroke survivors is evident and has a detrimental impact on 

caregivers’ well-being during the transition (Bakas, et al., 2002, Cobley, et al., 2013, Pringle, 

Drummond, & McLafferty, 2013). As a caregiver highlighted: ‘I just don’t know what to do 

[regarding his depression]. I cannot cope because I don’t know what to do to stop it. When he 
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is continuously crying, it can be really wearing because you are helpless’ (Cobley, et al., 

2013, p. 754).  

 For caregivers who are to provide physical care to stroke survivors, providing skills 

training is an essential component of discharge preparation. Yet, this vital need is often not 

met prior to discharge. As a caregiver stated, ‘I wasn’t physically shown the best way to 

support him…it was all trial and error’ (Cobley, et al., 2013, p. 754). Even when caregiver 

training is provided, caregivers may not be able to translate knowledge and skills they have 

learned into the home care setting without ongoing support from health professionals (Young, 

et al., 2014).  

Stroke survivors/caregivers’ self-management capability factors 

Stroke survivors and caregivers are at different levels of readiness to take charge of transition 

care at home. In a supportive environment, they develop and strengthen resilience over the 

course of the transition. Stroke survivors can experience a sense of loss and feel burdensome 

on others which hinders their efforts to develop resilience.  

Resilience as a key indicator of a smooth transition  

The processes and outcomes in transition care reflect the concept of resilience in health care 

as defined by the WHO (2017). Factors contributing to the development of resilience for 

stroke survivors and caregivers include spirituality-enhanced hope (Bakas, et al., 2002, 

Rittman, Boylstein, R. Hinojosa, Hinojosa, & Haun, 2007), reflection on past experiences in 

caregiving (Lou, et al., 2017, Young, et al., 2014) and self-learning of stroke-related 

knowledge and caregiving skills (Greenwood, Mackenzie, Wilson, & Cloud, 2009, Wottrich, 

Åström, & Löfgren, 2012). 

 Moving focus away from one’s own disabilities and recognising positive progress helps 

stroke survivors to develop resilience and diminishes uncertainty in recovery: ‘I was in 

hospital with people … that couldn’t walk properly… couldn’t feed themselves… I could 

have been so much worse … each day when I see a light improvement … I am so thankful’ 

(Pringle, et al., 2013, p. 1995). 

 Having faith in God can be a coping strategy for caregivers to develop resilience and 

sustain caregiving at home (Bakas, et al., 2002, Greenwood, et al., 2009, Rittman, et al., 

2007). As a caregiver said: ‘…whatever happens, I always say that it is best. Better. God 
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never wants to harm you... there is something always positive…’ (Greenwood, et al., 2009, p. 

1129).  

 Time to learn and develop knowledge, skills and experience to manage transition care at 

home is closely related to the development of resilience (Greenwood, et al., 2009, Lou, et al., 

2017, Young, et al., 2014,). Most stroke survivors and caregivers show some levels of 

resilience and gradually adapt to life in the community between three and six months after 

discharge from hospital (Grant, Glandon, Elliott, Giger, & Weaver, 2006, Greenwood, et al., 

2009, Wood, Connelly, & Maly, 2010, Wottrich, et al., 2012). As a stroke survivor stated: ‘It 

was a bit difficult at first with everything new, but it gets better and better, one enjoys being 

at home more now than one did when one left hospital’ (Wottrich, et al., 2012, p. 1222).  

 Established stroke knowledge and skills from past caregiver experience also contributes 

to resilience for caregivers: ‘I didn’t have to figure out anything because we had taken care of 

her mother for 17 years with a stroke…I more or less knew what we had to do’(Young, et al., 

2014, p. 1897).  

 Over the course of the transition, some practical solutions emerge through trial and error: 

We have learnt from last time…He doesn’t have a lot of shirts with buttons because 

he had difficulty fastening buttons. To give him his independence, we have 

altered…so that he can still dress himself and doesn’t rely on me (Greenwood, et al., 

2009, p. 1128). 

 Learning to accept support from others facilitates social reintegration and indicates stroke 

survivors’ resilience to adapt to changes: ‘When it comes to social events…I have to thank 

my friend because she drives and the same thing with my son…it’s encouraging that these 

people are around me’ (Wood, et al., 2010, p. 1051).  

