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Abstract 

Background: Disability following a stroke often requires family, commonly a spouse, to 

provide care enabling the stroke survivor to return home. Immediate or extended 

family and friends may help provide direct care, or support the primary caregiver. 

While family members share the common stroke experience, this is lived within the 

context of separate lives. Research examining the individual nuances, roles and 

contribution of family and/or friends forming part of collective stroke networks, has 

largely been overlooked.  

Aim: Ethical approval was granted for this New Zealand study which aimed to explore 

the lived-experience of three stroke family members during the eighteen months 

following a first-ever stroke. 

Methods: Hermeneutic phenomenology guided the study. Informed consent was 

obtained prior to individual interviews conducted six weeks, twelve months and 

eighteen months post-stroke.  

Findings: Three main themes emerged: (i) Being prepared, (ii) Where you stand 

changes the view and (iii) Relinquishing and reclaiming. Being prepared revealed how 

family members anticipated the stroke and drew on personal and professional 

experience in facing the phenomenon. The second theme showed the influence of 

expectation and positionality on family members’ experiences. Relinquishing and 

reclaiming identified loss, grief and a quest for equity in the synthesis of competing 

stroke survivor and caregiver desires.     

Conclusions: Familiarity with the caregiving role and experience of unreliable 

community services led stroke family members to question their ability to continue 

caregiving following a family member’s first-ever stroke. Caregivers were physically 

and emotionally spent and rest-home care for the survivor became the only self-

preserving option. A new caring arrangement was formulated seeking equity for both 

stroke survivor and caregiver. 

Keywords: Stroke, Lived-experience, Phenomenology, Family, Caregivers, Carers, 

Institutionalisation, Rest-home, Nursing-home. 
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Preface 

The research question “what is the lived-experience of stroke family members during 

the first 18 months post-stroke?” guided this study. It investigated the lived-

experiences of a female spousal caregiver following her husband’s first-ever stroke, 

and that of her two friends who draw together as a stroke family, during the first 

eighteen months post-stroke.  

This thesis is presented in three parts. Part one comprises two chapters. Chapter one 

includes background information and a literature review to contextualise for the 

reader the phenomenon of stroke and its impact on the lives of stroke families. 

Chapter two discusses methodology and research method.  

Part two is presented as a manuscript in the layout prescribed in the Scandinavian 

Journal of Caring Science Author Guidelines (Appendix A).  

Part three contains the appendices including journal publication guidelines, project 

overview, ethics approval, participant information and consent, and demonstration of 

engagement with the research data in thematic formulation.   
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Glossary 

 

Stroke survivor: a person who has experienced a stroke and continues to live. 

Informal caregiver / family caregiver / community caregiver: These terms are used 

inter-changeably and refer to a person providing unpaid care for a stroke survivor in 

the home environment. 

Primary caregiver: The person primarily responsible, or providing the majority of care, 

for the stroke survivor. 

Secondary caregivers: Others assisting the primary caregiver in providing care for the 

stroke survivor, or who provide support to the primary caregiver. 

Māori: Indigenous New Zealander (Moorfield, 2012). 

Pākehā: New Zealander of European descent (Moorfield, 2012). 

 Whānau: family group, which can include extended family members and sometimes 

close friends (Moorfield, 2012).  

Stroke family: people in close personal relationship with the stroke survivor but not 

limited to those with genetic links. 
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Part One 

Chapter One: Introducing the Research 

 

The following background information and literature review contextualises the thesis 

topic and demonstrates the need for the current research study. This is followed with 

discussion on how the research was carried out.  

Background 

A basic understanding of the pathophysiology and epidemiology of stroke provides 

important background in comprehending the extent, impact and ramifications of this 

condition on stroke family members.  

Pathophysiology of stroke 

Stroke is the brain’s equivalent of a heart attack. It occurs when the blood supply to a 

part of the brain is interrupted. This may be due to infarction (ischemic stroke) or 

rupture (haemorrhagic stroke) of a cerebral artery (National Institute of Neurological 

Disorders and Stroke, 2014). The resulting loss of blood supply to a region of the brain 

causes damage to brain tissue and neurological symptoms will depend on which 

cerebral blood vessel has been affected. Common clinical features of different types of 

stroke have been classified (Muir, 2013).  Most strokes are not fatal. Approximately 

30% of stroke survivors will experience permanent disability, including loss or 

impairment of speech, sight and mobility (National Institute of Neurological Disorders 

and Stroke, 2014). Physical impairments may also be accompanied by emotional and 

behavioural changes (Stroke Foundation of New Zealand, 2014a).  

Stroke internationally 

World-wide, one in six people will experience a stroke (World Stroke Organization, 

2012). Of the fifteen million people who experience a stroke each year, five million will 

be permanently disabled (World Health Organization, 2014).  A recent epidemiological 

study assessing stroke trends reviewed literature between 1990 and 2010 (Feigin et 

al., 2013). It found that the number of people experiencing first strokes (16.9 million) 
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and the number of stroke survivors (33 million) has significantly increased since 1990. 

Of noteworthy concern were the findings that 31% of strokes were in children (aged 

<20 years old) and young and middle-aged adults (20-64 years). Stroke in these 

younger age groups occurred predominantly in low and middle-income countries 

(Feigin et al., 2013). The authors predict that if current stroke trends persist, there will 

be 70 million stroke survivors globally by 2030. 

Stroke in New Zealand 

Stroke is a leading cause of disability in New Zealand. Compared with other developed 

nations where the incidence of stroke is declining, the rate of decline in New Zealand 

is four times slower (Feigin, Lawes, Bennett, Barker-Collo, & Parag, 2009). For Māori 

and Pacific populations the situation is even worse with statistics comparable with 

those in developing nations (Feigin, McPherson, Barker-Collo, & Krishnamurthi, 2014). 

These statistics, considered alongside the fact that the fastest growing segment of the 

New Zealand population is the elderly, among whom most strokes occur (Feigin et al., 

2014), means that the social and economic impacts of stroke cannot be ignored. Every 

day 24 New Zealanders will experience a stroke (Stroke Foundation of New Zealand, 

2014b). New Zealand men experience higher rates of stroke and, on average, will have 

their first stroke five to ten years earlier than women (Dyall et al., 2006). This may be a 

reason that women are more strongly represented among stroke family caregivers. 

Sixty thousand New Zealand stroke survivors depend on informal caregivers to remain 

living in the community (Stroke Foundation of New Zealand, 2014b). For some, the 

need for assistance will persist throughout their life.  

The need for stroke family caregivers  

The disparity between the activities stroke survivors need to perform, and their actual 

ability, mean they often require assistance from other people (Jaracz, Grabowska-

Fudala, Górna, & Kozubski, 2014). Family and friends who provide unpaid support are 

referred to as informal or family caregivers. They are pivotal in stroke survivors’ 

recovery and outcomes (Gillespie & Campbell, 2011; Jaracz et al., 2014). In addition to 

their social value, family caregivers are of economic importance. In western countries 

stroke-related spending accounts for approximately 3-4% of total health care 

expenditure (Struijs et al., 2006). As the global population greys, demand for stroke 
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funding will increase, concurrent with government health funders’ diminishing 

resources (Anderson, Linto, & Stewart-Wynne, 1995; van Eeden, van Heugten, & 

Evers, 2012). It is predicted that direct stroke medical costs will rise by a staggering 

257% between 2010 and 2030 (American Heart Association, 2014). One way to 

mitigate these costs is the early discharge of stroke survivors into the care of family 

members (Lui, Lee, Greenwood, & Ross, 2012; Lutz, Young, Cox, Martz, & Creasy, 

2011). However, this socioeconomic contribution often comes at a personal cost to 

caregivers who are largely unprepared, unrecognised and undervalued (Dow & 

McDonald, 2007; Moore & Gillespie, 2014). 

The importance of informal caregivers, which may include immediate and extended 

family members or friends, is gaining recognition in New Zealand. Legislation has 

recently begun to acknowledge their contribution with the provision of support, 

resources and funding (Ministry of Social Development, 2014). In order for health, 

support and funding agencies to deliver appropriate services and get `the most bang 

for their buck’ an understanding of who stroke caregivers are, what they experience 

and need, must be understood. 

Research need  

Becoming and living as a stroke family often occurs without deliberation. Family 

members share the common experience but this is lived within the context of 

individual members’ daily lives. These individual nuances impact the experiences, 

roles and contribution of members within the stroke family.  Most stroke family 

research focuses on spousal caregivers, commonly the stroke survivor’s wife (Green & 

King, 2009; Hogan & Saban, 2012). Research into non-spousal family members’ 

experiences are beginning to emerge (Bastawrous, Gignac, Kapral, & Cameron, 2015; 

L. Jones & Morris, 2012). This is, however, still scant and has not been examined 

longitudinally. Where non-spousal family members and friends are included in studies, 

there is a tendency to homogenise participants’ experiences, obscuring the influence 

of relationship, personal and contextual factors (Bäckström & Sundin, 2009; 

Wallengren, Segesten, & Friberg, 2008). Glimpses of peripheral family and friends who 

form part of caregiving networks can be seen at the fringes of the literature (Cecil, 

Thompson, Parahoo, & McCaughan, 2013) and the experiences of these individuals 
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need to be brought into focus.  Stroke family studies providing multiple family 

members’ perspectives are uncommon (Kitzmüller, Asplund, & Häggström, 2012). 

Despite the stroke family journey being a dynamic one (J. I. Cameron & Gignac, 2008) 

only one study was found that longitudinally examined the multi-perspective 

experiences of stroke family members (Fischer, Roy, & Niven, 2014). It considered only 

the first six-months post-stroke. The current study aimed to extend these findings by 

elucidating the lived-experiences of three members of a non-biological stroke family 

during the first 18 months post-stroke.  

In response to an identified need to improve support and outcomes for 

families/whānau of stroke patients in an Auckland hospital stroke ward, the `Stroke 

Family/Whānau Project’ was developed (Appendix B). It aimed to promote 

understanding and inform policy development for stroke families/whānau, in 

whatever configurations these families may present. This study was undertaken as a 

stand-alone investigation to interpret the lived-experiences of the members of one 

non-biological stroke family during the first eighteen months following a family 

member’s first-ever stroke. Data were gathered at six weeks, twelve months and 

eighteen months post-stroke. Findings will concurrently contribute to the parent 

project.  

 

Literature Review 

The aim of this review is to uncover what is known about the collective and wider 

stroke family experience that may include multiple family members and/or friends. A 

literature review for hermeneutic research differs from that conducted for a 

quantitative study. The main purpose is to provide context, make the phenomenon 

more visible, provoke thinking and encourage dialogue with the reader, rather than 

provide a definitive summary and critique of the most current literature (Smythe & 

Spence, 2012). Smythe and Spence (2012) encourage the inclusion of poetic, 

philosophic and fictional writings to draw readers into thoughtful dwelling on the 

literature presented. For this reason, in addition to a formal literature search, 

supplementary literature, if relevant to the study, was included for consideration. 
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Search strategy  

An electronic search was undertaken of the Ebsco health database (Academic Search 

Complete, AMED, CINAHL, Health Source: Nursing/ Academic Edition, MEDLINE, 

Psychology and Behavioural Sciences Collection, SocINDEX and SPORTdiscus), 

ScienceDirect, and Google Scholar databases for full-text, articles published between 

2008 and 2015 using the search terms stroke family care* AND (“experience” OR 

“lived-experience”). Additional search terms, in various combinations, included: 

“family life”, “family relationships” and “extended family”. 

Inclusion/exclusion criteria  

All study designs were acceptable but there was a stronger orientation toward 

qualitative, experiential studies exposing the life-world of stroke families.  Studies 

were included if they reported experiences of primary stroke caregivers or other 

stroke family members, either individually or collectively. Dyad studies were only 

included if the caregiver’s perspective could be extracted. Additional articles for 

inclusion were identified from reference lists. Supplementary literature identified 

independently or subsequent to the literature search was included if deemed relevant 

to the study. Studies were excluded if not published in English language. 

Background of informal stroke caregiving 

The impact of stroke extends beyond the stroke survivor to family members who are 

very suddenly and unexpectedly thrust into the caregiving role (Wallengren, Friberg, & 

Segesten, 2008). Informal stroke caregivers are commonly the survivor’s spouse but 

may be other family members or friends (Greenwood, Mackenzie, Harris, Fenton, & 

Cloud, 2011).  

Survivors return to the community with varying degrees of physical and cognitive 

impairment (J. I. Cameron & Gignac, 2008). Recovery time will depend on stroke 

severity and between 50-70% of stroke survivors will regain functional independence 

(American Heart Association, 2014). For those experiencing permanent disability, 

family caregivers are the keystone to continuing community living. Some stroke 

survivors will require around the clock care, especially in the initial stages (Bulley, 

Shiels, Wilkie, & Salisbury, 2010; Wallengren, Segesten, et al., 2008). Possibly due to 
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caregiving demands, in conjunction with limited caregiver ability, poor survivor 

function or a deterioration in the stroke survivor’s condition (Cheng, Chair, & Chau, 

2014; Salter, Zettler, Foley, & Teasell, 2010), 20% of stroke survivors will require 

institutional care three months post-stroke (American Heart Association, 2014). For 

stroke survivors, optimal physical function is usually achieved during the first year 

(Anderson et al., 1995; Green & King, 2007), but many will continue to have residual 

physical and cognitive limitations, requiring ongoing assistance with daily activities 

(Rigby, Gubitz, & Phillips, 2009).   

Impact of stroke on caregivers 

In contrast to other chronic illness where caregivers establish themselves over a 

period of time, becoming a stroke caregiver is commonly an abrupt event (Gillespie & 

Campbell, 2011; Green & King, 2007; Lutz et al., 2011).  Soon after the stroke there is 

little certainty about how severely the survivor has been affected and some caregivers 

unfavourably compare stroke to heart attack or cancer which are seen as more 

predictable (Greenwood, Mackenzie, Wilson, & Cloud, 2009). Family members 

experience a whirlwind of emotions spiralling between panic, fear, anxiety, 

depression, guilt, frustration, impatience, apathy, mixed with joy and relief (Anderson 

et al., 1995; Kitzmüller et al., 2012; Wallengren, Friberg, et al., 2008). There is 

uncertainty about the immediate and distant future, what this means for the stroke 

survivor and themselves, prompting caregiving family members to reflect on their own 

mortality (Lee & Mok, 2011; Pereira & Rebelo Botelho, 2011). Caregivers feel as if their 

lives have been turned upside down and that they have little control over 

circumstances (Bulley et al., 2010). Those with previous caregiving experience suffer 

less uncertainty, adapt sooner and are more easily able to identify positive results 

from their situation (Greenwood, Mackenzie, Wilson, et al., 2009). Therefore, 

information provision and health professionals making themselves available to answer 

family members’ questions is important for families to manage their circumstances.   

Caregivers experience an increased workload, taking on tasks previously done by, or 

shared with, the stroke survivor (Cecil et al., 2013; Green & King, 2009), new caring 

tasks (Kruithof, Visser-Meily, & Post, 2012; Pellerin, Rochette, & Racine, 2011) and role 

reversals (Buschenfeld, Morris, & Lockwood, 2009; Thomas & Greenop, 2008). Caring 
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for a stroke survivor is often multi-faceted and caregivers undertake nursing and 

physical therapy duties (Kitzmüller et al., 2012; C. Williams, 2012), provide personal 

care (Eaves, 2006; Lee & Mok, 2011), act as protectors, interpreters, intermediaries 

and advocates (Kitzmüller et al., 2012; Lee & Mok, 2011; Rochette et al., 2014; 

Thomas & Greenop, 2008) and filter communication to shield, encourage and 

emotionally support the stroke survivor (Eaves, 2006; Kitzmüller et al., 2012). Stroke 

survivors’ requirements are prioritised as caregivers denigrate their own needs 

(Buschenfeld et al., 2009; Greenwood & Mackenzie, 2010) but these self-sacrificing 

efforts often go unnoticed (Pereira & Rebelo Botelho, 2011; Wallengren, Segesten, et 

al., 2008). Caregivers with other caregiving responsibilities describe additional strain 

as they attempt to juggle competing demands (Cecil et al., 2013; Perry & Middleton, 

2011). Family members need to be alerted to the challenges of caregiving and health 

professionals are well placed to provide information of support services and to 

emphasise the importance of self-care. 

Many caregivers experience reduced participation in life. Outings are limited or 

curtailed due to the survivor’s apathy, lack of motivation or confidence (Anderson et 

al., 1995; Cecil et al., 2013). Valued activities are set aside (Graven, Sansonetti, 

Moloczij, Cadilhac, & Joubert, 2013; Greenwood, Mackenzie, Cloud, & Wilson, 2010) 

and personal plans have to be changed (Bulley et al., 2010; Oupra, Griffiths, Pryor, & 

Mott, 2010). Caregivers feel unable to go out leaving the stroke survivor at home 

unattended, fearing they might fall, suffer a recurrent stroke (Anderson et al., 1995), 

or feel guilty about going out and having fun alone (Greenwood et al., 2010). Time 

away from the stroke survivor is often used to run errands (Anderson et al., 1995). 

Caregivers feel trapped and imprisoned in their homes (Bulley et al., 2010; Greenwood 

et al., 2010) and have their usual routines disrupted by the survivor’s increased 

presence (Graven et al., 2013). Even when away from the stroke survivor, caregivers’ 

thoughts are constantly with them (Cecil et al., 2011; Lee & Mok, 2011). Socialising 

with friends becomes difficult (Bulley et al., 2010; Cecil et al., 2013) and caregivers 

experience isolation and loneliness (Buschenfeld et al., 2009; Thomas & Greenop, 

2008). Stroke family education must emphasise the importance of maintaining social 

connections. 
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Over time, some caregivers are able to set aside feelings of guilt and worry and go out 

by themselves leaving the survivor home alone or in the care of others (Bäckström & 

Sundin, 2009; Graven et al., 2013). Other caregivers resign themselves to the 

restrictions and devote themselves to caring for the stroke survivor (Wallengren, 

Segesten, et al., 2008). Some older caregivers do not find the stroke to be socially 

restraining as chronic health conditions had already restricted their lives prior to the 

stroke (Greenwood et al., 2010).   

Despite many reported negative experiences, some family members tell of positive 

changes for themselves and family life following the stroke including closer family 

relationships, pride in their abilities, fulfilment and satisfaction (Bäckström & Sundin, 

2010; Greenwood, Mackenzie, Cloud, & Wilson, 2009; Kitzmüller et al., 2012; Kruithof 

et al., 2012) and further studies investigating these positive constructs are required.   

Changes in the stroke survivor’s functional status during recovery and in the chronic 

phase, when combined with other intrinsic and extrinsic factors, will influence the 

impact and the experiences of stroke caregivers (Cecil et al., 2013).  

Intrinsic factors influencing impact on caregivers 

Physical health. Numerous caregivers experience a decline in their physical 

health due to the unrelenting nature of caregiving (Bulley et al., 2010; Salter et al., 

2010). Many caregivers are elderly and have existing health conditions such as 

arthritis, asthma, epilepsy, cancer, or cardiovascular disease, making physical 

caregiving challenging (Arabit, 2008; Bulley et al., 2010; Cecil et al., 2011). It is not 

uncommon for caregivers to fall and hurt themselves while helping stroke survivors, or 

to be injured assisting them in getting up (Lutz et al., 2011). Sleeping difficulties, 

exhaustion, weight loss and increased incidence of illness are attributed to the strain 

of providing care (Lee & Mok, 2011; Pierce, Thompson, Govoni, & Steiner, 2012; 

Thomas & Greenop, 2008). Caregivers perceive their health as fundamental to them 

being able to continue caring for their loved-ones (Cecil et al., 2013; Pierce et al., 

2012). Despite these reports, a literature review of quantitative studies (n=16) 

providing longitudinal data of physical health, concluded that stroke caregiving does 

not necessarily result in a deterioration of caregivers’ physical health (Salter et al., 
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2010). Included studies were of variable duration, the longest of which provided data 

up to 24 months. The authors do, however, call for further research to examine for 

associations between psychological distress and physical health, although a 

relationship between poor caregiver emotional and physical health has previously 

been established (Greenwood, Mackenzie, Cloud, & Wilson, 2008).  

