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Thesis Abstract 

 

This thesis is comprised of four chapters: a systematic literature review, empirical research 

paper, critical appraisal and ethics section.   

The literature review explored ethnic minority familial caregivers’ experiences of caring for a 

relative who has had a stroke.  The meta ethnographic analysis revealed 4 overarching systemic 

themes; Self, Family, Culture and Spirituality and Formal Health and Social care systems. Faith 

and spirituality and dissatisfaction with formal services emerged strongly across the eleven 

papers. 

The empirical paper was a single case study design across two time points to explore the 

experiences of a spousal caregiver of stroke during the Covid pandemic.  An IPA analysis was 

carried out and three overarching themes emerged: Stopping vs changing, Control and 

entrapment and Hope and growth.  The case study demonstrated how confronting post-stroke 

difficulties, rather that trying to avoid them, can facilitate the necessary processing to achieve 

posttraumatic growth and hope for the future. 

The critical appraisal seeks to explore and reflect upon the research process with discussion 

reflecting upon reaching the ‘hard to reach’, socially sensitive research and methodological 

considerations of single case study design. 

The final section contains the ethics application paperwork supporting the empirical paper; 

relevant documents are appended. 
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Abstract 

Purpose 

To systematically synthesize qualitative research into the experiences of ethnic 

minority family caregivers caring for a relative following a stroke 

Methods 

Seven databases were searched for peer reviewed papers, published up to and 

including 2022.  The papers were reviewed in accordance with the PRISMA 2020 criteria, 

quality assured using the Critical Appraisal Skills Programme (CASP) checklist for 

qualitative research and screened against inclusion and exclusion criteria.  The review 

comprised of 11 papers. 

Results 

Themes identified were Self: Meaning making, Emotional stresses and coping, 

Practicalities of caregiving; Family: Spousal obligation, Familial piety; Culture and 

Spirituality: Faith and spirituality, Cultural norms and narratives; Formal Health and Social 

Care systems: Discharge – the transition home, Meeting needs – provision and adaptation, 

Rights vs reticence, Information and communication. 

Conclusion 

Ethnic minority family caregivers shared similar frustrations found in ethnic majority 

research populations, however nuanced differences were apparent.  Cultural competence is an 

expectation within care frameworks but, appears to lack specific, operationalised guidance on 

what this entails.  More research and greater cultural reference is needed to inform policy, 

practice and service design.            
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Introduction 

One in four people experience a stroke event, 53% of these die as a result; stroke is the 

second leading cause of deaths globally and the third leading cause of deaths and disability 

combined [2].  There are two main types of stroke; ischaemic and haemorrhagic [2].  

Ischaemic strokes are caused by blockages or obstructions cutting off blood supply to the 

brain, haemorrhagic strokes are caused by a ruptured vessel causing bleeding in or around the 

brain [3]. Disruptions to neuronal blood flow damage brain tissue and can cause temporary or 

permanent loss of associated function [4], leading to acquired disabilities.  By 2035 the 

number of UK stroke survivors is projected to increase by 32% [5]  

Ethnic disparities 

Whilst 86% of global stroke mortality occurs within lower and lower-middle income 

countries [6], stroke incidence in higher income nations is projected to rise with aging 

populations [5,7].  Research into stroke incidence [8,9] has consistently revealed disparities 

between ethnicities [10,11]; for example, British ethnic minorities experience strokes 

approximately five years earlier and generate two to fourfold greater risks of adverse 

outcomes despite access to free health care [12].  In the US, Native American Indian and 

black American have higher stroke incidence than white Americans [10] and, although 

overall stroke-related deaths have fallen, deaths amongst Hispanic Americans have increased 

over the past decade [10].  Similar ethnic disparities in stroke incidence have been found 

amongst Māori and Pacific communities within New Zealand [13]; in Canada, First Nation, 

Meti and Inuit indigenous communities experience disproportionately higher stroke risk [14].     