Sense of loss and burden on others  

Stroke survivors view discharge home as entering an unknown home situation with a new 

identity. Even for those who do not experience dramatic poststroke changes, life still needs to 

be adjusted (Chouliara, et al., 2014, Lou, et al., 2017, Nordin, et al., 2015). They face 

enormous challenges to cope with emotional, cognitive and personality changes. As a 

caregiver described: ‘I feel I’ve got a different man home…, because before he was a very 

well educated man… and now he’s not…even interested in anything’ (Pringle, et al., 2013, p. 
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1995).  

 However, the need for emotional support for stroke survivors might not be determined by 

service providers due to a lack of access to specialist services. As a health professional stated: 

‘I think the support around the emotional journey…is a big gap because if we had access to 

psychology or counselling, we could start…offering what they need as things change such as 

adjusting to their emotions’ (O’Brien, et al., 2014, p. 245). 

 Most studies in this review recognised the crucial and multiple roles that caregivers play 

in transition care. Firstly, existing and potential conflicts between stroke survivors and 

caregivers has significant implications for caregiving at home (O’Brien, et al., 2014, Young, 

et al., 2014); Secondly, caregivers’ readiness to take on the caregiving role has an impact on 

their capacity (Cameron, et al., 2014, Perry, & Middleton, 2011). Thirdly, caregivers’ own 

chronic health issues might jeopardise their ability to sustain the role (Young, et al., 2014). 

Therefore, it is essential to assess caregivers’ readiness for their role and the need for support 

to develop resilience to sustain the role. 

 Stroke survivors can feel too guilty to bother family caregivers (Rittman, et al., 2007, 

Simeone, Savini, Cohen, Alvaro, & Vellone, 2015). As a stroke survivor illustrated: ‘Do you 

see the condition in which I put my son? I forced my son to bounce among work, home, his 

family and me. My son seems like a yo-yo attached to the rope running back and forth…’ 

(Simeone, et al., 2015, p. 166). This perception of burden on caregivers might inhibit stroke 

survivors to seek help to achieve their recovery goals, which in turn prevents caregivers from 

taking actions to support stroke survivors to reintegrate into the community. 

DISCUSSION 

Hospital to home transition is the most crucial time for stroke survivors and caregivers to 

build capabilities to optimise poststroke recovery and manage health conditions at home. The 

synthesis of studies using different research designs enables a more comprehensive 

understanding of opportunities and challenges arising from health and social care systems, 

the interactions between health professionals and clients and the capabilities of stroke 

survivors and caregivers in transition care. This review demonstrates that despite challenges 

brought by stroke, effective hospital to home transition care can be achieved through the 

provision of stroke-specific integrated and well-coordinated care services; by enabling health A
cc

ep
te

d 
A

rt
ic

le



 

This article is protected by copyright. All rights reserved 

and social care professionals to work in partnership with clients to determine and meet their 

individualised care needs; and by supporting stroke survivors and caregivers to develop 

resilience in self-management of transition care at home.  

 The CCM facilitated a comprehensive understanding of the entwined associations 

between healthcare systems (system factors), service provider factors (proactive practice 

team) and individual factors (informed and activated patients) (Improving Chronic Illness 

Care, 2006). The findings of this review confirm the need for the healthcare system to shift 

from a reactive care to proactive care approach as advocated by the CCM (WHO, 2016). This 

integrated care approach requires effective partnership between healthcare teams and stroke 

survivors and caregivers (Improving Chronic Illness Care, 2006, WHO, 2016). In addition, 

ongoing support for stroke survivors and caregivers during the transition period is imperative 

to stabilise and instil self-care at home. 