It is suggested that in the early stages, caregiving tasks are more physically demanding 

but that this changes over time (Bulley et al., 2010; Jaracz et al., 2014). A study 

examining the relationship between caregiver burden, time spent caring and health 

status found that at 12 months improved survivor function reduced the amount of 

time undertaking caregiving tasks (Tooth, McKenna, Barnett, Prescott, & Murphy, 

2005). It also found a shift in the allocation of caregivers’ time from basic, more 

physically demanding activities (eating, bathing, dressing), to lighter, instrumental 

activities (telephone calls, reading, travel arrangement). Only primary caregivers were 

recruited to this study.  

Psychological/emotional health.  

Burden. Unskilled and inexperienced caregivers experience increased burden 

which has a negative impact on their quality of life (Ogunlana, Dada, Oyewo, Odole, & 

Ogunsan, 2014).  Burden is a multi-faceted construct encompassing caregivers’ 

physical, psychosocial, emotional and economic domains (Rigby, Gubitz, & Phillips, 

2009). All are negatively affected to some degree by caregiving (Gbiri, Olawale, & 

Isaac, 2015). In a longitudinal study assessing caregiver burden among caregivers of 

mild-to-moderately impaired community-dwelling stroke survivors, 44% of the 88 

participants reported considerable burden six months after discharge and 30% were 

still experiencing notable burden at five years (Jaracz et al., 2015). Contrarily, a three 

year study by Visser-Meily, Post, van de Port, van Heugten, and van den Bos (2008) 

found a significant reduction in caregivers’ burden over time, making it hard to draw 

conclusions based on these studies.  The variability of burden levels may be attributed 

to different stroke survivor and caregiver factors. Greater caregiver burden is 

experienced when the stroke survivor has less functional ability (Jaracz, Grabowska-

Fudala, & Kozubski, 2012; Ogunlana et al., 2014), a closer caregiver-survivor 

relationship exists (Gbiri et al., 2015; Yu, Hu, Efird, & McCoy, 2013), the caregiver has 
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other caring responsibilities (Perry & Middleton, 2011; Tooth et al., 2005), or the 

caregiver has been caring for a longer duration (Kamel, Bond, & Froelicher, 2012; 

Ogunlana et al., 2014). Burden is also greater when having to provide more hours of 

daily care (Jackson, Turner-Stokes, Murray, Leese, & McPherson, 2009; Rigby, Gubitz, 

& Phillips, 2009), although this is not true for all caregivers (Kamel et al., 2012). 

Greater burden is experienced by families with young children (Visser-Meily et al., 

2008) but an apparent contradiction exists with findings of another study showing the 

presence of young children not to affect the life satisfaction of spousal caregivers, 

despite there being an inverse relationship between burden and life satisfaction 

(Kruithof et al., 2012).  

Distress. Over half of stroke caregivers experience emotional distress, 

especially if the stroke has resulted in dementia and/or abnormal behaviour 

(Anderson et al., 1995). Caregivers generally view the stroke more negatively than the 

stroke survivor and caregivers with a more negative perception experience greater 

distress (Twiddy, House, & Jones, 2012). Simon, Kumar, and Kendrick (2008) found 

that many caregivers experience significant distress at seven weeks post-discharge 

and for some, the same levels of distress were present at 15 months. Despite it being 

warranted, only 10% of those with high distress scores received treatment (Simon et 

al., 2008), indicating a potential for intervention. 

Depression. Approximately 50% of stroke caregivers experience depression 

(Anderson et al., 1995; Cumming, Cadilhac, Rubin, Crafti, & Pearce, 2008). Greater 

levels of depression are associated with poorer stroke survivor function (Chumbler, 

Rittman, & Wu, 2008), more adverse events in the previous six months and poor 

caregiver self-rated health (Lau, Tang, Wong, Mok, & Ungvari, 2012). Caregivers with 

better education levels appear to have a stronger sense of coherence, experience less 

depression and cope better (Chumbler et al., 2008). 

Quality of Life. Most stroke caregivers experience a deterioration in their 

quality of life (Jaracz et al., 2014). Deterioration is predominantly experienced in the 

first six months of becoming a caregiver and then remains relatively static with poor 

quality of life persisting in the longer term (Jaracz et al., 2014). Caregivers with greater 
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levels of education and those who employ planning as a coping strategy, experience a 

better health-related quality of life (Yu et al., 2013). 

Life satisfaction. Caregivers experience greater life satisfaction when they have 

a supportive social network (Adriaansen, van Leeuwen, Visser-Meily, van den Bos, & 

Post, 2011). Although social support, along with life satisfaction, does wane in the 

longer-term, positive caregiving experiences, fewer new tasks as a result of the stroke 

and better survivor cognition and function, have a positive effect on caregivers’ life 

satisfaction (Kruithof et al., 2012). This Dutch study is the first to discuss a buffer 

effect of positive caregiving experiences on life satisfaction. 

Coping. Two reviews of qualitative studies focus on stroke caregivers’ coping 

strategies, which are discussed below (Ang, Chow, & Poon, 2013; Greenwood, 

Mackenzie, Cloud, et al., 2009). Both reviews specifically exclude studies that include 

secondary caregivers. Nevertheless, this group is identified in the systematic review by 

Greenwood, Mackenzie, Cloud, et al. (2009) as important, seldom considered and 

regarding whom little research exists. The absence of a table setting out the 26 studies 

examined in the later review (Ang et al., 2013) makes it difficult to clearly identify the 

studies under review. Caregivers describe living one day at a time and avoiding 

thoughts about the future (Bulley et al., 2010; Wallengren, Friberg, et al., 2008), 

acceptance of and adaption to, their altered life situation (Bäckström & Sundin, 2009; 

Graven et al., 2013), focussing on positives and holding on to hope (Bäckström & 

Sundin, 2010; Kitzmüller et al., 2012), humour (Buschenfeld et al., 2009; Pierce et al., 

2012), depending on others for support (Cecil et al., 2013; Eaves, 2006), maintaining 

social interactions and personal interests (Arabit, 2008; Thomas & Greenop, 2008), 

having time away from the stroke survivor (Graven et al., 2013; Kitzmüller et al., 

2012), planning (Greenwood et al., 2010) and comparison with others worse off 

(Buschenfeld et al., 2009; Greenwood, Mackenzie, Wilson, et al., 2009). Some family 

members identify sharing their feelings with others as helping them cope (Arabit, 

2008; Bäckström & Sundin, 2010) while other talk of suppressing feelings and 

focussing on practical tasks as a coping strategy (Buschenfeld et al., 2009). Some 

caregivers appear to be coping well, but this can be a façade concealing true feelings 

of struggling to manage (Cecil et al., 2011; Lee & Mok, 2011).  
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Gender.  A secondary data analysis of email conversations posted on a stroke 

caregiver website indicates gender-specific support approaches and requirements. 

Female caregiver entries were generally longer, more vague, shared personal 

experiences and sought support in contrast to entries by male caregivers which were 

commonly direct, single-sentence questions seeking a specific answer, and task 

oriented (Pierce et al., 2010). Female caregivers appear to rank social relationships 

more highly than male caregivers as reflected by one female spouse’s comment: 

“women can’t manage without their friends whereas men don’t seem to think that’s 

important” (Cecil et al., 2011, p. 1727). 

Larson et al. (2008) measured psychological well-being and general life situation over 

the period of a year and concluded that female spouses (n=80) were more negatively 

affected by their husbands’ stroke than male spousal (n=20) caregivers. To obtain a 

clearer understanding of why this might be, qualitative studies expanding on the work 

of these authors’ is needed. 

Religion, culture and ethnicity.  Many caregivers discuss their faith and 

spiritual practices as guiding and sustaining them, and providing them with patience 

and strength to cope. This perception appeared more frequently in non-Caucasian 

studies (Arabit, 2008; Dalvandi et al., 2011; Strudwick & Morris, 2010). Some families 

have a culture of `keeping caring in the family’ (Buschenfeld et al., 2009; Strudwick & 

Morris, 2010) and avoiding institutionalisation of their family member (Arabit, 2008; 

Cecil et al., 2013). Cultural and ethnic variations in family structure and patterns of 

caregiving are identified as influencing who takes on the role of caregiver, either 

individually or collectively (Dalvandi et al., 2011; Hinojosa, Zsembik, & Rittman, 2009). 

An Indian participant in L. Jones and Morris’ (2012) study identified a cultural 

expectation that immediate and extended family members would participate in 

providing care. Hinojosa et al.’s (2009) longitudinal research examining the structure 

of Puerto Rican, African American and White caregiving networks, was one of the few 

studies that included the primary caregiver and one to two others identified by the 

primary caregiver as helping to provide care to the stroke survivor. Higher levels of co-

residence by children and extended family among Puerto Ricans and African 

Americans expanded the pool of resident caregivers. Quantitative data collected at 
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baseline, six months and one year post-discharge showed most change occurring in 

Puerto Rican networks which both expanded and contracted over the course of the 

year, suggesting rotation of caregivers. A cross-sectional African American study, 

providing the perspectives of both primary and secondary caregivers, was able to 

identify more than two secondary caregivers in all eight participating families (Eaves, 

2006). Possibly due to cultural expectations and a filial duty to care for parents there 

appears to be a higher representation of adult-children caregivers in African studies 

(Gbiri et al., 2015; Ogunlana et al., 2014) and Asian studies (Oupra et al., 2010; Yu et 

al., 2013). Illustrating this cultural expectation of care, participants in a Chinese 

dementia study viewed nursing home placement of a family member as sinful and in 

direct conflict with filial duty (Chang, Schneider, & Sessanna, 2011). Some New 

Zealand cities have large immigrant populations who, absent from traditional support 

networks and caught by cultural norms, might be particularly vulnerable and require 

additional support. 

Extrinsic factors influencing impact on caregivers 

Stroke survivor characteristics. Caregivers’ emotional well-being is responsive 

to physical and cognitive changes in the stroke survivor (Jaracz et al., 2014; Kruithof et 

al., 2012). When both are present, caregivers experience greater burden (Tooth et al., 

2008). Survivors’ personality changes, behavioural problems and emotional lability are 

perceived as harder to manage than their physical deficits (Bäckström & Sundin, 2010; 

Gillespie & Campbell, 2011). Similar findings exist in dementia and other brain injury 

populations (Jackson et al., 2009). Mood swings, verbal abuse, non-compliant 

behaviour and crying cause feelings of fear, frustration, irritation and helplessness in 

caregivers (Arabit, 2008; Lee & Mok, 2011). Stroke survivor depression (Kamel et al., 

2012; Lau et al., 2012) and suicidal behaviour (Kitzmüller et al., 2012) strains 

caregivers’ ability to cope. Health professionals give little warning regarding stroke 

survivors’ emotional changes and caregivers report being unprepared for these (Bulley 

et al., 2010; Perry & Middleton, 2011). Stroke survivor dependency and increased 

presence in the home leaves some caregivers feeling smothered and desperate for 

time apart from the stroke survivor (Graven et al., 2013; Green & King, 2009; 

Kitzmüller et al., 2012). Survivors’ over-estimation of their abilities and engagement in 
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risky behaviours require caregiver vigilance which creates tension (Graven et al., 2013; 

Wallengren, Friberg, et al., 2008). 

Caregivers experience more negative effects from their caregiving role if survivors are 

male, older (Rigby, Gubitz, Eskes, et al., 2009), incontinent (Oupra et al., 2010; Rigby, 

Gubitz, Eskes, et al., 2009), have other concomitant chronic conditions (Dalvandi et al., 

2011; Yu et al., 2013) and require multiple medications (Lutz et al., 2011). Aphasia 

stands out as a particularly challenging consequence of stroke (Arabit, 2008; Kamel et 

al., 2012; Kitzmüller et al., 2012), along with swallowing and feeding difficulties (Kamel 

et al., 2012; Oupra et al., 2010).  

Family and social relationships.  Anderson et al. (1995) found that 35% of 

family relationships are adversely affected by a stroke. Reasons include feelings of 

neglect among other family members (L. Jones & Morris, 2012; Kitzmüller et al., 2012; 

Pellerin et al., 2011), tensions arising as a result of the stroke survivor’s behaviour 

(Graven et al., 2013; Perry & Middleton, 2011; Thomas & Greenop, 2008) and anger at 

the stroke survivor sometimes being deflected onto others (Anderson et al., 1995). 

Family members’ experiences will vary depending on their relationship to the stroke 

survivor (Gillespie & Campbell, 2011). A recent longitudinal investigation including 

family members in addition to the primary caregiver, provides a fuller picture of the 

impact a stroke has on family relationships outside of the stroke survivor-primary 

caregiver dyad. Although the small sample might be considered a limitation of the 

study, the examination of multiple family members’ perspectives over time, provides a 

depth of understanding not usually available in current qualitative literature (Fischer 

et al., 2014).  

Spouses/partners.  In many instances spousal caregivers perceive the survivor 

as a changed person, a stranger in the home (Bäckström & Sundin, 2010; Buschenfeld 

et al., 2009; Kitzmüller et al., 2012). A significant deterioration in caregiver-survivor 

relationship quality is experienced in the initial weeks after discharge (Simon et al., 

2008).  Stroke survivors’ constant, unrelenting dependence is likened to having 

children again, requiring a sitter to enable caregivers to go out (Greenwood et al., 

2010; Pierce et al., 2012). Spouses express feelings of loss and grief as intimate 
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relationships assume characteristics of friendships, or those of parent-child 

(Bäckström & Sundin, 2009, 2010). Ambiguous feelings of deep togetherness within a 

dead marriage create a love-hate relationship with the person the stroke survivor was, 

and now is (Bäckström & Sundin, 2009; Perry & Middleton, 2011). Three years post-

stroke family and partner relationships deteriorate as sex-life and relationship 

harmony wanes (Visser-Meily et al., 2008). Companionship, especially with aphasic 

survivors, is lost causing spouses to feel isolated and lonely (Arabit, 2008; Thomas & 

Greenop, 2008).  Survivor personality changes and physical limitations brought about 

by the stroke result in loss of  spontaneity (Kitzmüller et al., 2012; Thomas & Greenop, 

2008) and forfeiture of individual and shared activities, especially among older 

spouses who do not enjoy going out on their own (Arabit, 2008; Greenwood et al., 

2010). 

Some caregivers see the future as bleak, to be dreaded and endured (Bäckström & 

Sundin, 2010; Cecil et al., 2011; Pierce et al., 2012). They dream of being set free 

(Bäckström & Sundin, 2009), or harbour thoughts of death as a way of escaping their 

predicament (Lee & Mok, 2011; Pierce et al., 2012). Others reach a point where they 

see no alternative but to divorce in order to preserve themselves (Bäckström & 

Sundin, 2009). Imbalances in mutuality and reciprocity occur (Green & King, 2009). 

Relationships of shorter duration commonly end within the first year after the stroke 

(Kitzmüller et al., 2012).  

A deterioration in spousal relationships is not uniform. Some spouses identify a closer 

relationship with the stroke survivor, with improved communication, valuing each 

other more and having life put into perspective (Green & King, 2009). Mitigating 

factors identified are length and stability of the marriage (Kitzmüller et al., 2012; 

Thomas & Greenop, 2008). A cross-sectional postal survey, forming part of a larger 

project, examined quality of life, relationship satisfaction, balance and reciprocity 

among 56 stroke dyads. To control for effects of dyad relationships on results, the 

caregiver sample was restricted to partners of the stroke survivor. Results revealed 

that despite almost a third of partners doing more for the survivor than was done for 

them, nearly 90% of couples reported satisfaction in their relationships (C. J. 

McPherson, Wilson, Chyurlia, & Leclerc, 2011). This appeared to be related to pre-
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stroke equity in the relationship and is reported elsewhere (Cecil et al., 2013). In other 

studies, however, this contributory imbalance between partners is perceived 

negatively (Bäckström & Sundin, 2009; Green & King, 2009; Thomas & Greenop, 2008) 

and is seen by some as an obligation or duty (Arabit, 2008; Cecil et al., 2011; Lee & 

Mok, 2011; Strudwick & Morris, 2010). A turning point is reached where spouses 

accept an irrevocably altered marital relationship in which they abandon plans for the 

future and redefine life to current reality (Bulley et al., 2010; Buschenfeld et al., 2009; 

Green & King, 2009). 

Children. Negative emotions in response to the stroke are perceived to turn 

children away from caregiving spouses (Bäckström & Sundin, 2009). Caregivers act as 

go-betweens to modulate conflicts between the survivor and children (Bäckström & 

Sundin, 2010; Thomas & Greenop, 2008) and young children are confused by parents 

who no longer demonstrate affection for each other (Bäckström & Sundin, 2010).  

A cross-sectional study by Kitzmüller et al. (2012) was one of the rare studies to 

explore the collective stroke family experience. It found parent-caregivers were 

focussed on the stroke survivor during the crisis, with little awareness of their 

children’s response to the event. It revealed a dichotomy in the way children, who 

were minors at the time of the stroke, recalled their experiences and their parents’ 

perception of the children’s experience. Children reported being frightened that their 

parent would die and they too might come to harm. Siblings were turned to, to fill the 

void created by absent-presence of parents. There was terror at finding a stroke-

parent following a suicide attempt and being alone during epileptic seizures.  Some 

children experienced psychosomatic illness, others took over caring duties from 

stressed parents to mitigate parental conflict that was seen by the children as a threat 

to family unity. Increased responsibility felt overwhelming and children left home 

early to escape caring duties. Further studies examining the collective stroke family 

experience, now need to be done longitudinally. 

Children are teased at school about their parent’s disability, and due to the caregiving 

parent’s inability to leave the stroke survivor children rely on friends for holidays away 

from home (Thomas & Greenop, 2008). When stroke-affected grandparents are 
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brought into the family home there is a demand placed on children to be sensitive to 

their frailty (Perry & Middleton, 2011). 

Disappointment is expressed when anticipated support from adult children is short of 

expected (Graven et al., 2013). Adult children are, however, not always called on for 

assistance as spousal caregivers perceive caring for the stroke survivor as their 

personal responsibility and want to avoid troubling their children whom they see as 

busy with their own young families and work commitments (Cecil et al., 2011; Lutz et 

al., 2011).  In contrast, other caregivers have strong expectations that adult children 

will help to keep caring in the family, placing strain on relationships with children who 

have differing views (Buschenfeld et al., 2009; Strudwick & Morris, 2010). Caregivers 

also express sadness that they are no longer able to support their adult children and 

be involved in their grandchildren’s lives (Buschenfeld et al., 2009).  

Wider family and social relationships.  Caregivers report varying amounts of 

support from family and friends (Cecil et al., 2011; Thomas & Greenop, 2008). 