Multiculturalism 

The Cambridge Dictionary defines an ethnic minority group as 

“a group of people with a shared culture, tradition, language, history, etc. living in 
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a country where most people are from a different ethnic group” [15].  Migration creates 

multiculturalism; colonialism displaced indigenous cultures across continents [16].  Global 

trade has since fuelled labour market migration and, inequality, political instability and 

conflict fuel economic migration and people seeking asylum [17].  Multicultural societies are 

unremarkable; many migrant populations are well-established in their country of residence 

having never lived in their country of origin, yet maintain distinctive diasporic cultural 

identities based on shared history, race and faith [18]. 

Stroke risk, culture and systems 

The INTERSTROKE study (2016) gathered stroke data across 32 countries and found 

the following risk factors can account for 90.7% of population attributable risks; high blood 

pressure, inactivity, unhealthy diet, smoking, diabetes, high alcohol consumption, obesity, 

cardiac disease and psychosocial factors [19].  This suggests ethnic disparities are likely 

rooted in lifestyle, socioeconomic circumstances and/or cultural influences over genetics; 

heritability was estimated at 30-40% but mediated by the above factors [20]. 

Whilst pure nativist and empiricist explanations cannot account for INTERSTOKE 

findings, behavioural genetics and, more recently, epigenetics seek to understand how 

genetics and environment interact to generate aetiological disparities [21-26]. 

Bronfenbrenner’s Bioecological model offers a holistic, widely applicable, qualitative 

framework to analyse variability within and between populations, thereby offering a means of 

understanding how and why heritability differences in stroke may (or may not) be actualised 

within ethnic minority populations.  Although some systems are vaguely defined, so difficult 

to test empirically, the model has yielded tangible outcomes through identifiable actions that 

translate into public policy [27-31].   
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Bioecological systems theory stipulates that we develop through complex reciprocal 

interactions within and between the people, objects and symbols in our systemic 

environments [1].  Brofenbrenner’s Bioecological systems model (figure 1) suggests culture 

is positioned within a macrosystem, interacts with our indirect and immediate environments 

and can be influenced by changes over time (chronosystem).  However, culture is not 

necessarily experienced uniformly across settings, and more recent research argues culture is 

situated within an individual’s microsystem that shapes, and is shaped by, everyday activities, 

daily routines and practices within family, social and institutional settings [32].  These 

interactions make up the individual’s mesosystem.  

[Insert figure 1] 

The microsystem of a stroke survivor is critical to timely help-seeking, treatment, 

rehabilitation, and recovery.  Although acute care provision is largely carried out by 

professionals within health services, much of the post-stroke rehabilitative care falls to 

informal carers; usually family and friends of the care recipient (CR) [33].  The 

disproportionality of ethnic minorities within stroke statistics generates disproportionate 

numbers of ethnic minority familial caregivers (EMFCs).  For example, in the UK 

approximately 65% of stroke survivors leave hospital with a disability [34]; henceforth 

families often assume the primary role in coordinating and providing care.  The impact of this 

care burden has been found to significantly impact upon their physical, emotional, economic 

and social wellbeing [35]. 

Culturally competent care “means being alert and responsive to beliefs or conventions 

that might be determined by cultural heritage” [36].  Although in health literature since the 1990’s, 

the International Organisation for Migration (IOM)’s 2002 publication, “Unequal Treatment”, 

initiated a drive to address health inequalities through person-centred, individualized and 
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equitable care provision [37].  Embedded within equality legislation, this is now explicit 

within healthcare frameworks [38], therefore culturally sensitive practice should be well 

established, and experienced homogeneously, regardless of ethnicity.  However, the 

disproportionate incidence and mortality rates warrant further investigation as, with aging 

populations and rising stroke rates, EMFC wellbeing could become a health concern across 

developed countries.  

Aims 

Whilst research to date shares experiences of specific ethnic minority groups within 

different countries, searches indicate that themes of experience across EMFCs have yet to be 

systematically synthesised.  Diversity will always exist, both within and between different 

ethnic groups, however any consistent themes identified across EMFCs’ identities could form 

a useful reference point for culturally sensitive and responsive practice/interventions.  This 

review aims to synthesise current research to bring understanding to the experiences of being 

an EMFC who is caring for a relative following a stroke event. 