 Stroke survivors are discharged from hospital with varying levels of impairments 

including inability to walk, visual impairment and executive dysfunction (Jokinen, et al., 

2016, Sörös, Harnadek, Blake, Hachinski, & Chan, 2015). Some survivors achieve clinical 

recovery without physical disability but live with psychological morbidity (Jokinen, et al., 

2016, Wainwright, et al., 2017). About 30% of stroke survivors experience poststroke 

depression and fatigue concurrently (MacIntosh, et al., 2017, Wei, et al., 2015). These 

limitations are often hidden and cause misconceptions amongst the general public (Schwarz, 

Claros-Salinas, & Streibelt, 2018, Wainwright, et al., 2017). The stigmatisation of these 

invisible limitations has a significant impact on ongoing poststroke recovery. Working-age 

stroke survivors find that the major barrier to returning to work is their self-stigma and 

colleagues’ lack of awareness of these invisible conditions (Balasooriya-Smeekens, et al., 

2016, Schwarz, et al., 2018). Caregivers of older stroke survivors, who lack knowledge of 

depression and fatigue, may relate these symptoms to old age and therefore miss 

rehabilitation opportunities (Wainwright, et al., 2017).  

 Stroke triggers a local inflammatory immune response in the brain and causes systemic 

immunosuppression resulting in susceptibility to infection amongst stroke survivors 

(Anrather, & Ladecola, 2016, Pagram, Bivard, Lincz, & Levi, 2017). Infection occurs in 

about 30% of the stroke population (Pagram, et al., 2017) and is one of the major causes of 

poststroke readmission (Lord, et al., 2016, Zhong, Geng, Wang, Li, & Cao, 2016). 

Identifying high-risk survivors and preparing them and caregivers with knowledge of 
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potential complications and self-management skills empowers them to proactively prevent 

infection. Discharge preparation, structured post-discharge follow-up and early evaluation by 

health professionals, such as stroke nurses, could reduce avoidable hospital admissions due to 

complications (Condon, Lycan, Duncan, & Bushnell, 2016, White, et al., 2015).  

 A mismatch of goals between survivors and health professionals is a major barrier in the 

implementation of person-centred goal setting (Plant, et al., 2016, Rosewilliam, Sintler, 

Pandyan, Skelton, & Roskell, 2016). Survivors’ goals tend to encompass their aspirations to 

return to independence. Whereas, health professionals’ goals tend to focus on impairments 

and are mainly driven by organisational performance indicators (Plant, et al., 2016). It is vital 

for stroke survivors and caregivers to set goals for re-entering the community based on their 

individual situation. Rosewilliam and associates (2016) suggest changing the culture to 

facilitate person-centred goal setting by empowering health professionals with knowledge 

and skills to engage stroke survivors and caregivers in the process.  

 Stroke survivors and caregivers must adjust to the physical and emotional sequelae of 

stroke and negotiate complex health and social care systems (Andrew, et al., 2018, Nelson, 

Hanna, Hall, & Calvert, 2016). After hospital discharge, stroke survivors and caregivers 

experience a drastic contrast between the intensive support received in hospital and limited 

access to community rehabilitation and social care services. The perception of abandonment 

is intensified when expected support is absent (Lamontagne, et al., 2019, Piccenna, et al., 

2016). Maintaining and developing resilience is a protective factor to manage stress and 

prevent negative outcomes (Epstein, 2015, Taku, 2014). To help sustain resilience, reduce 

avoidable hospitalisation and prevent institutionalisation, there is an urgent need to develop 

stroke-specific transition care pathways and care models.  

Limitations 

The review has enabled the synthesis of studies with diverse research approaches providing a 

range of perspectives. We included all studies regardless of their quality as each contributes 

to the narrative of the investigation. Therefore, this may affect the credibility of findings and 

findings should be interpreted in this context. We limited the timeframe of transition care to 

six months not 12 months, as six months is the study timeframe for most poststroke transition 

care studies. This may have affected narratives, as transition experience is individualised and 

transition care for some survivors and caregivers may extend beyond six months after A
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discharge. Their perspectives are missed with the setting of this timeframe. Further reviews 

need to consider this limitation.  

CONCLUSION 

The first six months of the poststroke hospital to home transition is a challenging period for 

stroke survivors and caregivers. They need to adjust to a new life as well as navigate health 

and social care systems solo. Disjointed service provision further exacerbates the situation, 

which causes unmet needs and increases potential risk of hospitalisation and 

institutionalisation. This review highlights complex issues in poststroke hospital to home 

transition care and identifies gaps for further research.  