Sometimes caregivers feel marginalised and unappreciated by relatives (Eaves, 2006; 

Pereira & Rebelo Botelho, 2011). Despite living nearby, there are family members who 

do not visit (Cecil et al., 2013) and contact with extended family is occasionally lost 

due to the stroke survivor’s behaviour (Perry & Middleton, 2011). Other relatives 

temporarily move into the stroke family home to provide assistance to the primary 

caregiver (Kitzmüller et al., 2012), or rally together forming a network of family 

members to share support provision to the stroke survivor or primary caregiver (Cecil 

et al., 2013; Greenwood et al., 2010; Thomas & Greenop, 2008). Studies giving voice to 

these `other’ stroke family members are needed.  

A stroke in the family makes it hard to maintain social relationships (Pellerin et al., 

2011). Friendships are lost due to hours of care restricting social interactions. The 

stroke survivor’s fear of falling while out, or not wanting to be left alone restricts 

outings, and friends feel uncomfortable by the survivor’s disability and stop visiting 

(Bulley et al., 2010; Cecil et al., 2013).  

Ongoing support from family and friends is instrumental in allowing caregivers 

personal time which they identify as essential in maintaining their wellbeing (Arabit, 
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2008; Cecil et al., 2011; Lee & Mok, 2011). Unfortunately, support generally 

diminishes over time (Adriaansen et al., 2011; J. I. Cameron, Naglie, Silver, & Gignac, 

2013).  

Despite relational factors being flagged as affecting stroke family members’ 

experiences, there continues to be a gap in the literature examining the multiple 

perspectives of stroke family members over the stroke trajectory. 

Social support.  Social support includes everyday social support, support in 

problem situations, and esteem support all of which, when present, have a positive 

effect on the life satisfaction of stroke caregivers (Adriaansen et al., 2011). The quality, 

rather than quantity, of informal social support becomes more important as time 

passes (Simon et al., 2008). Unfortunately, for most caregivers social support declines 

as the post-stroke period lengthens (J. I. Cameron et al., 2013; Visser-Meily et al., 

2008), especially in problematic situations (Adriaansen et al., 2011). Reduced everyday 

social support may also be more prevalent among older caregivers as their elderly 

friends are physically unable to help, or have died (Yu et al., 2013). It is often family 

who provide the bulk of social support (Cecil et al., 2013; Kitzmüller et al., 2012; Yu et 

al., 2013)  although access to this resource is nullified when immediate and extended 

family live distant to the caregiver (Arabit, 2008; Dalvandi et al., 2011). Healthcare 

staff need to encourage primary caregivers to prioritise time to maintain social 

relationships, ascertain on an ongoing basis what support caregivers have, and 

arrange for formal services to supplement these to promote caregivers longer-term 

wellbeing. 

Support groups. Caregiver friendships are forged through hospital encounters 

and stroke support groups. Caregiver support groups allow mutual understanding and 

sharing, time out from the caring role and opportunities to obtain practical advice 

(Bäckström & Sundin, 2010; R. Williams, 2012). A need for more stroke survivor 

support groups that allow caregivers free time while providing social opportunities for 

the survivor has been identified (Bulley et al., 2010; Burton et al., 2014). A solution-

focussed caregiver support group incorporating goal setting, identifying what was 

working and taking steps toward change, was rated highly by participants (Plosker & 
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Chang, 2014). Challenges were recruitment and timing of sessions. Both recruitment 

and attendance did, however, improve when a therapeutic recreation programme for 

stroke survivors was run concurrently. A secondary data analysis inspecting records of 

questions posed by stroke caregivers on a web-based support intervention revealed 

formation of supportive social relationships facilitated by the programme (Pierce et 

al., 2010). Caregiving family members need support and support groups are a valuable 

resource. Health professionals are well-placed to connect potential caregivers with 

these. 

Employment and finances.  Financial ramifications are more pronounced in 

families where the stroke survivor was the breadwinner (Anderson et al., 1995) and 

sometimes result in dependency on family for accommodation and financial support 

(Thomas & Greenop, 2008). Previously unemployed spouses are sometimes required 

to take up employment (Buschenfeld et al., 2009). Other caregivers have to take sick 

leave, reduce working hours or resign (Arabit, 2008; Kitzmüller et al., 2012; Pellerin et 

al., 2011; Thomas & Greenop, 2008). Some caregivers are content to give up 

employment to care for the stroke survivor despite resultant financial limitations 

(Buschenfeld et al., 2009), while others would have preferred to continue working 

(Bulley et al., 2010). Various caregivers view their employment positively, providing 

them the opportunity to be away from home (Buschenfeld et al., 2009) and where 

they can relax and feel affirmed (Bäckström & Sundin, 2009). Caregivers describe 

difficulty meeting excess costs not covered by medical insurance (Eaves, 2006; Lutz et 

al., 2011), costs of medication, transport, equipment, services and home modifications 

(Bäckström & Sundin, 2009; Graven et al., 2013; Lutz et al., 2011). 

Information and knowledge.  Lack of knowledge and difficulty accessing 

information is commonly reported (Hafsteinsdóttir, Vergunst, Lindeman, & 

Schuurmans, 2011; Perry & Middleton, 2011; Roy, Gasquoine, Caldwell, & Nash, 

2015). Information obtained from hospital staff is limited, rushed and fractured, 

leaving caregivers frustrated and unable to plan the next step (Cecil et al., 2011; 

Greenwood, Mackenzie, Wilson, et al., 2009). Rotating staff shifts, especially in the 

initial period, and key personnel only being available during working hours or on 

particular days, hinders relatives’ quests to obtain information (Rochette et al., 2014; 
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Thomas & Greenop, 2008). Families would like health professionals to take time to 

honestly answer their questions (Hafsteinsdóttir et al., 2011) but feel health 

professionals perceive their questioning as annoying (Rochette et al., 2014; Strudwick 

& Morris, 2010). In the absence of information, they monitor hospital staff behaviour 

for clues about the survivor’s progress and seek information from the stroke survivor, 

hospital staff, the internet, books and from relatives with personal or professional 

experience (Pierce et al., 2010; Roy et al., 2015; Wallengren, Friberg, et al., 2008).  

Different kinds of information are needed at different times. In the acute phase 

caregivers need information about diagnosis, test results and prognosis 

(Hafsteinsdóttir et al., 2011). Shortly thereafter, information about stroke generally, 

along with medical details specific to the stroke survivor is needed (Cecil et al., 2011; 

Perry & Middleton, 2011). Prior to discharge caregivers want health professionals to 

tell them about stroke sequelae such as mood swings, personality changes, seizures 

and epilepsy so they are not as frightened and distressed when witnessing these for 

the first time (Bulley et al., 2010; Cecil et al., 2011; Kitzmüller et al., 2012; Roy et al., 

2015). Having this information in advance renders the survivors’ behaviour more 

predictable and manageable, enhancing caregivers’ coping abilities (Greenwood, 

Mackenzie, Wilson, et al., 2009). Information is needed about how to prevent further 

strokes (Cecil et al., 2011; Perry & Middleton, 2011), rehabilitation (S. P. Jones, Auton, 

Burton, & Watkins, 2008; Wallengren, Segesten, & Friberg, 2010) and community 

resources (V. Cameron, 2013). As they settle into the caregiving role, information on 

managing their own physical and emotional needs is required (Wallengren et al., 

2010), along with self-empowerment and coping strategies (V. Cameron, 2013).  

How information is delivered is important. Health professionals need to assess the 

health literacy of families and provide appropriate information (Rochette et al., 2014). 

A mixed methods study conducted in New Zealand by Roy et al. (2015) elicited health 

professionals’ (n=23) and family members’ (n=19) view of post-stroke information 

provision. The study corroborates the need for families’ health literacy to be assessed, 

that caregivers require information specific to their own needs, and that timing of 

information delivery is critical. Caregivers appreciate health professionals talking 

through stroke information before providing it in a written format for them to 
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assimilate later (J. I Cameron et al., 2013). An Australian-based study examining 

format and delivery styles for different stroke topics found that caregivers preferred a 

mix of face-to-face, written and telephone information and for this to be delivered in a 

combination of both active and passive learning styles (Eames, Hoffmann, Worrall, & 

Read, 2011). It is proposed that information for stroke families be concise, 

personalised and provided timeously (Loupis & Faux, 2013). In addition to factual 

information, caregivers identify skill acquisition as important for managing the stroke 

survivor at home (Dalvandi et al., 2011). 

Stroke is a bewildering experience for family members. Having appropriate 

information is necessary to render the experience more comprehensible, predictable 

and manageable. It is therefore important that health professionals are sensitive to 

the unique information needs, at different time points, of stroke families. 

A dynamic continuum 

Family members’ experiences will alter as the person they care for moves from the 

hospital to community and will continue to evolve once in the community (J. I. 

Cameron et al., 2013). These changing experiences produce changing needs (Gillespie 

& Campbell, 2011) which are frequently overlooked by health professionals and 

community services, leaving caregivers feeling overwhelmed, abandoned and unable 

to manage (Bäckström & Sundin, 2009; S. P. Jones et al., 2008). The `Timing It Right’ 

framework proposed in a conceptual review by J. I. Cameron and Gignac (2008) is 

constructed upon caregivers’ evolving experiences and needs. It identifies five phases: 

event/diagnosis, stabilisation, preparation, implementation and adaption and is 

suggested as an aid to assist stroke professionals in providing timeous and appropriate 

support.   

A grounded theory study by Lutz et al. (2011) identified a three-phase stroke 

trajectory: stroke crisis, expectations for recovery and crisis of discharge. Although this 

study lacks the longer-term evaluation of the `Timing it Right’ framework, there are 

strong correlations between findings within time-sets of both studies. It is important 

that health professionals working with stroke families avail themselves of resources 
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such as these so they are equipped to provide appropriately timed support to stroke 

families. 

Caregivers experience helps and hindrances as they transition between different 

phases and care locations. 

Hospital. Caregivers’ initial experiences include disbelief, shock and fear. This is 

exacerbated by perceived indifference and lack of urgency by hospital staff in 

attending to the stroke survivor on admission (Salisbury, Wilkie, Bulley, & Shiels, 2010; 

Wallengren et al., 2010). Family members become anxious at delays in diagnostic 

testing and survivors not being moved onto stroke wards due to bed shortages 

(Salisbury et al., 2010). Patients are moved swiftly from acute care to rehabilitation 

and caregivers often have very little time to make decisions in circumstances when 

decision-making may be compromised and future consequences of decisions not 

comprehended, or explained (Lutz et al., 2011). Doctors who do daily rounds at the 

same time and proximity of allied services (physiotherapists, occupational therapists), 

are seen as supportive (Rochette et al., 2014). Families with experience of the hospital 

system find this helpful in knowing how to get their issues addressed (Salisbury et al., 

2010). 

In-hospital rehabilitation. Recovery goal setting, and how rehabilitation 

contributes to the attainment of these goals, both as an inpatient and later in the 

community, is not always clear to stroke survivors and caregivers (S. P. Jones et al., 

2008; Loupis & Faux, 2013). Some family members feel they have to actively champion 

to secure in-hospital rehabilitation services for their survivor (Rochette et al., 2014) 

and where these services are deficient or missing, have to step in to fill the gaps (Cecil 

et al., 2011; Kitzmüller et al., 2012). It is commonly reported that as inpatient 

rehabilitation draws to a close, caregivers perceive their lack of preparedness as a 

barrier to managing their family member at home (Cecil et al., 2013). The inevitability 

of falls is not always communicated (C. Williams, 2012) and practical techniques on 

how to get up after a fall and other rehabilitation activities with a `real life’ context are 

seen as useful (Graven et al., 2013; S. P. Jones et al., 2008). Some caregivers find it 

helpful to watch hospital staff perform caregiving tasks (Cecil et al., 2011) and are very 
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appreciative when staff take time to demonstrate, supervise and provide feedback on 

the performance of practical skills (J. I. Cameron & Gignac, 2008). The amount of in-

hospital training does, however, on occasion leave caregivers feeling dazed and spent 

before patients are even discharged (Lutz et al., 2011). 

Discharge. Families look forward to bringing the stroke survivor home (J. I. 

Cameron et al., 2013). Some caregivers believe discharge will only occur once stroke 

survivors are able to perform some basic activities and remain alone for short periods 

of time (Lutz et al., 2011). Lack of clear discharge criteria and the immediacy of 

discharge creates another calamity as caregivers scrabble to arrange home adaptions, 

obtain equipment and determine how this will be organised and funded (Lutz et al., 

2011). When discharge does occur, it is viewed by family members as happening very 

suddenly, as difficult and disjointed, with little clarity on the interface with other 

outpatient and community services, including who, how and when to contact them 

(Dalvandi et al., 2011; S. P. Jones et al., 2008). In other instances, positive relationships 

with health professionals that involves consultation regarding discharge, equipment 

provision and follow-up services in the community is perceived as helpful in 

transitioning home (Ellis-Hill et al., 2009). 

Community.  Discrepancies between what caregivers expect and the reality of 

returning home hinders some caregivers being able to identifying what support they 

need (Graven et al., 2013; Lutz et al., 2011). In the initial weeks following discharge 

caregivers are taxed by high demands on their time to attend appointments for the 

stroke survivor (Cecil et al., 2013; Lutz et al., 2011). Practical skills learned in the 

hospital with standardised equipment do not interface with the home environment 

(Lutz et al., 2011). This makes it difficult and unsafe for caregivers and survivors 

(Greenwood et al., 2010; Lutz et al., 2011). Rehabilitation services delivered in the 

home are seen as valuable (Graven et al., 2013) but there is often a delay following 

discharge before community rehabilitation services are started (Burton et al., 2014; 

Ellis-Hill et al., 2009). Caregivers’ viewpoints and needs are not always considered in 

the allocation of in-home services (J. I. Cameron et al., 2013). Some caregivers are 

restricted in accessing community rehabilitation services due to distance, lack of 

suitable transportation for the stroke survivor, expense of the services and are so 
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drained by caregiving demands that they do not have the energy to investigate 

support services options (Burton et al., 2014; Cecil et al., 2013; Dalvandi et al., 2011; 

Greenwood, Mackenzie, Wilson, et al., 2009). 

Community support services are valued but are felt to be inadequate and unreliable 

(Bäckström & Sundin, 2010; Cecil et al., 2011; Salisbury et al., 2010). Private family 

time is planned around scheduled home help (Bäckström & Sundin, 2009). Some 

caregivers choose to remain independent of services as they feel pride in managing on 

their own (Strudwick & Morris, 2010), or find home help intrusive and want to 

preserve the sanctity of home (Bäckström & Sundin, 2009; Cecil et al., 2011; 

Wallengren, Friberg, et al., 2008).  

Some caregivers are aided by well organised community services that are available 

soon after discharge, are tailored to suit them (Ellis-Hill et al., 2009) or are gradually 

reduced in consultation with caregivers (Cecil et al., 2013). Being able to easily contact 

health professionals for advice in the early days of community caring is valued (Ellis-

Hill et al., 2009).  

In the longer term, it is suggested that community caregivers become better adapted 

(Thomas & Greenop, 2008). However, at 15 months caregivers are still living restricted 

lives with community services described as insufficient (Simon et al., 2008).  There is 

little change in the amount of community support caregivers receive but there is a 

shift from rehabilitation to respite services (Simon et al., 2008). Caregiver frustration 

at lack of freedom and wanting more time for themselves, continues in the chronic 

phase (Greenwood, Mackenzie, Cloud, et al., 2009).  

Caregivers that receive individualised, well-coordinated services experience an easier 

transition to the community and it would be beneficial to families for responsive 

services to continue in the longer-term. Most of the data regarding community 

services is drawn from stroke survivor-caregiver dyads (Ellis-Hill et al., 2009) with the 

rare perspective of other family members briefly seen among primary caregiver 

findings (Cecil et al., 2013). 
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Interactions with health professionals 

In general, interactions with health professionals are reported as difficult.  A 

qualitative study exploring the experiences of African-Caribbean stroke caregivers 

resident in the United Kingdom found that healthcare professionals made 

assumptions based on caregivers’ ethnicity in allocating services (Strudwick & Morris, 

2010). Critical medical information regarding the stroke survivor provided by relatives 

is sometimes ignored by hospital staff (Cecil et al., 2013; C. Williams, 2012). Caregivers 

choose not to complain about unsatisfactory services for fear of being penalised 

(Bäckström & Sundin, 2009; Strudwick & Morris, 2010).  Families would like health 

professionals to deliver a stroke diagnosis in a sensitive manner (S. P. Jones et al., 

2008) and not abandon them to deal with their feelings of grief and sadness without 

personal support (Kitzmüller et al., 2012; Rochette et al., 2014). Family members need 

reassurance and to be able to discuss their concerns with health professionals (Cecil et 

al., 2011; Lee & Mok, 2011). This curbs worry, sustains hope and enables them to plan 

their own commitments (Bäckström & Sundin, 2009; Wallengren, Friberg, et al., 2008).  

Potential primary caregivers, as well as other family members, are affected by the 

stroke giving rise to needs of their own and health professionals need to sensitively 

consider them alongside the stroke survivor.  

Interventions 

To support caregivers, various education, counselling, psychoeducational, and support 

group interventions have been investigated. A Thai nursing-led study, comprising 

three in-hospital education and hands-on training sessions, provision of an 

information booklet, and three monthly follow-up phone calls post-discharge, 

improved participants’ quality of life to a greater extent than that of the control group 

(Oupra et al., 2010). In another study by Kim et al. (2012), caregivers receiving an 

individualised home-based tele-care intervention, in addition to the usual hospital-

based group programme, experienced less burden than caregivers receiving only the 

hospital-based programme.   

A further Taiwanese intervention in which caregivers received one post-discharge 

telephone consultation and two home visits during the first month, did not improve 
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caregivers’ quality of life. In the intervention group, however, quality of care provided 

to the stroke survivor improved and there were fewer institutional placements than in 

the control group. This benefit to the health system was also noted in a randomised 

control trial to determine whether caregivers utilising a web-based education and 

support intervention would experience higher levels of wellbeing and would use fewer 

healthcare services than the control group. Although no differences in wellbeing 

between the intervention and control groups were found, there were notably fewer 

emergency department visits, hospital readmissions and institutional placements for 

survivors in the intervention group (Pierce, Steiner, Khuder, Govoni, & Horn, 2009). 

These two studies show that despite genuine attempts to support and provide for 

caregivers, stroke survivors often experience greater benefit than the caregivers 

interventions were intending to help. 

Two systematic reviews of randomised controlled trials examined the impact of 

psychosocial interventions on stroke caregivers (Cheng et al., 2014; Eldred & Sykes, 

2008). The earlier of these reviews evaluated seven studies investigating various 

combinations of education, counselling, individual and support group meetings. 

Quality of the studies were variable and most were underpowered (Eldred & Sykes, 

2008). Conclusions drawn were that, again, stroke survivors were more likely to 

benefit from interventions than caregivers. The more current review by Cheng et al. 

(2014) included meta-analysis of 18 studies. These too were judged to be of mediocre 

quality, with methodological heterogeneities. Although no definitive conclusions could 

be drawn from the review, indications were that psychoeducation should include 

training in problem-solving and coping with stress. The use of telephone or internet 

delivery was suggested so that caregivers could receive continuing support without 

the time commitment required for traditional face-to-face meetings, and be cost-

effective (Cheng et al., 2014).  

Further research to identify interventions that benefit stroke caregivers is needed. 