 

Materials and methods 

This systematic literature review was conducted with reference to the guidance on the 

PRISMA 2020 Checklist [39].  The design sought to include all papers fitting the inclusion 

criteria and synthesise information pertinent to the research aims.  

Design 

The review was conducted using an inductive approach that sought to gain insight 

into potential contributory factors to ethnic disparities in stroke events, incidence and 

outcomes and, consequently, to EMFC experiences.  Noblit and Hare’s seven phase meta-
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ethnographic method was used [40].  They outline an interpretative, iterative process of 

translating findings of each publication into the others [41]. This was relevant to understand 

experiences of eligible EMFC participants across countries and contexts.  It is well-utilised 

within health sciences [42,43], and regarded as a rigorous method of analysing qualitative 

papers by drawing from findings, themes, constructs and interpretations that can advance 

understanding and inform policy and practice [41,44].   

Search Strategy 

As scoping searches, including PROSPERO, revealed a paucity of research, the date 

range of publications was up-to-and-including 2022; seven electronic databases were 

searched (CINAHL, PsychINFO, SocIndex, SCOPUS, Web of Science, Medline and 

EMBASE) using five key concepts as outlined in Table 1.  Online thesauruses were used to 

generate terms, including American spellings and terms where they differed,. 

[Insert table 1] 

 The search was extended to increase sensitivity and broaden the scope using database 

tools such as ‘MeSH terms’, ‘thesaurus’, ‘subject headings’ or ‘subject terms’ according to 

the electronic database in use.  A total of 1741 papers were returned. 

The literature search was carried out by the lead author with guidance from a 

university library subject specialist, who conducted sensitivity tests on the search terms to 

further verify their selection.  Citations were then transferred into an EndNote library and 

duplicates were removed using Endnote’s duplicate identification tool. 

Eligibility 

Inclusion criteria for studies were as follows: 
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i. Original peer-reviewed studies, reported in English, published up to and including 2022 

and available in full text.  

ii. Participants identified as being from an ethnic minority within their country of residence. 

iii. Content related specifically to those of familial caregivers (if it was possible to separate 

datasets, papers where both stroke survivors’ and caregivers’ experiences were reported 

were included). 

iv. Caregiving was elicited by a stroke event and stroke-related care was the focus of the 

paper. 

v. The study was conducted in a country providing access to a Universal Healthcare system 

or an otherwise widely accessed private healthcare system. 

Papers were excluded if they reported experiences of paid or professional caregivers, had 

no English translation available or were not conducted in a country with widely accessible 

public or private healthcare in place. Review articles, meeting or training notes, study 

protocols, editorials and conference papers were also excluded as it was felt they would lack 

sufficient detail for systematic qualitative review [45,46].   

[insert figure 2] 

Study Selection and Review Process 

The review was conducted as follows (figure 2): 

Screening Titles 

After duplicates were removed, 1044 records remained for possible inclusion.  The 

record’s titles were screened; those that were not peer-reviewed journals were excluded 

alongside any remaining ineligible records (for example, the focus was on vascular 

dementia).   

Reading abstracts. 
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After screening the remaining 432 journals by reading abstracts and applying the 

inclusion/exclusion criteria, 38 studies remained, three of which were identified by 

handsearching reference lists.   Full papers were reviewed if it was unclear from abstracts 

whether papers were reporting experiences of a specific ethnicity residing in their home 

country or those of an ethnic minority following migration and, if unclear whether caregiver 

experiences could be extricated from those of stroke survivors.  All 38 papers were thus 

sought for retrieval; one paper was unretrievable.   

Full-text reading  

Following full-text reading, data from each article was recorded on a spreadsheet to 

summarise key information; the title, publication date, author(s), country of origin, aim(s), 

research design, sample, data collection, outcomes.  Reasons for inclusion/exclusion 

decisions were recorded to facilitate an audit trail and co-researcher discussion.  After a final 

check against inclusion/exclusion criteria, 11 papers remained for quality assurance.  Two 

papers authored by L. L. Pierce [47,48] and two papers authored by N. Greenwood [49,50] 

analysed data from the same group of participants.  It was decided to include all four in the 

review as the data analyses foci were sufficiently distinct between papers. Pierce & 

Wilkinson, [48] examined generic African American of secondary EMFC experiences, Pierce 

[47] focused on the role of spirituality amongst both primary and secondary EMFCs.  