Implications for future research 

Further research should focus on stroke survivor and caregiver expectations of health and 

social care systems after discharge home, as this was not discussed in depth in the reviewed 

studies and post-discharge follow-ups were mostly short. Furthermore, health professionals’ 

perspectives of approaches to identifying and meeting transition care needs could be explored 

further. Moreover, there is scarce research evidence-informed clinical pathways and models 

particular to poststroke hospital to home transition care. Stroke-specific transition clinical 

pathways and care models will ensure consistent delivery of services and enable stakeholders 

to work in collaboration to meet care needs and expectations of stroke survivors and 

caregivers.  
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Table 1 Inclusion and exclusion criteria 

 

Items Inclusion criteria Exclusion criteria 

Types of 

study  

Original qualitative, quantitative, 

mixed method studies 

Pilot studies, scoping reviews, 

narrative reviews, systematic 

reviews, reports, conference 

proceedings, discussions or 

commentaries. 

Population Adult stroke survivors, carers and 

healthcare professionals aged 18 

years and above. 

 Stroke survivors younger 

than 18 years old. 

 Multiple patient population 

including brain tumour, 

traumatic brain injury, other 

neurological condition 

and/or other diagnosis 

where stroke specific data 

cannot be separated. 

 

Intervention/

Exposure 

Context & 

Outcome 

The experience, care needs, 

expectations of stroke survivors, 

their carers and healthcare 

professionals during hospital to 

home transition or a transition 

facilitating intervention up to 6 

months after discharge.   

 Post stroke long term 

experiences and needs (over 

6 months after hospital 

discharge).  

 Discharges to facilities other 

than home. 

 Studies conducted across 

multiple period of stroke 

trajectory where the 

transition period cannot be 

separated. 
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TABLE 2 Brief summary of the selected articles 

First author, year, 

country of origin 

Brief summary the selected articles (full description in Supplementary File S2) 

1. Almborg (2008), 

Sweden 

Cross sectional study examining stroke patients’ perceived participation in the discharge planning 

process. Descriptive findings showed poor engagement in decision making and goal setting. 

2. Almborg (2009), 

Sweden 

Cross sectional study examining stroke patients’ relatives’ perceived participation in the discharge 

planning process. Descriptive findings showed 80% perceived no participation.  

3. Bakas (2002),  

USA 

Qualitative study exploring self-reported needs and concerns of stroke family carer after discharged 

home. Findings indicated needs and concerns on various aspects of care. 

4. Cameron (2014), 

Canada 

Qualitative study exploring perceptions on weekend pass – a discharge planning tool for stroke 

patients. Weekend pass provided in home practice and informs future inpatient rehabilitation.  

5. Chouliara (2014), 

UK 

Qualitative study investigating perceived facilitator and inhibitors for a stroke supported discharge 

service. Findings highlighted specificity of the service and fragmented stroke care pathway. 

6. Cobley (2013),  

UK 

Qualitative study evaluating experiences of stroke survivors and carers on an Early Supported 

Discharge (ESD) service. Satisfied with home-based rehabilitation but post-ESD transition 

disjointed. 

7. Ellis-Hill (2010),  

UK 

Qualitative study to understand poststroke hospital to home transition experience. Recovery needs 

changed overtime. Stakeholders’ shared models of recovery were needed. 

8. Greenwood (2009), 

UK 

Qualitative ethnography exploring stroke carers’ experience in the first 3 months after discharge. 

Findings revealed uncertainty most striking for new carers and situation improved over time. 

9. Gustafsson (2013), 

Australia 

Qualitative study to understand the first month post-discharge experience. Strategies were identified 

to better prepare for discharge. Carer support needs were highlighted. 

10. Grant (2006),  

USA 

Quantitative survey to identify issues and associated feelings for stroke carer 2-3 months post-

discharge. Carers’ needs changed during transition and coped with caregiving better overtime. 

11. Hall (2012), 

Australia 

Mixed method study exploring transition experiences of nontraumatic brain injury patients. At 6 

months, physical and emotional function remained the same for 50% patients with lack of 

community support and difficulty navigating healthcare system. 