However, the variability of stroke survivor characteristics and caregivers’ unique needs 

make intervention development difficult. To address this, there is a recent trend to 

involve caregivers in service development. 
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Research engaging stroke survivors, their caregivers and healthcare providers exposes 

the challenges of providing services compatible with the needs of caregivers 

(Greenwood et al., 2011; S. P. Jones et al., 2008).  In a study by S. P. Jones et al. (2008), 

a subgroup made up of healthcare professionals, caregivers and voluntary and 

charitable organisations collectively constructed a new stroke family information pack 

based on issues raised in focus groups. Another discrete choice experiment to elicit 

stroke caregivers’ service preferences found that stroke family caregivers preferred 

services that are provided to them individually and a short travelling distance from 

home (Burton et al., 2014).  

Two qualitative studies conducted among caregivers of people with various 

conditions, show similar service requirements to those of stroke caregivers. A New 

Zealand investigation aiming to improve the interface between formal services and 

family caregivers uncovered that ideal services would respect caregiver knowledge, be 

flexible, allow choice, fit caregivers requirements and would be timely and transparent 

regarding entitlements (K. M. McPherson, Kayes, Moloczij, & Cummins, 2014). A 

strength of this study is the excellent participant description and demographic detail 

which aids in the interpretation of findings. The second qualitative study investigated 

the experiences of Canadian caregivers with an elderly relative at home and service 

providers inter-acting with them. They found that a partnership approach created a 

climate of trust for caregivers to express concerns openly, allowing them to feel heard, 

facilitated reflection on their situation and allowed participation in decision-making 

(Lévesque et al., 2010). Real caring services that can be trusted, are understanding and 

treat the person being cared for with compassion and humanity, are necessary before 

stroke and other caregivers are able to prioritise their own needs (Greenwood et al., 

2011; K. M. McPherson et al., 2014). 

Including stroke families 

A review of family conferences in stroke rehabilitation (Loupis & Faux, 2013) identified 

that involving stroke family members is generally reactive, with little done to address 

issues pre-emptively. They acknowledge that family conferences are time-consuming 

but that successful family meetings allow stroke survivors and caregivers to be 

involved in planning, active problem-solving, decision-making and allows negotiation 
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of competing demands (Loupis & Faux, 2013). In one of the few studies including more 

than one member of the same family, participants expressed the desire for family 

members beyond the primary caregiver to be included in family conferences (Roy et 

al., 2015). 

A family-centred approach includes the caregiver as a client (Pellerin et al., 2011) and 

considers the needs and preferences of all stroke family members equally (Rochette et 

al., 2014). However, there are practical and ethical challenges regarding inclusion of 

caregivers as clients. Health system staffing restrictions means health professionals’ 

caseloads would increase if caregivers were included as patients, requiring clinicians to 

prioritise stroke survivor and caregiver needs (Pellerin et al., 2011). Guidelines will 

need to address confidentiality issues of whether caregivers’ details would be included 

on stroke survivors’ files, or be kept separately, and if there is more than one 

caregiver, how selection will take place to determine who benefits from services 

(Pellerin et al., 2011).  

Caregiver demographics provided in studies included in this review indicate that non-

spousal and stroke family collectives very definitely exist, so it is pertinent the 

aforementioned issues be addressed. 

Summary and recommendations 

The aim of this review was to uncover what is known about the collective and wider 

stroke family/whānau experience. The reviewed literature shows a predominant focus 

on spousal caregivers. Where non-spousal family members and friends are included in 

studies, there is a tendency to homogenise participants’ experiences, obscuring the 

influence of relationship, personal and contextual factors. 

Stroke caregivers experience increased physical, emotional and financial burden. Their 

intimate, family and social relationships are disrupted. Burden may diminish over time 

dependent largely on gains made by the stroke survivor, and may be mitigated, or 

exacerbated, by relationships with family, friends, healthcare professionals and 

support initiatives.  
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Caregiver support interventions are often of more benefit to survivors than the 

caregivers they target. To this end, there is the emergence of a collaborative approach 

between service-providers and -users in developing support services for stroke 

families. However, for the healthcare sector, inclusion of caregivers as clients raises 

organisational and ethical issues. 

Stroke families reach a point of transition where they realise that life will never be as 

before. This realisation may be accompanied by feelings of grief, loss and then 

adaption to their new circumstances. It is comprehensible that this transitioning will 

occur at different times for different family members, influenced by their relationship 

with the stroke survivor, with each other, and with personal circumstances.  

Studies looking into the experiences of non-spousal family members, where present, 

are cross-sectional in design, and conducted with a focus on a single group, such as 

parents caring for adult stroke survivor children or adult daughters caring for parents. 

Just one recent study was found that longitudinally examined the multi-perspective 

experiences of stroke family members and this only considered the first six months 

post-stroke (Fischer et al., 2014).   

Stroke is a chronic disease yet little is known about the evolving experiences of the 

collective stroke family which may include extended family members and friends. 

Glimpses of peripheral family and friends forming part of caring networks, can be seen 

at the fringes of the literature. The experiences of these individuals need to be 

brought into focus to gain a clearer picture of how the many cogs work together to 

make the caregiving wheel turn.  

 Longitudinal, multi-perspective studies examining the dynamism of the stroke family 

as it evolves over the stroke trajectory are required to address the gap in New Zealand 

stroke research. This is a critical first step to inform health practice and policy 

development enabling timely and appropriate support that considers the whole stroke 

family.  
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Chapter Two: Conducting the Research 
 

This chapter explores the methodological framework upon which the research study is 

modelled. Initial discussion considers qualitative research and the `fit’ of hermeneutic 

phenomenology, underpinned by the philosophy of van Manen (1997).  Rigour and 

how it was addressed for this study, follows. The chapter concludes with a discussion 

of methods employed to carry out the study. 

 

Methodology 

Methodology refers to the overall approach used to conduct research. It is an 

umbrella term incorporating theoretical and philosophical constructs, the study focus, 

how the analysis is undertaken, and the position of the researcher (F. Jones, Rodger, 

Ziviani, & Boyd, 2012). 

Qualitative research 

The purpose of qualitative research is to explore subjective interpretations and 

illuminate the less tangible intricacies of a fluid, uncertain world (Finlay, 2011). The 

literature review identified little research into the evolving experiences of multiple 

family members as they become and live as a stroke family. Research was heavily 

invested in spousal caregivers (Cecil et al., 2011; Green & King, 2009). A small number 

of non-spousal studies, cross-sectional in design, revealed the perspective of 

caregiving adult daughters (Bastawrous et al., 2015), parent caregivers (L. Jones & 

Morris, 2012), and minor children (Kitzmüller et al., 2012). A fragmented view of the 

stroke family experience might be inferred by collating studies such as these. This, 

however, would not take account of other factors such as interactions between stroke 

family members and how these evolve over time. Where stroke caregivers were 

studied longitudinally the experiences of spouses and other caregiving relatives were 

homogenised (Bäckström & Sundin, 2010). The different perspectives of stroke family 

members of the shared phenomenon in a dynamic, evolving world, appears scarce in 

both international and New Zealand stroke literature. The study question: “what is the 
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lived-experience of stroke family members during the first 18 months post-stroke?” 

remained unanswered. A qualitative study, therefore, had the potential to contribute 

to answering this question. 

Qualitative research is well-suited to examining family members’ experiences over 

broad time frames (Zvonkovic, Sharp, & Elise Radina, 2012). Participants are able to 

use their own words to share their perspective of a phenomenon (Zvonkovic et al., 

2012), allowing the phenomenon to be studied holistically and contextually 

(Schneider, Elliott, LoBiondo-Wood, & Haber, 2003). Qualitative research is thus useful 

for investigating a phenomenon from multiple perspectives (F. Jones et al., 2012) and 

illuminating interpersonal relationships (Tracy, 2012). For these reasons, a qualitative 

approach is congruent with the aims of this study. 

There are many ways to conduct qualitative studies. Qualitative methodologies 

include, among others, ethnography, grounded theory, action research, and 

phenomenology (F.  Jones et al., 2012). When designing a study it is important to 

select a methodology that it suitable to address the research question or problem 

statement (F. Jones et al., 2012; Schneider et al., 2003).  The absence of literature 

exposing the lived-experience of the stroke family collective demonstrates a need to 

evoke family members’ lived- experiences before any presumptions or theories are 

developed regarding stroke families.  

The aim of phenomenology is to expose the lived-world of everyday experience 

(Finlay, 2011) and transform lived-experience into textual expression of the essence of 

a phenomenon (van Manen, 1997). Phenomenology is an overarching term 

incorporating both philosophy and a number of research approaches (Finlay, 2009). 

Broadly speaking there are two main phenomenological approaches: descriptive 

(eidetic) phenomenology and interpretive (hermeneutic) phenomenology (Lopez & 

Willis, 2004). Descriptive phenomenology, founded on the theories of Husserl, require 

the researcher to `bracket’, or hold in abeyance, prior expert knowledge and personal 

biases. This is needed in order to properly grasp and describe the conscious lived-

experiences of participants, free from the researcher’s own preconceptions. A second 

construct of descriptive phenomenology is that commonalities in participants’ 
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experiences are identified and described, without any consideration of individual 

context. These uniform experiences are then taken to represent a single correct 

description of the studied phenomenon (Lopez & Willis, 2004). Such an approach 

would not cater for the unique, contextualised experiences of individual stroke family 

members as they become and live as a stroke family. A hermeneutic approach was 

therefore considered more appropriate. 

Hermeneutic phenomenology  

In mythology, Hermes was responsible for relaying and interpreting messages 

between Greek gods and mortals. It is from his name that the word `hermeneutics’ is 

derived, referring to the theory and practice of interpretation (van Manen, 1997). 

While all phenomenological studies aim to describe rather than explain `why’, 

interpretive phenomenology pays more attention to contextual meaning than 

descriptive phenomenology (Finlay, 2009, 2011). Hermeneutics aims to move beyond 

mere description and attempts to reveal meaning embedded in participants’ 

experiences (Lopez & Willis, 2004). It is concerned with implicit or hidden meaning, 

which may not always be evident, even to the participants themselves, but is latent 

within their narratives (Finlay, 2011; Lopez & Willis, 2004). It questions how the 

individual contexts of people within a group gives rise to commonalities or differences 

in their experiences and understanding of the same `lifeworld’ (Lopez & Willis, 2004). 

A hermeneutic approach thus provides a very appropriate research vehicle when 

seeking to discover how different members of a stroke family experience and strive to 

understand a stroke within the family. It is well suited to exploring family members’ 

intra- and inter-personal relationships as they attempt to make sense of the common 

situation (Zvonkovic et al., 2012). Hermeneutics also has the sensitivity, creativity and 

breadth to illuminate multiple perspectives of a phenomenon at more than one time-

point (Smith, Flowers, & Larkin, 2009). 

Van Manen’s approach  

Van Manen proposes `presuppositionless-ness’ in conducting hermeneutic research 

(van Manen, 1997). He postulates that in phenomenology there is no set method to 

constrain the way that research is carried out. He suggests that rigid procedures 

should be put aside and a reflexive, inventive approach be adopted in response to the 
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research question. As a guideline to encourage ingenuity and insightful creativity by 

researchers he proposes six research activities, discussed below in relation to the 

current study. 

 Orienting oneself through deep questioning to an aspect of human existence. 

The parent project, of which this study forms part, came to fruition following clinical 

observations at an Auckland hospital that families of some stroke survivors appeared 

to become suspended by the stroke, unable to move on with life despite the stroke 

survivor doing so.  Out of this observation arose a questioning and desire to 

understand why some stroke families experienced interrupted lives, while others 

appeared to adapt to life as a stroke family. Before healthcare professionals can 

provide sensitive and empathetic support in helping family members transition to 

becoming a stroke family, family members’ experiences and understandings need to 

be explored. In conducting this study (forming part of Phase II of the parent project), 

the researcher undertook a literature search. This search identified a scarcity of 

research into the evolving experiences of members of the stroke family collective. 

From this need, the current study question “what is the lived-experience of stroke 

family members during the first 18 months post-stroke?” was developed to guide 

enquiry. Van Manen (1997) identifies the need for researchers to hold a deep 

questioning attitude and a desire to make sense as they delve into and attempt to 

interpret the context-laden world of their participants. He urges researchers, through 

all stages of the research, to be constantly mindful of the original research question 

and to remain steadfastly oriented to participants’ lived-experience. 

Deeply exploring all aspects of the lived-experience. Following investigation of 

the literature, the researcher was aware of holding some preconceptions of what it is 

to be a stroke caregiving family member. These preconceptions could not be ignored 

and arbitrarily put aside. Prior to commencing interviews the researcher strove to 

explicate personal preconceptions before entering the inter-subjective, shared-world 

with participants (see Data gathering, below). Endeavours were made to remain 

attentive and curious to participants' lived-experience throughout. Bracketing, 

prescribed by descriptive phenomenologists, is considered futile in hermeneutics as 

engagement between researcher and participants allows a shared understanding and 
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meaning to develop, and shapes the research outcomes (F. Jones et al., 2012). By 

foregrounding personal biases researchers strive to avoid lapsing into their own inner 

world, instead remaining focussed on that of their participants, allowing their 

participants’ lifeworlds to be profoundly explored (Finlay, 2011; van Manen, 1997). In 

carrying out this study, the researcher interviewed participants 18 months after their 

family member’s stroke. Personal, experiential life stories, rather than explanations, 

were sought from participants. Interview recordings and transcriptions from the 18-

month interviews and those from previous time-sets, email newsletters by one of the 

participants, together with field notes were used “to search everywhere in the 

lifeworld for lived-experience material” (van Manen, 1997, p. 53). 

Distinguishing between appearance and the essence from which experience 

arises. In reaching toward the essence of what a stroke family is, the researcher 

focussed on obtaining participants' accounts of their lived-experience. Close attention 

was paid to the telling of these stories, intonation, participant emphasis of certain 

experiences, and what was not being said. During interviews, observation of 

participants provided further insight. Over the 18-month period of analysis the data 

were repeatedly revisited, constantly striving to `see’ what participants' experiences 

were pointing to, before transforming this into textual expressions through multiple 

writings and re-writings. Hermeneutic phenomenology seeks to reveal the essence of 

a phenomenon. Essence is described as `what-ness’: the aspects, properties and 

qualities without which the phenomenon would not exist (Magrini, 2012; van Manen, 

1997). Essence is intangible, latent and elusive and is only made manifest by its linkage 

with lived-experience (Smith et al., 2009). In exploring lived-experience, the 

researcher becomes a signpost pointing to the essence of the phenomenon (Kafle, 

2013). From lived-experience the researcher is able to intuit and provide 

interpretation of the meaning underlying experience (van Manen, 1997). 

Interpretation is deemed necessary as meanings are often hidden and require a 

researcher to draw upon their own life experiences, beliefs and prejudices to make 

sense of the data while remaining grounded in the interview text (Finlay, 2011). 

Hermeneutic phenomenology is a collaborative process, and the interpretation a 

researcher arrives at will involve some blending of meaning as perceived by both 
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participant and researcher (Lopez & Willis, 2004). In interpretive phenomenology 

there is a focus on uncovering rather than accuracy (Kafle, 2013) and there will be 

more than one interpretation for any hermeneutic study (Lopez & Willis, 2004; van 

Manen, 1997). Interpretations in this study aimed to be logical and plausible, 

grounded in the realities of participants, and examined commonalities and 

discrepancies in their lived-experiences (F. Jones et al., 2012; Lopez & Willis, 2004).  

The art of writing and rewriting. Writing of the findings was an evolutionary 

process. Transcripts and field notes were read and reflected upon and were then 

transformed into predominantly descriptive text. Further reflection moved the text 

toward an interpretive format, with many questioning revisits to develop 

interpretations. Over an extended period of time, repetitive re-writings aimed to 

refine and distil the text in such a way that readers might experience the essence of 

participants' lifeworlds. Van Manen (1997) views hermeneutic research as 

fundamentally a writing activity with the main objective of the research process being 

to create phenomenological text. While it is acknowledged that language can never 

adequately portray participants’ experience (Kafle, 2013), attention is paid to the way 

findings are expressed so as to evoke lived-experience in the reader (Finlay, 2011). In 

order to achieve this, text needs to be strong, deep, rich and oriented (van Manen, 

1997). 

Maintaining a strongly oriented focus. Orientation during the research 

process was maintained by continually returning to the question of what it is to 

become and live as a stroke family, and what this means to family members. 

Orientation is the researcher’s ability to immerse him- or herself in the world of 

participants and their experiences (Kafle, 2013). Maintaining a strong orientation is 

demanding but essential to avoid the researcher getting side-tracked or lapsing into 

preconceived ideas (van Manen, 1997). 

Balancing the research context by considering parts and whole. Once 

emergent themes had been identified, the researcher stood back and reflected upon 

key findings and points of convergence and divergence. The key findings lifted from 

the emergent themes were worked individually and collectively to weave the stroke 
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family’s story. Finlay (2011) suggests being selective, focussing on three main ideas 

and being sensitive to a story-line that stands out from the data. Van Manen (1997) 

discusses organising dialogue and argument to create a certain effect, a constant 

balancing of the overall study “against the significance that the parts must play in the 

total textual structure” (van Manen, 1997, p. 33).  

Rigour  

Rigour is the extent to which researchers are able to account for the trustworthiness 

of their findings. There is little consensus on how this can be done in qualitative 

research. There are many paradigms that fall under the broad umbrella of qualitative 

research, making standardised criteria for assessing rigour inappropriate (Armour, 

Rivaux, & Bell, 2009; de Witt & Ploeg, 2006). A model by Lincoln and Guba (1986) 

proposed credibility, transferability, dependability and confirmability in determining 

the trustworthiness of a qualitative study. This model is, however, perceived by some 

as being unsuitable for use in hermeneutic phenomenology (Kafle, 2013). A 

framework by Sandelowski (1986), which has roots in the Lincoln and Guba (1986) 

model, is also considered incongruous for guiding rigour in hermeneutic 

phenomenological studies. In their critique, de Witt and Ploeg (2006) perceive the 

Sandelowski (1986) criterion of credibility as being too temporal and time-bound to 

accommodate the intention of hermeneutic text. Hermeneutic findings aim to make 

readers `feel’ the studied experience. This may occur during reading or later as a 

participant is faced with a similar life experience, meaning that interpretation does not 

end with the conclusion of the study. There are also philosophical inconsistencies 

between the Sandelowski model and hermeneutic phenomenology. An underlying 

assumption of Sandelowski’s credibility is that a research project has truthfulness as 

its goal, whereas interpretive phenomenology wants to understand the meaning of 

human experience, which requires interpretation. No two researchers will have the 

same interpretation of a given experience so there cannot be one true meaning. 

Sandelowski proposed confirmability as the qualitative equivalent of validity, one of 

the criteria upon which quantitative rigour is judged. Confirmability is used to express 

neutrality and lack of bias in research findings (Sandelowski, 1986). This lies in direct 

conflict with hermeneutics where the researcher’s biases, preconceptions and 
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assumptions are exposed and acknowledged as influencing study findings (Finlay, 

2011). One point on which Sandelowski and interpretive phenomenologists agree is 

that auditability is needed to evidence each step of the research process which could 

include making apparent the decision-making process to use a phenomenological 

methodology, having a decision trail, reflexive journaling, and systematic data 

analysis, (de Witt & Ploeg, 2006). Another point on which Sandelowski and 

hermeneutic phenomenologists agree is that approaching research with set thinking 

and rigidly applying a process to achieve rigour will stifle the proper expression of 

rigour in qualitative and interpretive phenomenology studies (de Witt & Ploeg, 2006). 