Greenwood et al [49] focused on generic experiences across 5 ethnic groups within the UK, 

Pound & Greenwood [50] focused specifically on experiences of paid home care. 

Quality Assessment of papers 

The papers were quality assured against the Qualitative Studies Checklist published by 

The Critical Appraisal Skills Programme (CASP) [51] (table 2).  This tool is commonly used 

to apply rigour to qualitative health research syntheses and is endorsed by the Cochrane 
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Qualitative and Implementation Methods Group [52].  10 of the studies were rated as good 

quality.  Corbett et al’s paper [53] regarding whanau carers, was judged as weaker.  

Participant data is purposefully scant to obtain consent from community elders and preserve 

this small community's anonymity; explanation of the data analysis process is also omitted.   

Māori cultural experiences are rarely captured, so the paper was retained to support the 

sample’s breadth of representation whilst maintaining awareness of quality concerns.   

[insert table 2] 

Results 

Characteristics of the included studies 

[insert table 3] 

Countries of Research Origin 

The 11 studies shared the broad common aim of investigating experiences of familial 

caregivers of specific ethnic minority group(s) residing outside of their cultural country of 

origin.  The studies were carried out in America (n=5), UK (n=4), Canada (n=1) and New 

Zealand (n=1).   

Sample 

The ethnic groups included were Black African (n=5), Black Caribbean (n=3), Latinx 

(n=1), Hispanic Mexican (n=1), Māori (n=1), Asian-Indian (n=3), Asian-Pakistani (n=2), 

White British (n=3) and Chinese (n=1); three studies reported on multiple ethnic groups 

[49,50,54]. 

Two papers used exclusively female participants [55,56] 9 papers represented both 

genders; all papers² except for Yeung et al’s [57] study, had more female participants than 

males.  Familial relationships represented were predominantly spousal, however adult 
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children or children-by-marriage were also well represented, outnumbering spouses in two 

papers [48,57] with no spousal caregivers in one paper [47].  Small numbers of sisters, 

grandchildren and other familial relations were also represented.  The age of the participants 

ranged from 24 to 911 years at the time of the respective research, with more participants 

being 60+ years across the samples².  The papers were published between 1999 and 2019, 

with most papers being published from 2014 onwards (n=8). 

Studies covered caregivers who had held this role from between one month to 24 

years following the stroke event², only two papers interviewed caregivers within the first six 

months of the stroke incident [54,57].   

Data Collection and Analysis Methods 

Sampling strategies used were purposive (n=8), convenience sampling (n=2) and 

theoretical (n=1).  The data collection methods were predominantly semi-structured 

interviews and/or focus groups and discussion; but also included observation-participation in 

two papers [47,48].  Studies used a range of qualitative analysis methods; the predominant 

method was Thematic Analysis, four employed framework analyses [47,48,54,57] and one 

used grounded theory [55].   

Although three of the studies included collated experiences of CRs and/or 

professionals too [56,57,59], only findings reporting EMFC experiences are included within 

this synthesis.   

Synthesis of Data 

 
1 As demographic details were not specified in Corbett’s paper [32], figures exclude this paper 
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This literature review sought to identify common themes across EMFC experiences, 

and further extrapolate any shared or culture specific nuances within those themes where they 

were found.   

[insert table 4] 

The analysis found that the themes fell within four major categories, three fell within 

Bronfenbrenner’s [1] (1994) Bioecological microsystem and one within the macrosystem 

structure, although the mesosystem of connections and interactions within the microsystem 

was also indicated.   The intersecting systems result in an interdependency and overlap 

between themes (figure 3 and table 5) 

[Insert figure 3] 

[Insert table 5] 

 

Self:  Meaning Making 

Meaning-making following a stroke can be helpful in processing its impact and 

reorientating life moving forwards for both EMFCs [60,61] and CRs [62-65] irrespective of 

culture or gender.  Coming to terms with the stroke-event, its actual and potential outcomes, 

and adjusting to the new normal sometimes evoked a re-evaluation of life itself.   