12. Lou (2017), 

Denmark 

Qualitative study investigating experience of ESD for mild stroke patients and partners. ESD 

supported a safe transition home but lacked focus on goal of returning to work. 

13. Nordin (2015), 

Sweden 

Qualitative study describing stroke patients’ expectations of coming home with home rehabilitation 

service. Mixed feelings with unrealistic high expectations of functional status. 

14. O’ Brien (2014), 

Australia 

Qualitative study examining healthcare providers’ (HCP) perceptions of stroke carer needs. Support 

for carers were crucial at discharge point. HCPs’ support to carers may be challenged by workload. 

15. Perry (2011), 

Australia 

Quantitative survey to describe stroke caregiving 1- and 3-months post-hospital discharge. Services 

were least satisfactory where they were most needs. Pre-discharge involvement was lacking. 

16. Pringle (2013),  

UK 

Qualitative study to understand the first month discharged home experiences. One-month post-

discharge a dynamic time. Family and social support facilitated reconnection to community. 

17. Rittman (2007), 

USA 

Qualitative study describing psychosocial experiences the first month after discharge. Survivors with 

high functional assessment scores could benefit from interventions preparing them for home. A
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18. Shyu (2008), 

Taiwan 

Randomised controlled trial examining the effects of a discharge planning program. Experimental 

group had significantly better preparation and greater satisfaction with meeting discharge needs. 

19. Simeone (2015), 

Italy 

Qualitative study describing experience of stroke survivors 3 months after discharge home. Stroke 

survivors experienced deeply changed life and viewed self as a burden to the family. 

20. Wong (2015), 

Hong Kong 

Randomised controlled trial testing the effects of a stroke transitional care intervention. Significantly 

better outcomes for intervention group in physical and mental wellbeing. 

21. Wood (2010), 

Canada 

Qualitative study exploring perspectives on the process of community reintegration. Community 

reintegration is a process of transitioning through series of goals. More participation with time. 

22. Wottrich (2012), 

Sweden 

Qualitative study describing expectations of stroke survivors 3 months after discharge home. 

Expectations changed over time. In-home practice beneficial prior to discharge. 

23. Young (2014), 

USA 

Qualitative study exploring the needs of spousal carers during hospital to home transition. 

Unprepared carers would benefit from an early carer assessment with transitional planning. 
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FIGURE 1 Review flow diagram  
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Browse title and abstract of each item (N=5773) 

Items excluded (N=5515) 

Full-text articles evaluated for eligibility (N=258) 

Full-text articles excluded (N=238) 

Studies not meeting the review inclusion criteria (n=221) 

Duplicated articles (n=12) 

Non-research articles (n=5) 

Full-text articles include for review (N=23) 

Studies from manual searching reference list of included articles (N=3) 

• Qualitative studies (n=16) 

• Randomised Controlled Trials (n=2) 

• Quantitative studies (n=4) 

• Mixed method study (n=1) 
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FIGURE 2 Convergent qualitative synthesis adapted from Treacy and Stayt (2019) 

Familiarising 
with data 

•Extract data (quotations, numbers and narratives) from each selected article based on the review 
question. 

•Present data in method-specific data extraction tables for comparison and analysis in parallel. 

•Read and re-read data in their original format to grasp meanings. 

Generating 
initial codes 

•Identify initial codes from the analysis of data. 

•Constantly compare codes with original studies and ensure emerging findings remain truthful to 
original findings/results. 

•Group similar codes. 

Searching for 
themes 

•Sort and collate the group codes and their supporting data into initial themes informed by the review 
question and the theoretical framework. 

•Constantly refer to the raw study data to ensure the generation of initial themes reflects the original 
findings. 

Reviewing 
themes 

•Review the coded data to validate the initial codes, group codes and initial themes. 

•Change the initial codes, group codes and initial themes until consensus have been achieved in the 
team. 

Defining and 
naming themes 

•Refine the initial themes by considering how they best fit into the whole data set, the review question 
and the theoretical framework. 

•Achieve consensus on the name of each theme that gives readers a sense of the meaning of the 
theme. 

Producing the 
report 

•Produce short quotes and/or narrarive findings from the original study to enhance the understanding 
of findings. 
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