Van Manen (1997, p. 29) adds further weight to this argument positing that a human 

science methodology “tries to ward off any tendency toward constructing a 

predetermined set of fixed procedure, techniques and concepts that would rule-

govern the research project”. Kafle (2013) suggests van Manen’s (1997) criteria of 

orientation, strength, richness and depth as a means to address rigour. De Witt and 

Ploeg (2006, p. 224) cite the work of van Manen (1997), Madison (1988), and other 

theoretical interpretive phenomenological nursing literature in the development of 

their framework of “expressions of rigour for interpretive phenomenology”. The 

proposed expressions of rigour are: balanced integration, openness, concreteness, 

resonance, and actualisation. 

Balanced integration. Included in this expression of rigour is the articulation of 

the foundational philosophy upon which a study is based and its fit with the research 

topic. This has been clearly demonstrated for the current study under earlier 

discussion of van Manen’s research activities. The de Witt and Ploeg (2006) 

framework further calls for philosophical tenets to be deeply intertwined within the 

study findings, and for a balance between participants’ voices and philosophical 

explanation. It has been pointed out, however, that hermeneutic writings that are 

densely packed with philosophical discourse run the risk of being unable to draw the 

reader into the experience and should only be incorporated if the data invites it 

(Finlay, 2011). Researchers are further encouraged to be avid readers in a wide 

spectrum of human science and philosophical texts and to draw on these in their 

interpretive writing (van Manen, 1997).  



 

38 
 

It has been pointed out, nevertheless, that in completing a master’s thesis there is 

limited time to conduct extensive background reading and beginners are cautioned to 

be wary of taking on a more complex methodology (Smythe, 2012). As a novice 

researcher, the author acknowledges limitations in her current skills. Attention and 

care has been focussed on interpretation of the data to energise the findings, rather 

than investing findings with extensive underlying philosophical theory. The 

embeddedness of the current study in van Manen’s theoretical framework was 

comprehensively explored in discussion of his research activities above. 

Openness. This expression of rigour correlates with orientation and ongoing 

immersion in the phenomenon under enquiry. For the current study, this aspect was 

discussed under van Manen’s (1997) research activities above. Openness also 

encompasses the need for a systematic, transparent description of the study method 

along with an accounting for decisions made along the analytical/interpretive 

pathway. A fuller explanation of this systematic approach will be undertaken in the 

methods section, which follows. 

Concreteness. This third expression of rigour can be found when the study 

findings are able to concretely situate the reader in the phenomenon described, and 

link them with experiences in the reader’s lifeworld, evoking recognition. It pays 

attention to context in anchoring the findings. Concreteness is also present when 

findings have a usefulness for practice. For this study, the researcher endeavoured to 

draw readers into the findings and elicit recognition through the use of evocative 

participant narratives and rhetoric. Concreteness was sought by providing contextual 

detail for participants, researcher and the research project to assist readers in their 

interpretation of the findings. The parent project, incorporating this study, is a 

nursing-led initiative. This study seeks to gain insight into the experiences of stroke 

families with the intention that the findings will be published in academic nursing and 

other health professional journals so that the wider health community may share in 

stroke families’ lived-experience. It is hoped that findings will facilitate empathetic 

recognition and understanding that will flow into and guide clinical practice, policy 

development and further research.  
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Resonance. The fourth expression of rigour refers to the felt impact, sudden 

perception or intuitive grasp of meaning on reading a text. In this study the researcher 

attempted to craft findings and use language that honoured participants’ intentions 

and gave them a voice to speak to the reader. In selecting from the many initial 

emergent themes, the researcher paid heed to data which participants had 

emphasised, and which had elicited a powerful response in the researcher. To arouse 

resonance in readers, the researcher attempted to draw out data that had “richness in 

complexity, depth in ambivalence and poignancy in paradox” (Finlay, 2011, p. 243). 

Resonance is difficult to judge as the reader’s own contextuality will influence their 

interaction with the text. 

Actualisation. This last expression of rigour refers to the futuristic resonance 

of a study’s findings. Simply explained, this means that hermeneutic 

phenomenological text lives on after completion of a study, continuing to hold a 

potential for resonance with future readers. There is no means for the current study, 

or any other study, to be formally assessed for this expression of rigour. However, de 

Witt and Ploeg (2006) suggest establishing an electronic database of interpretive 

phenomenological studies to enable formal recording of actualisation of rigour. 

 

Methods 

Methodology and methods refer to two distinct but related elements of research 

practice. As discussed before, methodology incorporates the theoretical and 

philosophical foundations upon which the study is constructed, while methods relate 

to the techniques adopted to collect data (Roberts, 2014). 

Firstly, an outline is provided to contextualise the current study and its contribution to 

the parent project. Thereafter, participant recruitment, ethical considerations and 

data collection and analysis will be discussed. 
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Context of current study  

This stand-alone study forms part of Phase Two (a longitudinal investigation) of a 

larger parent project to improve support and outcomes for New Zealand 

families/whānau caring for stroke survivors (Appendix C). 

Sampling 

Purposive sampling was used to recruit participating families/whānau to the parent 

project between September 2011 and March 2012. Purposive sampling is appropriate 

for collecting exploratory data in relation to a specific population or experience 

(Schneider et al., 2003; Smith et al., 2009). Families with a family member who 

experiences a stroke can be considered a specific population. Family Four, the focus of 

this study, comprised three participants. In phenomenological studies smaller sample 

sizes such as this are considered fitting, allowing information-rich material for in-depth 

analysis to be gathered (Smith et al., 2009). A sample of three participants permits 

sufficient comparison without the researcher becoming engulfed by data and should 

be considered a default sample size for Masters students allowing time to undertake 

the required depth of analysis alongside other study commitments (Finlay, 2011). 

Recruitment  

Following the admission of a family member experiencing a first-ever stroke to the 

study hospital, hospital staff provided family/whānau with written information 

regarding the Stroke Family/Whānau Project (Appendix D). Families/whānau were 

included in the parent project if both the proposed primary caregiver and at least one 

other family member voluntarily gave their consent to participate.  For the 

longitudinal study (Phase Two), participation was sought during the acute phase, and 

at subsequent identified time-points (6 weeks, 3- , 6- , 12- , 18- , 24-months post-

stroke, and then annually until conclusion of the parent project in December 2015). 

For the purposes of this study, which was conducted 18 months post-stroke, the 

parent project principal investigator made preliminary contact with participants as 

close as possible to the 18-month anniversary, seeking participants’ ongoing consent 

to participation and to obtain their permission for the researcher to contact them. 
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Members of Family Four were then contacted individually by the researcher to 

arrange interview times convenient to them. 

The participants 

Family Four comprised the female spouse of the stroke survivor, and her two close 

female friends who draw together as a stroke family. 

Stroke survivor: Naturalised New Zealander of Scottish descent and 75 years of 

age when he experienced an ischaemic stroke. He had been living with multiple co-

morbidities for many years. Initially hospitalised in acute and rehabilitation wards, he 

was discharged to a rest-home. He made progress post-stroke but lived with residual 

left hemiparesis and used a wheelchair and motorised scooter for mobilisation. 

Participant one: Pākehā (New Zealander of European decent) and 70 years of 

age at the time of her husband’s stroke. As a pre-teen she helped her mother care for 

her father who had experienced a stroke. She and the stroke survivor were married 

for many years and had one adult son with whom they had little contact. She was a 

recently retired health professional and recovering from a hip replacement when the 

stroke happened. Participant one shared close relationships with the other two 

participants that had spanned a number of decades. She perceived them as family and 

knew their biological families. 

Participant two: Pākehā New Zealander and 68 years of age at the time of the 

stroke. Her friendship with participant one originated many years ago when they 

worked together as health professionals. She shared an almost sisterly relationship 

with participant one and they had regular contact through shared activities. She 

worked 36-hours per week as a health professional and lived alone. She had adult 

children and cared for her grandchildren on days off. She grew up in a medical 

household (father, uncle and grandfather were GPs). 

Participant three: Pākehā New Zealander and 46 years of age at the time of 

the stroke. Her maternal grandmother and paternal grandfather had experienced 

strokes and she previously worked on a stroke ward. She too met participant one 

through her work as a health professional and the almost 30-year-long friendship had 
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many characteristics of a mother-daughter relationship. She worked 30-hours per 

week as a health professional and was married with three teenage children. She had 

elderly parents who were well and independent, and parents-in-law who were frail 

and required support. 

Ethical conduct  

Ethical issues specific to the current study were considered against the framework of 

the Unitec Research Ethics Guidelines (Unitec Research and Ethics Committee, 2010). 

Ethics approval for this study, forming part of Phase Two of the parent project, was 

granted by the Northern X Regional Ethics Committee, NTX/11/EXP/062 (Appendix E). 

Ethical considerations in this study related to informed consent, withdrawal, 

protection, anonyminity, confidentiality and data security. 

Consent and withdrawal. Hospital staff identified potential families and 

provided them with written information about the project (Appendix D), which 

included contact details for the lead reseacher if they had any questions.  Individuals 

who chose to participate and met the inclusion criteria, were provided with a consent 

form (Appendix F) for signature.  

For this study, participants’ ongoing consent was reconfirmed verbally prior to 

conducting the 18-month interviews. In obtaining consent participants were asked if 

they had any queries, it was reiterated that participation was voluntary and that 

participants could withdraw at any time. Interviews were arranged at a place and time 

suitable to the participants. When the researcher contacted participant three to 

arrange an interview, participant three advised that her father-in-law had very 

recently experienced a stroke and that family matters were unsettled at that time. The 

researcher expressed her sympathy and arranged to contact participant three a 

fortnight later, at which time a meeting time was agreed upon. 

Participants were offered the opportunity to review and amend interview transcripts 

so that their experiences were accurately recorded, but none of the participants chose 

to do this. 
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Protection. The potential for participants to become distressed during the 

interviews was considered. Should this have been the case participants would have 

been offered a break, and/or for the recorder to be switched off. They would have 

been asked if they wished the interview to be ended and a support person to be 

contacted. Provision had been made for counselling services if required. None of the 

participants, however, became unduly distressed during interviewing requiring any 

protective actions.   

Confidentiality, anonymity, data security. The recorded interviews were 

transcribed by a paid transcriptionist who was bound by a confidentiality agreement 

(Appendix G). Before analysis, transcripts were anonymised to protect participants. 

Every effort was made to maintain anonyminity throughout the research process and 

final thesis. Electronic copies of email newsletters provided by participant one, 

interview recordings, transcripts and analysed data have been stored in a password 

protected computer. Printed documentation linking data to individuals, such as 

participant consent forms and interview transcripts, together with recordings and 

back-up data on removable electronic devices, have been securely stored and are only 

accessible to the researcher and supervisors. Data will be retained for a period of ten 

years, in accordance with Unitec Research Ethics Guidelines (Unitec Research and 

Ethics Committee, 2010) where after it will be securely destroyed. 

A $20 koha (gift) voucher was given to study participants in appreciation of their 

participation. 

Data gathering 

Before conducting interviews for this study the following assumptions regarding the 

phenomenon of stroke were articulated and recorded by the researcher. This was 

done to bring personal ideas and beliefs into awareness so that an attempt could be 

made to consciously hold these apart from reflections on participants’ experiences 

and interpretation of their experiences (van Manen, 1997). 

Articulations  

 I am a mature student currently completing my osteopathic studies and have 

an academic understanding of the pathophysiology of stroke. 
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 From a literature review I conducted in preparing a proposal for this study, I 

read extensively on the subject of stroke caregiving. 

 I have never personally known anyone who has experienced a stroke. 

However, the mother of a friend of mine, whom I have never met, experienced 

a stroke when my friend and her three siblings were in their teenage years and 

I have heard accounts from her of what it was to be a stroke family. 

 As a soon-to-be-qualified health professional who has had personal experience 

navigating the New Zealand health system with family members and clinic 

patients, I assumed that I might recognise and easily relate to some of my 

participants’ experiences. 

 I have previously provided full-time care to a close family member over a 

period two months, and currently provide emotional and some instrumental 

support to my elderly parents-in-law. 

 Prior to conducting interviews, I expected that my participants would be 

community-based stroke caregivers and that they would be burdened, 

overwhelmed and experience restricted lives. 

Data gathering. Data were collected by individual interviews. Interviews at six 

weeks and 12 months were conducted by a research assistant employed by the parent 

project, while 18-month interviews were undertaken by the researcher. Face-to-face 

interviews allowed for the collection of both verbal and non-verbal data and provided 

an opportunity to develop rapport so that participants were comfortable sharing their 

lived-experiences (Tracy, 2012). Interviews were audio-recorded and lasted between 

1-hour and 1-hour 40-minutes. All participants chose to be interviewed in their own 

homes. Asking participants to nominate where the interviews were conducted was 

important as it allowed them to choose a familiar and comfortable setting (Smith et 

al., 2009). 

General interview guides were used for six-week interviews, with subsequent 

interview guides developed for each participant from transcripts of previous time-sets. 

All started with a broad question oriented toward the study question (van Manen, 

1997), together with specific issues previously raised by the participants for follow-up 
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or further exploration.  A pilot interview was role-played with a nursing friend who 

had experience of qualitative research, and who provided feedback.  

When arriving at participants’ homes to conduct interviews, the researcher took a few 

minutes to chat with participants to facilitate relaxed interactions so participants 

would feel comfortable sharing their experiences. This conversational style was 

carried into interviews which all broadly started with the question: “Please tell me 

how life has been for you as a stroke family member over the past six months” (time 

since previous interviews). The flexible interview guide served as a prompt to the 

researcher, and to maintain focus on the study question. The researcher remained 

engaged and attentive to issues that were raised unprompted by participants and 

followed these to probe more deeply into participants’ experiences. A flexible 

approach is imperative for this type of study as it uses participants’ responses to guide 

exploration of unexpected and unanticipated subjects (Smith et al., 2009; Thomas & 

Greenop, 2008). Audio-recorded interviews were transcribed. Participants were 

offered the opportunity to review the transcribed interviews but none of the 

participants chose to make any changes or requested any data be deleted. Transcripts 

were checked for accuracy and anonymised before analysis. 

Data analysis. The data-set included nine transcripts arising from interviews 

with each participant at six weeks, 12 months and 18 months post-stroke, and 

comprised approximately 12.5 hours of recordings. Email newsletters by the survivor’s 

wife and researcher field notes also contributed to the data-set. Field notes describing 

the researcher’s observations and thoughts were recorded immediately following 

each participant interview. An excerpt from field notes recorded following the 

interview with participant one, on Friday, 3rd May 2013 is appended below (Appendix 

H). 

Data analysis aimed to see the meaning of what it is to be a stroke family. Although 

there is no set way to conduct thematic analysis in hermeneutic phenomenology, the 

following table outlines the researcher’s steps of endeavour to achieve “insightful 

discovery” (van Manen, 1997, p. 79). 
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Table 1. Thematic analysis 

Steps Description of process 

1 Reading and re-reading Multiple readings of transcripts while listening to audio 

recordings. This process of immersion started once the 

researcher obtained transcripts from prior time-sets and 

continued when 18-month transcripts were available. 

2 Initial noting A line-by-line approach making notations in transcript margins 

of words or phrases capturing meaning.  

3 Category creation Identified words/phrases used to create categories under 

which connected data clustered and condensed.  

4  Developing emergent 

themes 

Categories of participant emphasis, resonant phrases, 

together with observations from field notes used to identify 

potential themes.  

5 Thematic relationship Exploration of inter-relatedness, connections, discordances 

and patterns between emergent themes.  

6 Deepening interpretation Once dominant themes were identified deeper reflection on 

what these meant to each participant and the stroke family 

collective continued.  

7 Refining whole and parts Refining organisation of themes to craft the stroke family’s 

story. Attention to semantics and trying to create “linguistic 

transformations” (van Manen, 1997, pp. 95-96) using 

language that evokes recognition and understanding of the 

phenomenon in readers. 

 

Following anonymisation, transcripts were printed. The researcher is a visual-

kinaesthetic learner and repeated reading, handling and written notations allowed an 

intimate knowledge of the data to be developed. In the initial stages, audio-recordings 

were concurrently played to involve all senses. 
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Analysis commenced using steps one to four for each transcript, starting with data for 

participant one. Data were analysed longitudinally: six weeks, 12 months and then 18 

months. This same sequence was followed for participants two and three.  

To exemplify step three, category creation, text from workings for participants one 

and two are shown (Appendix I – step 3). The steps taken to analyse data were 

identical for all participants, and space limitations the only reason for selective 

examples in this thesis. 

With step four, some written expansion of categories began, incorporating initial 

interpretations. Step five cumulated in a series of mind maps exploring inter-

relatedness of emergent themes, first across the same time-sets for all participants, 

then as a holistic collection (Appendix I – step 5). Consideration was given not only to 

commonalities but also to differences and ambivalences inherent in human 

experience so a fuller understanding of the participants’ experience of living as a 

stroke family might be better understood. At this point, a presentation of emergent 

findings was made to a research forum with feedback from colleagues and research 

supervisors incorporated into theme development.  

Steps six and seven involved sustained interpretive engagement with multiple re-

visitations to the data. An example of early writing for the theme `Being prepared’ 

appears below (Appendix I – steps 6 & 7). The data were analysed over an 18-month 

period and reflective notes on decision-making in the development of themes, along 

with personal circumstances that might have influenced analysis, were maintained. 

Ongoing writing and re-writing sought to interpret and distil data to the essence of 

what it is to be a stroke family, endeavouring to “pull the reader into the nature of the 

phenomenon so that the reader cannot help but wonder about the nature of the 

phenomenon” (van Manen, 1997, p. 44).  

This section discussed the methodology on which this research study was founded, 

together with the methods employed to analyse and transform data. Part two which 

follows, is presented as a manuscript prepared for publication in the Scandinavian 

Journal of Caring Science.   
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TO BE OR NOT TO BE? A CAREGIVER’S 

QUESTION: THE LIVED-EXPERIENCE OF A 

STROKE FAMILY DURING THE FIRST EIGHTEEN 

MONTHS POST-STROKE 

ABSTRACT 

Background: Disability following a stroke often requires family, commonly a spouse, to 

provide care enabling the stroke survivor to return home. Immediate or extended 

family and friends may help provide direct care, or support the primary caregiver. 

While family members share the common stroke experience, this is lived within the 

context of separate lives and research examining the individual nuances, roles and 

contribution of family and/or friends forming part of collective stroke networks, has 

largely been overlooked.  

Aim: Ethical approval was granted for this New Zealand study that aimed to explore 

the lived-experience of three stroke family members during the eighteen months 

following a first-ever stroke. 

Method: Hermeneutic phenomenology guided the study. Informed consent was 

obtained prior to individual interviews conducted six weeks, twelve months and 

eighteen months post-stroke.  

Findings: Three main themes emerged: (i) Being prepared, (ii) Where you stand 

changes the view and (iii) Relinquishing and reclaiming. Being prepared revealed how 

these family members anticipated the stroke and drew on personal and professional 

experience in facing the phenomenon. The second theme showed the influence of 

expectation and positionality on family members’ experiences. Relinquishing and 

reclaiming identified loss, grief, and a quest for equity in the synthesis of competing 

stroke survivor and caregiver desires.     
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Conclusions: Familiarity with the caregiving role and experience of unreliable 

community services led stroke family members to question their ability to continue 

caregiving following a family member’s first-ever stroke. Caregivers were physically 

and emotionally spent and rest-home care for the survivor became the only self-

preserving option. A new caring arrangement was formulated seeking equity for both 

stroke survivor and caregiver. 

Keywords: Stroke, Lived-experience, Phenomenology, Family, Caregivers, Carers, 

Institutionalisation, Rest-home, Nursing-home.  
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BACKGROUND 
The effects of stroke are variable and recovery will depend on stroke severity. 

Between 50-70% of stroke survivors will regain functional independence (American 

Heart Association, 2014). For those experiencing permanent disability, informal 

caregivers are pivotal in enabling survivors to return home. Possibly due to caregiving 

demands, in conjunction with limited caregiver ability, poor survivor function, or a 

deterioration in the stroke survivor’s condition (Cheng et al., 2014; Salter et al., 2010), 

20% of stroke survivors will require institutional care three months post-stroke 

(American Heart Association, 2014).  

World-wide, one in six people will experience a stroke (World Stroke Organization, 

2012) and in New Zealand, sixty-thousand stroke survivors depend on family or friends 

for assistance (Stroke Foundation of New Zealand, 2014b). The social and economic 

importance of these caregivers is recognised by government policies that provide 

support, resources and funding for caregivers (Ministry of Social Development, 2014). 

However, theoretical and actual community services are not always congruent 

(McPherson, et al., 2014). In order for health, support and funding agencies to deliver 

appropriate services and get ‘the most bang for their buck', who stroke caregivers are, 

what they experience and need, must be understood. 

Becoming and living as a stroke family occurs without deliberation. The stroke is 

experienced within the context of each family member’s daily life, impacting individual 

experiences, roles and contributions. Most stroke family research focuses on spousal 

caregivers, commonly the stroke survivor’s wife (Green & King, 2009; Hogan & Saban, 

2012). Where non-spousal family members and friends are included in studies, there is 

a tendency to homogenise participants’ experiences obscuring the influence of 

relationship, personal and contextual factors (Bäckström & Sundin, 2009; Wallengren, 

Segesten, et al., 2008). Glimpses of peripheral family and friends who form part of 

caregiving networks, can be seen at the fringes of the literature (Cecil et al., 2013) and 

the experiences of these individuals need to be brought into focus. Stroke family 

studies providing multiple family members’ perspectives, have begun to emerge 

(Kitzmüller et al., 2012). Despite the stroke family journey being a dynamic one 

(Cameron & Gignac, 2008) just one study was found that longitudinally examined the 
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multi-perspective experiences of stroke family members, and this only considered the 

first six months post-stroke (Fischer et al., 2014). The current study aimed to extend 

these findings by elucidating the lived-experiences of three members of a non-

biological stroke family during the first 18 months post-stroke. 

METHODOLOGY 
Van Manen (1997) urges researchers to be constantly mindful of their original 

research question and to remain steadfastly oriented to participants’ lived-experience. 

His hermeneutic phenomenological approach was used in considering the current 

study question “what is the lived-experience of stroke family members during the first 

18 months post-stroke?” This approach is appropriate to explore the unique, 

contextualised experiences of individual family members as they become and live as a 

stroke family.  

METHODS 
This stand-alone study forms part of Phase Two (a four-year longitudinal hermeneutic 

enquiry) of a larger parent project to improve support and outcomes for New Zealand 

stroke survivors and their families. 

Sampling and recruitment 

Purposive sampling was used to recruit five families to the parent project between 

September 2011 and March 2012. Following admission, hospital staff provided family 

members of patients experiencing a first-ever stroke with written information 

regarding the project. Families were included if both the proposed primary caregiver 

and at least one other family member agreed to participate.  Family Four, one family 

recruited from the parent project, was the focus of this study and comprised three 

participants: the female spouse of the stroke survivor and two of her close female 

friends who draw together as a non-biological stroke family (Table 1).  
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Table 1. Stroke family description 

Stroke survivor 

(SS) 

Naturalised New Zealander of Scottish descent and 75 years of 

age when he experienced an ischaemic stroke. He had been 

living with multiple co-morbidities for many years. Initially 

hospitalised in acute and rehabilitation wards, he was discharged 

to a rest-home. He made progress post-stroke but lived with 

residual left hemiparesis and used a wheelchair and motorised 

scooter for mobilisation. 

Participant 1 (P1)  Pākehā (New Zealander of European decent) and 70 years of age 

at the time of her husband’s stroke. As a pre-teen she helped her 

mother care for her father who had experienced a stroke. She 

and the stroke survivor were married for many years and had 

one adult son with whom they had little contact. She was a 

recently retired health professional and recovering from a hip 

replacement when the stroke happened. Participant one shared 

close relationships with the other two participants that had 

spanned a number of decades. She perceived them as family and 

knew their biological families.  

Participant 2 (P2) Pākehā New Zealander and 68 years of age at the time of the 

stroke. Her friendship with participant one originated many years 

ago when they worked together as health professionals. She 

shared an almost sisterly relationship with participant one and 

they had regular contact through shared activities. She worked 

36-hours per week as a health professional and lived alone. She 

had adult children and cared for her grandchildren on days off. 

She grew up in a medical household (father, uncle and 

grandfather were GPs). 

Participant 3 (P3) Pākehā New Zealander and 46 years of age at the time of the 

stroke. Her maternal grandmother and paternal grandfather had 

experienced strokes and she previously worked on a stroke ward. 

She too met participant one through her work as a health 

professional and the almost 30-year-long friendship had many 

characteristics of a mother-daughter relationship. She worked 

30-hours per week as a health professional and was married with 

three teenage children. She had elderly parents who were well 

and independent, and parents-in-law who were frail and 

required support. 
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Data gathering  

Individual interviews were conducted in participants’ homes and lasted between 1-

hour and 1-hour 40-minutes. Individualised interview guides were developed from 

transcripts of previous time-sets. Conversational style interviews started with the 

broad question “Please tell me how life is for you as a stroke family member?” Flexible 

interview guides allowed issues raised independently by participants to be more 

deeply explored. Interviews were audio-recorded and transcribed. Transcripts were 

checked for accuracy and anonymised before analysis. 

Data Analysis 

The data-set included nine transcripts arising from interviews with each participant at 

three time-points: six weeks, 12 months and 18 months post-stroke. Email newsletters 

by the survivor’s wife, and researcher field notes contributed to the data-set. Table 2 

outlines steps taken to achieve “insightful discovery” (van Manen, 1997, p. 79).  
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Table 2. Thematic analysis 

Steps Description of process 

1 Reading and re-reading Multiple readings of transcripts while listening to audio- 

recordings. This process of immersion started once the 

researcher obtained transcripts from prior time-sets and 

continued when 18-month transcripts were available. 

2 Initial noting A line-by-line approach making notations in transcript 

margins of words or phrases capturing meaning.  

3 Category creation Identified words/phrases used to create categories 

under which connected data clustered and condensed.  

4  Developing emergent 

themes 

Categories of participant emphasis, resonant phrases, 

together with observations from field notes used to 

identify potential themes.  

5 Thematic relationship Exploration of inter-relatedness, connections, 

discordances and patterns between emergent themes.  

6 Deepening 

interpretation 

Once dominant themes were identified deeper reflection 

on what these meant to each participant and the stroke 

family collective continued.  

7 Refining whole and 

parts 

Refining organisation of themes to craft the stroke 

family’s story. Attention to semantics and trying to 

create “linguistic transformations” (van Manen, 1997, 

pp. 95-96) using language that evokes recognition and 

understanding of the phenomenon in readers. 

 

Ethical considerations 

Ethical approval was granted by the nationally affiliated Northern X Regional Ethics 

Committee, NTX/11/EXP/062. Consent was obtained on recruitment and at each 

interview point. All data were stored securely and only accessible to the research 

team. 

Rigour 

Rigour was established using the framework proposed by de Witt and Ploeg (2006) 

who cite the work of van Manen (1997), Madison (1988), and other theoretical 

interpretive phenomenological nursing literature in its development. Orientation 
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toward the foundational philosophy, immersion in the data, and an 

analytical/interpretive decision-making trail was maintained. 

FINDINGS 
This study elucidates the lived-experiences of one non-biological stroke family during 

the first 18 months following a first-ever stroke. Findings include three main themes 

and nine sub-themes (Table 3).  

Table 3. Themes and sub-themes. 

Themes Sub-themes 

Being prepared Forewarned, forearmed 

 Professional skills and personal qualities 

Where you stand changes the view Societal expectation 

 Blood thicker than water 

 Health professional viewpoint  

 Stroke family viewpoint 

Relinquishing and reclaiming Grief 

 Unintentional caregivers choosing not to care 

 Taking stock, seeking an equitable compromise 

 A different journey 

 

Being prepared 

Two participants had anticipated the possibility of the Stroke Survivor (SS)’s stroke and 

felt that their shock at the event had been modulated by foresight and pre-planning. 

All participants experienced being prepared by their personal and professional 

knowledge and drew upon this in responding to the stroke.  

Forewarned, forearmed 

Leading up to her husband’s stroke, Participant 1 (P1)’s personal and professional 

experience led her to suspect that SS’s falls, subtle personality and cognitive changes 

were due to transient ischemic attacks.  The SS’s General Practitioner had warned that 

a stroke was possible.  
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I was prepared for [husband]’s stroke, I just went into action mode. I had 

thought it all through previously. There was a certain kind of relief as well as 

dealing with the emergency. (P1:Int1:p.2)  

Prior to the event, P1 lived an uncertain life: anticipating and awaiting the stroke. She 

planned for the eventuality in an attempt to introduce a locus of control. When the 

stroke happened she experienced relief, finally able to regulate her world by 

implementing a plan previously thought through. She was able to distance herself to 

some extent from the strong emotional impact of the stroke by reverting to practical, 

familiar professional protocols in supporting her husband while in hospital. 

Throughout the years of her husband’s failing health, P1 had independently managed 

financial and household affairs. The SS’s stroke and his subsequent rehabilitation in a 

rest-home created little change to her daily routines. If anything, her load was 

lightened as she was released from day-to-day caregiving. Other family members saw 

the stroke as just another hurdle P1 faced in supporting SS on his health trajectory. 

I do think [P1] was preparing herself that she was going to be on her own. This 

is probably nothing, she’s already done the alcoholism and she’s done the 

cancer thing, now she’s got the stroke. She’s just taking it in her stride. 

(P3:Int1:p.10) 

 

Professional skills and personal qualities 

The participants’ professional experience guided their navigation of a familiar health 

system.  

[P1] does know the system and she would be able to say and do the right 

things to get the best for [SS].  (P3:Int1:p.13) 

P1 was told by hospital staff that SS would be provided with an electric wheelchair 

because “he is going home fairly soon”. Participants were aware that tight health 

budgets favoured the provision of funding and resources to patients who returned to 

the community. Although the family members knew there was a possibility that SS 
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would not return home immediately, P1 did not challenge hospital staff assumptions, 

desiring the best opportunity for SS.  

P1’s health-literacy enabled her to source information and resources. She was 

additionally sustained by an experienced, nurturing network.  P2 and P3 were 

cognisant of P1’s immense resourcefulness and personal qualities. They cited her 

strength, sense of humour, positivity, adaptability, practicality, organisation, 

resilience, and outside interests as sustaining her. They maintained a respectful 

monitoring, prepared to step in and provide support, with their professional training 

imparting awareness of when this be needed.  

It’s going to be after all this rehab’s wound down, that’s when the real support 

is going to need to kick in. (P3:Int1:p.13) 

Where you stand changes the view 

During the first six months post-stroke, P2 and P3 counselled P1 against bringing SS 

home, concerned for her wellbeing. Toward the end of the first year post-stroke SS 

was able to mobilise short distances on a walking frame and P1 worked through 

feelings of guilt at her husband remaining in rest-home care as she tried to identify the 

functional level SS would need to attain before she could manage him at home. 

Meanwhile direct contact between P2, P3 and SS dwindled, and P2 and P3 became 

concerned stroke spectators, relying on P1 for updates regarding SS. Between 12 

months and 18 months, loyalties strengthened and waned between participants, 

stroke survivor and other biological family members as expectations, personal 

interpretations and upheavals impacted stroke family relationships. 

Societal expectation 

At 12 months there remained an expectation by SS, family and friends that P1 would 

bring SS home. P1 resisted SS’s continuing desire to return home saying he is “not yet 

ready”, a decision unconditionally supported by P2.  

Having the responsibility for a heavy, still severely disabled man 24/7, you can 

see [SS]’s desire and that’s a really sad mismatch. I think [P1]’s been very 
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courageous to look at things realistically and stand her ground. There’s been a 

lot of pressure on her to bring SS home. (P2:Int4:p.5) 

P2’s work with disabled students gave her insight into the world of full-time 

caregiving, and enabled her to empathise with P1’s situation. 

 I’d hate someone to tell me because my husband had a stroke that he was my 

responsibility and not really appreciate that my life would be drastically 

changed to a point where maybe I couldn’t manage either physically or 

emotionally. (P2: Int5:p.22) 

P2 compared stroke caregiving to being thrust into a job for which one was 

unqualified and questioned why, when there was a change of `job description’, society 

expected spouses to continue as before. This understanding drove her concern and 

support of P1’s decision not to bring SS home.  

Conversely, P3’s personal values strongly aligned with a professional philosophy of 

maintaining those with physical impairment in their familiar environment.   

I can’t see why he can’t go home now. I think he should. I don’t think it’s right 

that he has to stay.  Can’t she see that living in an institution is not right for 

people ... I can’t reconcile it in my head. (P3:Int4:p.2-3) 

In light of SS’s physical gains, P3 was unable to comprehend P1’s continued resistance 

to SS returning home. However, as a non-biological relative, she felt unable to 

communicate this for fear of upsetting P1 and damaging the almost mother-daughter 

relationship that spanned nearly 30 years. She was aware of P1’s unspoken desire for 

her sanction but felt unable to provide this, placing an uncommunicated strain on her 

interactions with P1. 

Blood thicker than water 

P2 and P3 needed to juggle their own work and biological family commitments, while 

continuing to nurture their relationship and provide support to P1. P2 expressed her 

desire to find balance to “give sufficient time to friends and still get on with your own 

life”. Eighteen months after SS’s stroke, P3’s father-in-law had a stroke.  
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I have to prioritise things and first and foremost I have to put my immediate 

family, like [husband] and the three kids first and then I have to put my own 

parents and then [husband]’s parents before [P1] and I feel horrible about it. 

(P3:Int5:p.18)  

Continuing to juggle work demands, a household with three teenage children, and 

supporting her frail mother-in-law amid the stroke crises, P3 felt overwhelmed, the 

multiple demands challenging her ability to cope. She felt she had to prioritise her 

focus and was torn between her commitment and loyalty to P1 and her immediate 

family. 

Health professional viewpoint 

There’s definitely a push both with P1 and SS’s case, and my in-laws’ case, to 

get them home in the first instance.  (P3:Int5:p.15) 

P1 and P3 considered stroke health professionals’ sole focus being to return stroke 

survivors to their homes, with families seen as a resource to facilitate this. They 

perceived there to be an assumption that family members would collaborate with 

health professionals to achieve this goal and that there was little understanding by 

stroke professionals of what happened in the vacuum beyond hospital doors. Stroke 

professionals showed little comprehension of the day-to-day practicalities of 

managing a stroke survivor at home and appeared blind to caregivers as individuals 

with unique capabilities and wishes uncoupled from their stroke survivor.  

The first interview [with stroke doctor] was spent telling us how to sell our 

house or how I should alter it. I wasn’t asked if I would like to have him home. I 

have been asked once and it was by the physio and it was while [SS] was there. 

Well, what else could I say except as long as he’s able to function at home of 

course he can come home, but my belief in function and their belief in function 

are two different things. There was no way I could say to him I’m not taking 

you home. He just couldn’t cope with it. Nobody sat me down or talked to me 

in any way without his presence about whether I could function at home. 

(P1:Int5:p.12) 
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P1 felt unconsulted, dictated to, and personally ignored. The only time she was asked 

about her desire to bring SS home was in his presence, placing her in a compromised 

position unable to voice her concerns for fear of destroying SS’s hope. At no time 

following SS’s stroke was she, a key person, consulted or assessed in terms of her own 

health or capability. 

Stroke family viewpoint 

Although participants drew on professional skills to make sense of the strokes, a 

professional outlook was inadequate to understand what it is to be a stroke family. 

When you work with clients you just think about their function and getting 

them home but when you're involved with someone on a personal level 

there’s a lot of emotional stuff that has to happen. (P3:Int5:p.1) 

Following her father-in-law’s stroke, P3 was drawn into a more personal, more 

emotional stroke experience challenging her previous preconceptions. The hospital 

wanted to discharge P3’s father-in-law home with community support.  

They [caregiving spouses] have had it [community services] initially but the 

help’s all dropped off, which I know from being a health professional. It just 

doesn’t work and they [spouses] are left caring on their own for their partner 

and some of them were walking wounded.  (P1:Int5:p.15) 

Professionally, participants had all experienced the unreliability of community 

services. Additionally, P3 recognised her father-in-law’s behavioural changes, 

demands, disorganisation and memory loss as problems community support services 

could not address.  Finally, P3 was in a position to understand and appreciate P1’s 

continued resistance to SS returning home. 

Relinquishing and reclaiming  

Participants experienced grief at losses associated with the strokes. Conversely, 

hospitalisation and subsequent nursing home placement of SS and P3’s father-in-law 

allow P1 and P3’s mother-in-law to reclaim autonomy. 
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Grief  

I was addressing my grief issues, I had done a hell of a lot of grieving before it 

[the stroke] even happened. (P1:Int4:p.38) 

P1’s adapted life had occurred over time. Her professional understanding of the 

grieving cycle facilitated her mourning aspects of her marital relationship that were 

forsaken and overtaken as she transitioned from wife to caregiving spouse. Family 

members experienced grief as non-linear, fluctuating, with gains and losses over the 

stroke trajectory.  

A grieving process is not just a continuum, it’s sort of waves. (P2:Int4:p.16) 

For stroke family members the grieving process had individual nuances as they 

relinquished what was and moved toward acceptance of irrevocably altered roles and 

rituals.  

 It is a grief thing. Like honestly, I’ve cried a few times in the last few weeks just 

thinking about, the kids don’t have a granddad that can really be a granddad 

anymore and we can’t go and visit nana and granddad. (P3:Int5:p.12) 

Unintentional caregivers choosing not to care 

P1 assumed the role of caregiver insidiously and unintentionally, with SS’s dependency 

on her increasing over the years, until just prior to the stroke it had become all-

consuming. 

Ten years before the stroke I gradually started being his carer without 

consciously being aware of it. He probably became very dependent on me, 

more than I realised. (P1:Int5:p.3) 

P3’s father-in-law’s stroke left him physically able but with notable cognitive 

impairment. P3 and her husband’s family were shocked when the stroke brought to 

light the duration and extent of her mother-in-law’s caregiving and they recognised 

that she (mother-in-law) was unable to cope or continue caring for her husband at 

home.  
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It made me realise that it’s very hard on the spouse when someone has a 

stroke, especially when they’re an older woman and I think in both the case of 

P1 and my mother-in-law, they’ve really done as much as they can. It’s very 

difficult to have to say “you can’t come home and live with me, I’m not going 

to be your caregiver anymore”, ‘cause in both instances they had been in the 

caregiving role for many years before they came to the attention of the 

healthcare system. (P3:Int5:p.2) 

P3 viewed the strokes and hospital admissions of SS and her father-in-law as providing 

respite for both wives from the burden of daily caregiving, allowing them to 

consciously consider their ability and willingness to resume their caregiving role.  

Taking stock, seeking an equitable compromise 

SS had historically, and post-stroke, done little to modify his life-style behaviours and 

participate in his own health management. P1 was seen to manage her life around her 

husbands’ illness, despite her personal health issues. 

[SS] is a difficult man who hasn’t really been able to take on board advice that 

doctors have given him to manage his diabetes and manage his weight and I 

know P1’s been as supportive as she can but I think at the end of the day there 

comes a point in any situation that you just have to stop and take stock and 

think well, this person’s made a decision, I’m not making a difference, I really 

need to look at what’s left of my life. (P2:Int5:p.9) 

The stroke family members were cognisant of SS’s wish to return home but recognised 

that P1’s acquiescence would repeat her cycle of strain and self-disinvestment. After 

years of her personal disenfranchisement, it was realised that the only self-preserving 

option was for SS to remain in rest-home care. In an effort to achieve an equitable 

solution P1 did all she could to sustain her relationship with SS, bar bringing him 

home. He travelled the short distance from his rest-home to their home in his 

motorised wheelchair for day visits, she took him on community outings, and 

purchased SS a mobile phone on which they spoke two to three times a day. 
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I’m happy with things at the moment. I’m seeing enough of SS to keep our 

relationship going but it’s incredibly different which he struggles with but I’m 

not because I think I’ve prepared for it over those years. (P1:Int5:p.39) 

A different journey 

Between 12 months and 18 months P1 was diagnosed with a heart condition, further 

establishing that she was physically unable to care for SS at home.  

 We planned a journey and it’s different. Looking for the positives and just 

reframing how it’s going to be. (P1: Int4:p.41)  

P1’s resilience, positive reframing, and active problem-solving approach enabled the 

stroke to be accommodated in an adapted life where survivor and caregiver were 

afforded equal recognition. By 18 months, the three participants’ identity as a stroke 

family had waned, eclipsed by ensuing personal life events and the pre-dating 

enduring friendships.  

DISCUSSION 

This research provided a multi-perspective, longitudinal view of one non-biological 

stroke family’s experience during the first 18-months. Three main themes emerged: 

‘being prepared’, ‘where you stand changes the view’, and ’relinquishing and 

reclaiming’. These roughly correspond with data collection time-points at six-week, 

and 12- and 18-months post-stroke. 

Being prepared. Findings showed that our participants were better prepared than 

most. History of stroke in their families and transferable professional experience were 

used to interpret and make sense of the strokes. Similarly, participants in Wallengren 

et al.’s (2008) study described their health professional experience as rendering the 

stroke more comprehensible. For our participants the hospital environment and 

medical management of their family member was familiar and they knew where to 

obtain information and resources, differing from experiences reported by families in 

other stroke research who described the hospital environment as strange and 

frightening (Wallengren, Friberg, et al., 2008). These other families felt they lacked 

knowledge, experienced difficulty accessing information (Hafsteinsdóttir et al., 2011; 
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Roy et al., 2015) and their unpredictable circumstances perpetuated uncertainty and 

anxiety (Greenwood, Mackenzie, Wilson, et al., 2009; Rochette et al., 2014). 

Prior stroke experience and health literacy enabled P1 to foresee and plan for her 

husband’s stroke. For her, uncertainty related to her inability to predict when the 

stroke would occur. The relief she felt when the stroke happened was associated with 

her being released from uncertainty, being able to implement planning, thus regaining 

a sense of control, which enhanced her perception of coping. This may be explained 

by research indicating that those who have greater education, physical and 

psychological health generally perceived themselves to have more control and 

autonomy (Bosma, Schrijvers, & Mackenbach, 1999). P1’s self-efficacy, arising from 

dealing with her husband’s previous health crises, allowed the stroke to be viewed as 

just another hurdle on his health trajectory. This minimisation and normalisation of a 

stroke is evident among other older, established caregivers (Greenwood et al., 2010; 

Greenwood, Mackenzie, Wilson, et al., 2009). Conversely, the unexpectedness of P3’s 

father-in-law’s stroke allowed little opportunity to evaluate options and plan. Home-

life had to be juggled alongside the stroke crisis and P3 perceived demands to exceed 

her resources. `Role overload’ and juggling roles has been described by stroke families 

as a common post-stroke scenario (Bastawrous et al., 2015), possibly accounting for 

the lack of control and uncertainty usually reported (Green & King, 2009). A 

comparative study found that established caregivers were sooner able to identify 

coping strategies than first-time carers (Greenwood, Mackenzie, Wilson, et al., 2009), 

indicating perhaps that prior experience, knowing what to expect, and being able to 

plan, may help stroke families manage their situation, corroborating our and others’ 

findings (Greenwood et al., 2010; Rochette et al., 2014). It was unclear among our 

participants which constructs (prior caregiving experience, health 

background/education, or personal qualities), individually or collectively, contributed 

to their preparedness and may be a focus of future research.  

Where you stand changes the view. The way a stroke is experienced within a family, 

is often different to the perception held by those looking-in. Participants experienced 

a societal, familial, and health professional expectation to care, and perceived this to 

arise from a lack of awareness of the demands of community-based caregiving. Similar 
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findings have been reported in studies involving caregivers of people with a range of 

conditions, including stroke. These participants discussed perceptions of expectation, 

lack of awareness, and lack of recognition (Moore & Gillespie, 2014; Pereira & Rebelo 

Botelho, 2011). Moore and Gillespie (2014) describe a caregiving bind where 

considerable caregiving remained unseen and led outsiders to underestimate 

caregivers’ physical and emotional burden, robbing them of social recognition and 

potential support.  

In our research, health professionals appeared focussed on the physical functioning of 

stroke survivors, a perception held by stroke caregivers in other studies (Bäckström & 

Sundin, 2009) and expressed by P3 as her previously-held professional viewpoint. P1 

and health professionals’ discrepant interpretation of SS’s functional level was 

mirrored in findings from another stroke study (Lutz et al., 2011). Health professionals 

appeared focussed on returning SS and P3’s father-in-law to the community in the first 

instance.  It is unclear whether this was driven by budget concerns or, as found by 

other authors, where another household member was present it was assumed they 

had the ability and desire to care for the patient at home (Ellis-Hill et al., 2009; 

McPherson et al., 2014). This may explain why P1 and P3’s mother-in-law, despite 

their personal health issues, were not assessed or consulted regarding their ability, or 

wish, to bring their husbands home. A `courageous’ effort was required of our 

participants to withstand the pressure of health professionals’ expectations to care, 

akin with relatives in other investigations who had to strongly self-advocate when 

pressed by health professionals to become community-based caregivers, regardless of 

their disclosed health limitations (Lutz et al., 2011). Similar to participants in this 

study, other research reported expectations from stroke survivors, family and friends 

that spouses would automatically take on the caregiving role (Anderson et al., 1995; 

Strudwick & Morris, 2010), leaving some stroke relatives feeling they had been forced 

into becoming caregivers (Bäckström & Sundin, 2007; Eaves, 2006).  

Relinquishing and reclaiming. Study participants experienced various losses: of self-

identity, self-priority, autonomy, and routines. Losses occurred before, during and 

after the stroke. For some family members loss was coupled with the insidious 

transitioning to the caregiving role. For others it was more acutely experienced at the 
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time of the stroke as lost roles and rituals became apparent. Existing literature usually 

portrays loss as originating with the stroke event (Green & King, 2009; Hogan & Saban, 

2012) but this may be a more gradual process for established caregivers. Greenwood 

and Mackenzie’s meta-ethnographic line of argument hypothesised that loss of taken-

for-granted assumptions caused many caregivers to re-evaluate their lives and to 

search for meaning in caregiving (Greenwood & Mackenzie, 2010). Our participants’ 

re-evaluation of life post-stroke contrarily led them to relinquish their caregiving role, 

a self-preserving coping mechanism, as they sought to reclaim lost aspects of self. 

Institutionalisation of survivors while maintaining pre-stroke relationship roles, 

separate from the caregiving role (Wallengren, Friberg, et al., 2008), and living 

separately from the stroke survivor in order to retain personal health (Bäckström & 

Sundin, 2009), were strategies used by some other stroke relatives.  

Various studies have shown that for some, caregiving was a conscious choice 

(Salisbury et al., 2010; Williams, 2012), taking account of pre-stroke relationships, with 

caregiving viewed as a privilege (Cecil et al., 2013) and an expression of love (Perry & 

Middleton, 2011). For others, finding themselves as caregivers was unplanned (Dow & 

McDonald, 2007; Eaves, 2006) or undertaken through a sense of duty or expectation 

(Arabit, 2008; Strudwick & Morris, 2010). P1’s decision for SS to remain in rest-home 

care was not made early, or easily. One factor emphasised, and corroborated by P2 

and P3, was professional experience of inadequate and unreliable community 

services. Unfortunately, the mismatch between theoretical and actual community 

services is well-described (Greenwood et al., 2010; McPherson et al., 2014). P3 

perceived her mother-in-law as being less able and in poorer health than P1. This, 

combined with her father-in-law’s dramatic cognitive changes, were factors identified 

in the decision for his placement in rest-home care. Studies regarding the decision-

making process to institutionalise have been conducted in other populations 

(Abendroth, Lutz, & Young, 2012; McLennon, Habermann, & Davis, 2010) and are 

warranted among stroke families. 

Grief was seen as inherently linked with loss and participants suggested that stroke 

teams include a `grief specialist’ to help stroke family members acknowledge and work 

through grief, which was seen as essential in moving forward with post-stroke lives. 
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Grief is mentioned in a number of stroke studies (Hogan & Saban, 2012; Jones & 

Morris, 2012) but there appears to be little literature specifically examining this 

construct. 

Our stroke family’s journey involved adaption to change: change directly arising from 

the stroke and changes in individuals’ lives that continued despite the stroke. Between 

12 months and 18 months, SS’s stroke had been accommodated as a normal crisis 

(Pound, Gompertz, & Ebrahim, 1998) and participants’ more immediate life-events 

over-shadowed the original stroke and their collective identity as a stroke family. 

Strengths and limitations 

This study has a number of strengths. It answers calls for unusual cases that allow 

hypothesis testing (Greenwood, Mackenzie, Cloud, et al., 2009) and that provide in-

depth, longer-term data (Greenwood, Mackenzie, Wilson, et al., 2009) It further 

included members of caregiving networks beyond the primary caregiver and has 

additional value in the expansive view proffered by participants who witnessed both 

the delivery and receipt of health services. It also provided insight into how previous 

caregiving experience and interactions with community services influenced stroke 

family responses. Study participants, as health professionals and non-biological family, 

differ from the usually reported stroke family demographic which may restrict 

transferability of findings. All participants were New Zealanders of European descent 

and findings may not be relevant to indigenous New Zealand Māori and Pacific people 

who have different cultural and caregiving frameworks (Dyall, Feigin, & Brown, 2008; 

Podsiadlowski & Fox, 2011). These groups experience higher rates of stroke (Carter et 

al., 2006) and studies like ours are needed in these populations. 

Conclusions and implication 

Stroke families that are well-prepared are more easily able to make informed choices. 

Families deserve a realistic appraisal of community-based caregiving together with 

details of entitlements and assistance navigating the `web of services’ (McPherson et 

al., 2014). Although hospital-based stroke professionals only interact with stroke 

families for short periods, they need to consider the impact of long-term caregiving on 

families. Furthermore, practice needs to match the theory of a functioning, integrated 
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health and social service network incorporating public, private and charitable sectors 

(McPherson et al., 2014). Where potential stroke caregivers express concern regarding 

their capability and/or capacity to provide care, they should be individually assessed 

and where necessary, helped to identify alternative options for care.  
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proofs.  
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Appendix B: Stroke Family/Whānau Project Overview 
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Appendix C: Protocol Document SFWP – Phase 2 

Protocol document ‘Stroke family whānau project’ – phase 2 

 

Improving support for families/whānau of clients post stroke: A longitudinal 
study 

Working title: ‘Stroke families/whānau’ study 

 

A collaboration between Department of Nursing, Unitec and Nursing Staff, Huia 
and Muriwai Wards, Waitakere Hospital 

Principal investigators: 

 Dr Dianne Roy – Senior Lecturer, Curriculum Leader – Research, Department of 
Nursing, Unitec. 

 Sue Gasquoine – Head of Department, Department of Nursing, Unitec. 

 Shirin Caldwell- Lecturer, Department of Nursing, Unitec. 

 Professor Judy McKimm - Dean and Professor of Medical Education at Swansea 
University, UK.  

 Gerry Fennelly - Charge Nurse Manager Muriwai/Huia Wards, Waitakere Hospital 
 

Partner investigators: 

 Nursing staff – Waitakere Hospital 

 Unitec students. 
 

STAKEHOLDERS 

 WDHB – particularly, Muriwai and Huia wards 

 Department of Nursing, Unitec 

 Stroke Foundation of New Zealand 

 Stroke families/whānau  
 

Stakeholder Advisory Group 

 Gerry Fennelly - Charge Nurse Manager Muriwai/Huia Wards, Waitakere Hospital 

 Rex Paddy – Chief Executive, Stroke Foundation, Northern Region. 

 Liz Mitchelson, Cultural Advisor, Department of Nursing, Unitec. 
 

AIM: 

The aim of this longitudinal study is to improve support and outcomes for families/ 
whānau of clients following a stroke. 

 

BACKGROUND and CONTEXT: 

Approximately 8000 New Zealanders a year have a stroke; a third of which are fatal. 
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There are 56,000 stroke survivors in New Zealand, many of whom live with impairment 
and need significant daily support, however, there is little ongoing rehabilitation 
provided for stroke survivors and their families/ whānau nationally (Stroke Foundation 
of New Zealand, 2010).  

“The consequences of stroke can vary and include physical, emotional, psychological 
and financial impacts not only for the survivor, but can also extend to family” (Moloczij, 
2009). The care and support of clients and their families/ whānau can be complex and 
variable and depends on factors such as severity, origin and location of the cerebral 
trauma, and the time-period following the stroke. Three time phases are typically 
recognised; acute, rehabilitation, and life after stroke. 

In late 2009 the Department of Nursing at Unitec was approached by Gerry Fennelly 
(Charge Nurse, Waitakere Hospital) about a possible research collaboration. Gerry 
and his staff had identified a need to improve support for families/ whānau of clients 
who have had a stroke. As one practitioner said during one of our early conversations 
about the study, “the client moves on but sometimes the family doesn’t; they get 
stuck.”  The approach from our clinical colleagues coincided with our need to develop 
a new longitudinal study to imbed in the Research for Health Professionals course 
within the Bachelor of Nursing at Unitec.  It is within this context that the proposed 
study is being developed. 

 

RESEARCH QUESTIONS 

How might we better support stroke families/whānau? 

How might we improve our communication with stroke families/whānau? 

What are the information and education needs of stroke families/whānau? 

Why do some families/whānau cope better than others? 

How does client age at onset of stroke impact on the experience of families/whānau 
and their support needs? 

 

PROJECT DESCRIPTION 

This longitudinal study will be developed and undertaken in phases over the next five 
years from April 2010 – December 2015.  

 

Phase One (June 2010- April 2011): Survey questionnaire to ascertain information 
and education needs of families of those who experience a stroke. Data collection 
completed; analysis and reporting in progress. 

 

Phase Two: Longitudinal qualitative study of the experience of becoming and living as 
a stroke family/whānau. Experienced researchers will complete data interviews. 

Time: April 2011 – December 2015 

Data collection: April 2011 – May 2015 
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Up to five families/whānau will be recruited and interviewed during the acute phase 
with follow-up interviews at 6 weeks, 3 months, 6 months, 12 months and then 
annually until study completion. 

NB: The current ethics application pertains to this phase. Additional application 
will be made for subsequent phases. 

 

Phase Three: Action research study to improve information needs and support based 
on results of phase one questionnaire and emerging findings from phase two. 
Involvement of all research partners to identify specific development of this phase. It 
may be possible/appropriate in this phase, for example, for nursing students (as 
research assistants) to interview other health students (e.g. OT, Physio, Medicine, 
Speech/language therapy and Osteopathy). 

 

Phase Four: Survey questionnaire. This may be a repeat of phase one (with additional 
items depending of findings from previous phases).  

 

STUDY PROTOCOL – PHASE TWO (2011-2015): LONGITUDINAL 
PHENOMENOLOGICAL INVESTIGATION 

Phase Two seeks to provide new understandings of the experiences and needs of 
members of extended family/whānau of those who experience a stroke. 

 

The study will utilise hermeneutic phenomenological methodology informed by the 
writings of Martin Heidegger and Hans-Georg Gadamer, to provide an understanding 
and interpretation of the phenomenon of ‘becoming and living as a stroke 
family/whānau’ and illustrate the impact it has on participants’ lives. Procedures for the 
study are guided by phenomenological methods described by van Manen (1997). For 
the purposes of the study family/whānau is viewed broadly to include people who live 
in close relationship with the person who has had a stroke.  

The study will be embedded in the second year ‘Research for Health Professionals’ 
course for the Bachelor of Nursing degree at Unitec. The study processes will be used 
to illustrate research methods and protocols in theoretical teaching. Additionally, 
students will act as research assistants to assist in data management and analysis 
following interviews with stroke families/whānau. Students will be supervised by 
Department of Nursing academic staff at all times and will develop the necessary skills 
through class and tutorial preparation. This strategy is based on the premise of 
students coming to know nursing research by participating in a learning experience 
based on participation and active learning. We have used this strategy successfully in 
the course since 2004.  

 

Sample and Recruitment:  

 Following ethics approval purposive sampling will be used to recruit up to five 
families/whānau.  
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 Potential participant families will be identified by clinical staff when a client is 
admitted to Waitakere hospital following a first-ever stroke.  

 Clinical staff will be asked to provide potential participants with an information 
sheet. 

 It is projected that, on average, three members from a family/whānau would be 
interviewed at each time-point. 

 Criterion for family/whānau inclusion is that the primary caregivers as well as other 
family/whānau members agree to participate.  

 

Data gathering:  

 In-depth phenomenological interviews will be conducted with family members 
(individually or as a family, depending on participant preference).  

 Interviews will be conducted either by named researchers or research assistants 
with the necessary skills to conduct a phenomenological interview. NB. Unitec 
nursing students will not conduct interviews during this phase of the study. 

 The first interview will be ‘as soon as possible after admission’ with follow-up 
interviews at 6 weeks, 3 months, 6 months, 12 months, 18 months, 24 months, 36 
months and 48 months post stroke.  

 Interview place and time will be by mutual agreement with the 
researcher/participant. This may be at Waitakere Hospital, Unitec, participant’s 
own home, or marae.  

 Interviews will be audio-recorded. 
 

Data management and analysis:  

 Interviews will be transcribed verbatim by a transcriptionist.  

 Consistent with hermeneutic phenomenology, data will be analysed thematically 
using an inductive approach (van Manen, 1997).  

 Preliminary analysis will be completed following each interview (where practical) 
with a more in-depth analysis of each ‘set’ (data point).  

 It is anticipated that data from each 6-12month stage (e.g. interviews up to and 
including 6 months post stroke) will be analysed in-depth and findings presented. 

 On completion (four years) an integrated interpretation of all data will be completed 
and reported. 

 Analytical processes will include presentation and discussion of emerging 
interpretations with an ‘expert group’ of people who have clinical and/or personal 
experience of the phenomenon.      

Dissemination of Results 

 All stakeholders and participants will be offered a summary of results.  The results 
of the study will be reported in academic papers, and presented at conferences 
and professional and consumer meetings.  They will also be used to inform 
development of subsequent phases of the study (2012-2015). 

 The results of this study will (in addition to academic publications and 
presentations) have relevance to practice and will be of interest in particular to 
health professionals working with people experiencing a stroke and their families, 
the Stroke Foundation, the Ministry of Health and District Health Boards, and 
others who provide health information and resources for consumers. 

 

The Stakeholder Advisory Group will provide ongoing clinical and professional support. 
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Time frame for Phase Two study 

  April 2011 – November 2015 

Activity per quarter (Q) Q1 to 
April 
2012 

Q2 to 
April 
2013 

Q3 to 
April 
2014 

Q4 to 
Nov 
2015 

Study start up (stake holder relationships, ethics 
approval, protocol development) 

    

Stage One:  

Participant recruitment 

Interviews 1-4 (0-6months) 

Analysis and initial interpretation and reporting 

    

Stage Two: Participant recruitment 

Interviews 5 and 6 (12 & 18 months) 

Analysis, interpretation and reporting 

    

Stage Three:  

Interviews  7 and 8 (24 & 36 months) 

Analysis, initial interpretation and reporting 

    

Stage Four:  

Interview 9 (48 months) 

Integrated analysis, interpretation and reporting 

    

Preparation of final reports       

 

 ETHICS APPLICATION – Application for expedited review prepared for submission to 
Northern X Ethics Committee for approval (in conjunction with Unitec Research Ethics 
Committee). The study will also be reviewed by the Nga Kai Tataki Māori Research 
Review Committee at Waitemata DHB and has been registered with the Knowledge 
Centre at Waitemata DHB. 
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Appendix D: Participant Information Sheet 

                                         

Improving support for families/whānau of clients post-stroke (phase two): 

Longitudinal study of experiences of family/whānau members. Participant 

Information Sheet 

You are invited to take part in a study that aims to improve support for family/whānau 

of people who have experienced a stroke. I am Dr Dianne Roy, a nurse and senior 

lecturer in the Department of Nursing at Unitec, and I am leading a small group of 

other nurses and health professionals in this research.  

Why is this study important? 

Approximately 8000 New Zealanders a year have a stroke. There are 56,000 stroke 

survivors in New Zealand, many of whom live with impairment and need significant 

daily support. It is believed that more national support is needed for stroke clients and 

their families/whānau.  

Purpose of the Study 

The aim of this study is to better understand the experiences of families/whānau of 

people who have a stroke so that we, as health professionals, might provide better 

care and support for families/whānau in the future. We hope to find out more about 

what it is like for you and your family/whānau in the weeks and months following your 

loved one’s stroke. We are inviting you, as a family/whānau member of someone who 

has recently experienced a stroke, to participate. 

What it will mean for you? 

You will be asked to meet with one of the research team for a series of face-to-face 

interviews over the next four years. We will arrange a mutually agreeable time and 

place for the interviews. The interviews will be audio-recorded and later transcribed 
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into written form. We will contact you well in advance of each interview to see if you 

still wish to participate and too arrange a date, time and place for the interview.  

During the interviews we will ask you about your experiences of being a 

family/whānau member of someone who has had a stroke. You will be free to choose 

how much or how little you wish to tell us about your experiences. During the 

interviews we can stop and start the recorder as many times as you might need. While 

many people find it helpful to talk about their experiences, others may find 

themselves thinking and talking about things that could be stressful. If you were to 

become distressed, the interview would be discontinued and assistance offered.  

Each interview will take about an hour and will occur about nine times over the next 

four years; the first one as soon as possible, then in six weeks, three months, six 

months, 12 months, 18 months, two years, three years and four years.  

Your Rights and Privacy  

Participating in the study is voluntary (your choice). The care of your family/whānau 

member will not be affected on the basis of your decision to participate. You do not 

have to give a reason for not participating. You can withdraw from the study at any 

time.  

Because of the method of data analysis to be used in this study it is essential that the 

interviews are recorded. Only those people who consent to the interviews being 

recorded can be included as participants in the study. You will be given the option to 

receive a copy of the recording. Once each interview has been completed you will be 

sent a transcribed (written) copy of what was said in the interview. If you wish to 

withdraw any or all of the information you discussed with us you can do so within two 

weeks of receiving the written copy by contacting a member of the research team.  

All audio-recordings and written material will be stored in locked filling cabinets and 

computer files will be protected by passwords. Only the research team, including 

research assistants, will have access to the interview material. Every attempt will be 

made to avoid identification of you or any person or place in any reports prepared 
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from the study. Your name will not be disclosed in any publication resulting from the 

study; nor will such information be available to any other participant in the study.  

Any Questions?  

Please contact us if you have any questions, now or in the future. We want to make 

sure you understand the study and feel well informed about what we are doing and 

why. I (Dr Dianne Roy) am the contact person and my details are below.  

If you have any questions or concerns about your rights as a participant (someone 

who takes part in this research) you can contact an independent health and disability 

advocate. This is a free service provided under the Health and Disability Commissioner 

Act. Phone 0800 555 050; Email: advocacy@hdc.org.nz. 

To ensure ongoing cultural safety Nga Kai Tataki - Māori Research Review Committee 

Waitemata DHB encourage those who identify themselves as Māori and who are 

participating in health research to seek cultural support and advice from either Mo 

Wai Te Ora – Māori Health Services or their own Kaumatua or Whaea. For assistance 

please contact the Services Clinical Leader for Mo Wai Te Ora – Māori Health on 09 

486 1491 ext: 2324 or the Māori Research Advisor on 09 486 1491 ext: 2553 

What do I do next? 

If you are willing to participate in this study please contact me (Dr Dianne Roy) or the 

person who has given you this information sheet and we can arrange a suitable time 

and place for completion of the first interview.  

Thank You for your time in reading this information and for considering our request. 

Contact Details Principal Researcher: 

Dr Dianne Roy - Senior Lecturer, Department of Nursing, Unitec Institute of 

Technology. Phone 09 8154321 ext 8307 or 021 581 096, Email: droy@unitec.ac.nz  

Other Researchers 

Sue Gasquoine - Head of Department, Department of Nursing, Unitec Institute of 

Technology. 
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Shirin Caldwell - Lecturer, Department of Nursing Unitec Institute of Technology.  

Judy McKimm - Dean and Professor of Medical Education at Swansea University, UK. 

Gerry Fennelly – Charge Nurse Manager, Muriwai and Huia Wards, Waitakere 

Hospital. 

 

This study has received ethical approval from the Northern X Regional Ethics Committee (Ref 

NTX/11/EXP/062). If you have any complaints or reservations about the ethical conduct of this research, 

you may contact them at (09) 580 9063.  Any issues you raise will be treated in confidence and 

investigated fully, and you will be informed of the outcome. 
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Appendix E: Ethics Approval 
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Appendix F: Participant Consent Form 

 

CONSENT FORM: Experiences of families/whānau of people who have had a stroke 

English I wish to have an interpreter Yes No 

Deaf I wish to have a NZ sign language interpreter Yes No 

Māori E hiahia ana ahau ki tetahi kaiwhaka Māori/kaiwhaka pakeha 

korero 

Ae Kao 

Cook Island 

Māori 

Ka inangaro au i tetai tangata uri reo Ae Kare 

Fijian Au gadreva me dua e vakadewa vosa vei au Io Sega 

Niuean Fia manako au ke fakaaoga e taha tagata fakahokohoko kupu E Nakai 

Sāmoan Ou te mana’o ia i ai se fa’amatala upu Ioe Leai 

Tokelaun Ko au e fofou ki he tino ke fakaliliu te gagana Peletania ki na 

gagana o na motu o te Pahefika 

Ioe Leai 

Tongan Oku ou fiema’u ha fakatonulea Io Ikai 

I have read and I understand the information sheet dated 5th April 2011 for volunteers 

taking part in the study designed to find out about the experiences of families/whānau 

of people who have had a stroke. I have had the opportunity to discuss this study. I am 

satisfied with the answers I have been given. 

I have had the opportunity to use whānau support or a friend to help me ask 

questions and understand the study. 

I understand that taking part in this study is voluntary (my choice), and that I may 

withdraw from the study at any time, and this will in no way affect the continuing or 

future health care of my family/whānau member. 



 

113 
 

I understand I am free to withdraw any or all of my interview data. If I decide to 

withdraw my interview data I know I will need to contact the principal researcher 

within two weeks of completing each interview.  

I understand that my participation in this study is confidential and that no material 

that could identify me will be used in any reports on this study. 

I understand that information gathered during participation in the research will be 

treated confidentially and stored securely. 

I consent to my interview being audio-recorded 

I know whom to contact if I have any questions or concerns about the project. (Note: 

The principal researcher for this project is Dr Dianne Roy - Ph. 098154321 ext 8307 or 

(droy@unitec.ac.nz). 

I agree to take part in this research. 

I …………………………………………………………………………. (full name) hereby consent to take 

part in this study.  

Signature : ……………………………………………… (Participant)   ……..….. (Date) 

Project explained by: …………………………………. 

Signature: ……………………………………………… (Researcher)   ………… (Date) 

The participant should retain a copy of this consent form. 

This study has received ethical approval from the Northern X Regional Ethics Committee (Ref 

NTX/11/EXP/062). If you have any complaints or reservations about the ethical conduct of this research, 

you may contact them at (09) 580 9063.  Any issues you raise will be treated in confidence and 

investigated fully, and you will be informed of the outcome. 
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Appendix G: Transcriptionist Confidentiality Agreement 

 

Stroke Family Whānau Study 

NON-DISCLOSURE OF INFORMATION 

Transcribing Typist 

 

I     _______________________________________________    agree not to 

disclose the name of, or any information that would lead to the identification 

of the participants in the research study being undertaken by Dr Dianne Roy 

and colleagues.  

The audio-recordings, transcription hard copies, and computer files will not be 

made available to anyone other than the researchers and will be kept securely 

while in my possession.  

I will not retain any copies of the audio-recordings, computer files, or 

transcriptions. 

 

Signed: ______________________________ 

Name:  ______________________________ 

Date:  ______________________________ 

  



 

115 
 

Appendix H: Interview Guides 

Confirm consent with participants. Advise participants they can stop at any time or 

choose not to answer questions. 

All participants: 

 How has life been for you as a (extended) stroke family member since you were 

last interviewed six months ago? 

Participant 1: 

 In previous interviews you speak about having a plan, future planning, looking 

ahead – has this still been relevant over the past six months? Has life moved 

forward as you anticipated – in what way? 

 You previously said you were helped by knowing how our health system worked. 

Can you tell me how this has influenced your experiences and decisions? 

 What has the stroke meant to you in terms of relationship roles with SS, P2 and 

P3, and other family, work and social relationships? 

 What do you see when looking to the future? 

Participant 2: 

 What has the stroke meant to you in terms of relationship roles with SS, P1 and 

P3? Have you experienced any role changes in the last six months? In what way? 

 In what way does SS’s stroke impact life for you currently?  

Participant 3: 

 What has the stroke meant to you in terms of relationship roles with SS, P1 and 

P2? Have you experienced any role changes in the last six months? In what way? 

 I was sorry to hear of your father-in-law’s stroke.  How did your experiences with 

SS and P1 affect the way you responded to your father-in-law’s stroke? How has 

your father-in-law’s stroke affected your biological family relationships? Has his 

stroke affected your role as SS/P1’s extended stroke family?  What other impacts 

have there been for you?  
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Appendix I: Excerpt from Field Notes 

 

Friday, 3rd May 2013 

Participant 1, Interview 5 

P1 appears to be very organised (made a list of things she wanted to discuss), 

proactive and engaged in life. She discusses outside interests which are important to 

her and sustain her. She is community-minded and gives of herself to others 

(neighbour, other stroke spouses). She appears to be positive in her approach to life in 

general and appears adaptable, taking things as they come along, systematically 

considering and reflecting on the issue until she comes up with a plan to follow. Could 

she be stepping into known professional protocols in dealing with the stroke? Does 

this provide her with some control in managing the uncertainty? Her professional 

training has provided her with skills that enable her to assess others and herself and 

problem-solve to plan a strategy in moving forward.  From her discussion I gain a 

sense of her having very good interpersonal skills. She discusses making `suggestions’ 

– to other spouses and SS – and then leaves others to reflect on these, enabling them 

to reach their own conclusions so that they don’t feel dictated to.  It would appear 

that she might have been expecting similar treatment in her dealings with hospital 

health professionals. She appears to be shocked, affronted when she is told to sell 

their home and move into a rest-home with SS, without any consultation or discussion 

regarding her viewpoint, ability or desires.  I have the impression that she doesn’t 

want her husband home and justifies this by providing practical examples of why she 

can’t have him home i.e can’t pick him up if he falls, the emergence of her recent 

heart issues, but I feel that there is a deeper reason for her not wanting him home 

that she doesn’t discuss – out of loyalty to her husband?, not socially acceptable?, 

because of personal or religious values? Whatever this reason I have the impression 

she is impeccably fair in her relationships with others, including her husband. She tries 

to negotiate a point of balance between her needs/desires and those of her husband 

in order to find a workable, equitable solution considering both of them. 
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Appendix J: Theme Development `Being prepared’ 

The theme ‘Being prepared’ is used as an example to demonstrate some of the steps 

taken in working with the data. 

Step 3. Category creation  

Data from participants one and two are provided to demonstrate the separate 

categorisation, but related interaction between data in theme development. An 

identical approach was taken for participant three, and space limitations the only 

reason for selective examples. Colour-coding was used to denote interviews at six 

weeks (black), 12 months (green) and 18 months (blue), with initial reflections in red.  

Participant one: Prepared/planning (pages 1-2) 
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Participant two: Prepared/planning/problem solving/professional training (pages 1-4)
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Step 5. Mind map thematic relationship 

 

Steps 6. & 7. Development of theme `Being Prepared’ and its overall relationship 

with other initial themes 
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Step 7. Refining whole and parts 

Being prepared 

Stroke is commonly experienced as a sudden and unexpected event (Greenwood, 

Mackenzie, Wilson, et al., 2009). Anticipating the stroke modulates the initial shock for 

two of this stroke family’s members and allows preparation and planning. All three 

participants draw upon personal and relevant professional knowledge to formulate 

strategies and respond to the stroke, enhancing management and coping. However, 

preparation is not always enough and peripheral stressors challenge their coping 

abilities. 

Forewarned, forearmed 

P1’s father experienced a stroke during her pre-teen years and she has lived and 

known what it means to be a member of a stroke family.  For many years, her husband 

(SS) has confronted multiple health issues, with little self-regulation required to 

manage these. Leading up to her husband’s stroke, P1’s personal experience and 

health professional background lead her to suspect that her husband’s falls, subtle 

personality and cognitive changes were due to transient ischemic attacks (TIA).  SS’s 

GP warned that a stroke was possible.   

It was something I was prepared for [husband’s stroke], I just went into action 

mode. I had thought it all through previously ... there was a certain kind of 

relief as well as dealing with the emergency. (P1, Int1, p.2) 

Prior to the event, P1 experiences an uncertain life, expecting and living under the 

threat of a pending stroke, unsure when it will occur.  She plans for the eventuality in 

an attempt to bring some control to her uncertain life.  Within the emotional 

landscape of the stroke event she experiences relief as she is finally able to regulate 

her world by implementing a plan previously thought through. Her health professional 

training allows her to distance herself to some extent from the strong emotional 

impact of the stroke by reverting to `being a health professional’, implementing 
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practical, familiar professional protocols in assessing and supporting her husband 

while in hospital. 

People that were there, were far more emotional about it [husband’s stroke] 

than I was. (P1, Int1, p.8) 

Unchanged routines 

Throughout the years of her husband’s failing health, P1 found that she was 

independently managing all of the financial and household affairs. SS’s stroke and his 

rehabilitation in a rest home, creates little change to her daily routines and workload. 

If anything, her load is reduced as she is released from the burden of caring for her 

husband. 

 I had control of the money, finances anyway so I’ll just continue with that. (P1, 

Int1, p.18) 

Having journeyed through previous, sometimes life-threatening, health crises with her 

husband, P1 faces the stroke as a next hurdle on his health trajectory. She has 

previously confronted and prepared for the possibility of life on her own.  Other stroke 

family members identify her resilience and self-efficacy as enabling her to effectively 

cope and adapt to stressors presented by the stroke.  

I do think P1 was preparing herself that she was going to be on her own … so 

this is probably nothing, she’s already done the alcoholism and she’s done the 

cancer thing, now she’s got the stroke. She’s just taking it in her stride and I 

think because she’s just so resourceful. (P3, Int1, p.10) 

Professional skills and personal qualities 

P1’s professional experience guides her navigation of a familiar health system. While 

her husband is on the stroke ward she hears of an extended rehabilitation project and 

she asks that her husband’s name to be put forward, and onto which he is later 

accepted. She also enquires, and is advised by a hospital health professional that her 

husband is being upgraded onto a more urgent waitlist, which will provide him with an 

electric wheelchair because he is going home fairly soon. 
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P1 does know the system and she would be able to say and do the right things 

to get the best for SS.  (P3, Int1, p.13) 

All three participants are aware that tight health budgets favour the provision of 

funding and resources to those patients who will return to the community where 

caregivers freely provide care. Although stroke family members are aware of a high 

possibility that SS will be unable to return home, P1 does not challenge the health 

professional’s assumptions, desiring the best opportunity for SS’s rehabilitation. 

In situations where P1 lacks personal knowledge, she is sufficiently health-literate to 

source answers and resources, and challenge misinformation. Additionally, her stroke 

family provide support through their network of experience. Knowing what and where 

to go for support minimises the stress and uncertainty associated with the stroke and 

enables P1 to begin planning her post-stroke life. 

Now I’ve got plans of what to do, it makes coping so much easier. (P1, Int1, 

p.38) 

She is sustained in her endeavours by an experienced, nurturing network.  Stroke 

family members are cognisant of P1’s immense resourcefulness and personal 

qualities. They cite her strength, sense of humour, positivity, adaptability, practicality, 

organisation, determination, resilience, and outside interests as sustaining her in the 

face of her husband’s stroke. P2 and P3 maintain a respectful monitoring, prepared to 

step in and provide support should it be needed. P2 and P3’s professional training 

imparts awareness of when and what support P1 may need. 

 I kind of realise in those early stages people do get quite tired  … and it’s going 

to be after all this rehab’s wound down, that’s when the real support is going 

to need to kick in. (P3, Int1, p.13) 

When preparation is not enough 

P1 experiences the stroke as an expensive event. Having only recently retired when 

her husband’s stroke occurs she is unprepared for the small but mounting costs of 

travel to and from the hospital, along with parking charges requiring that she limit the 
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number and duration of her hospital visits. She is shocked to discover that her 

husband’s state pension will no longer be paid if he does not return home after 

fourteen weeks. P2 and P3 are aware of the unexpected financial stress the stroke 

imposes on P1. P2 is concerned about the additional stress P1 experiences during 

interactions with government agency staff regarding entitlements, and that 

information provided to P1 is at best misleading, or untrue.  

[government agency] … gave her an entirely different scenario of what she was 

entitled to. (P2, Int1, p.15) 

P1 feels she is being doubly penalised having to manage additional day-to-day costs 

associated with the stroke, together with the expectation that she will continue to 

fund joint costs such as their mortgage repayment, despite being moved onto a single 

state pension. She is worried about how she will manage. As is her style, she actively 

confronts the financial situation by identifying ways in which to supplement her 

pension, including returning to part-time work. When challenging her government 

agency case officer on information she knows to be untrue, she experiences rudeness 

and is left feeling vulnerable and that she has no human status. Her professional 

knowledge and experience make her aware of community organisations where she 

can seek advocacy to battle for her at her next agency meeting. 
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