I believe we have been given a second chance. The major thing for me is really that 

my husband is here with me. I don’t want to be miserable [54,p.436]. 

Others described a spiritual growth, not only based within the fragility of each other’s 

lives, but after an experience where “it’s like the whole family has had a stroke” [47,p.13], 

the family unit became closer, bound by love and duty to each other and their CR.  Close 

family units were particularly beneficial to spousal EMFCs, who benefitted from the support 
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and respite offered by family and paid caregivers, to retain a life of their own and an identity 

that was more than that of ‘Caregiver’.  

[My life goal is] to find balance where you can have a healthy life without losing who 

you are, and taking care of them at the same time [56,p.365] 

Meaning-making was often supported by faith; caregiving was perceived as an 

expression of loving God as well as the CR.  Functions recovered by the CR were perceived 

as rewards from God, and faith made uncertainty tolerable for EMFCs as, ultimately, “God 

takes care of things in the end” [47,48,54,58].  

Care giving was consistently described as an expression of love for the CR, with 

Whanau EMFCs having their own term for this; ‘aroha’ [53].  Whilst frustrations and 

difficulties were expressed, only one paper reported a loveless caregiving situation; this was 

the result of an abusive pre-stroke relationship.  However, the adult children of the primary 

EMFC enacted love-based caregiving for her as she cared for their father; dutiful caregiving 

for their father as an act of love and loyalty towards their mother [47].   

In some cultures, narratives around caregiving as an expression of ‘duty and 

obligation’ were prominent, especially amongst participants with Eastern ethnic identities 

such as Indian, Pakistani and Chinese [49,50,54].  However, it could be argued that the 

comparative distinctiveness of ‘duty and obligation’ of minority caregiving narratives, might 

equally be explained as a reflection of cultural norms of piety [66]; thus shaping participants’ 

narrative vocabulary.   

If one is weak, you have to look after the other one. To do with duty and love. 

[49,p.4] 
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Self:  Emotional stresses and coping 

Irrespective of ethnicity and gender, the level of emotional stress and perceived 

coping was impacted by the nature of the CRs difficulties.  Stroke-induced reductions in 

quality of life were compounded by outcomes of the stroke. Cognitive and behavioural 

difficulties particularly elicited fear, frustration and distress [54-56,59], due to uncertainty 

surrounding recovery trajectories, fear of subsequent strokes and difficult CR outbursts.   

I’m mentally stressed out thinking what if her memory gets worse and she might get 

Alzheimer [54,p.433]. 

At times I am afraid of him…he yells at me and becomes verbally abusive.  I cry a lot 

when I am alone…I feel alone most of the time [55,p.45]. 

Coping with emotional stresses involved drawing upon personal reserves and seizing 

opportunities to resume activities outside of caregiving such as paid work, pursuing hobbies 

and engaging with wider family for emotional support, purpose and fun [53-56,59] 

EMFCs’ coping was undermined by self-criticism around retrospective perceptions of 

responsibility for the stroke-event, and how they responded to it [57,59]; stroke prevention 

campaigns were reportedly streamed via media channels rarely accessed by EMFCs and may 

offer some explanation for this [57].  Guilt was also expressed around the use of respite 

carers to cope with CR’s needs [56] and residential care was widely rejected.  Care quality 

was questioned and many believed that care should rest with spouses and/or family regardless 

of the emotional cost.   

I think we grew up a different way[…] you always take care of them, more than put 

them in a home, that would be the last resort. [58,p.163] 
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I didn’t trust them with my dad. As soon as he was able to come out I said I would 

take over the care, which was horrendous, because I was working full time 

[50,p.1993] 

 However, high quality home care boosted EMFCs’ resilience, offering physical and 

psychological respite; “Because as long as he comes here I don’t have to worry about 

Augustus until I’m ready to give him his breakfast.” [50,p.1993].  Equally, poor home care 

became a stressor when deemed ill-attuned or disrespectful of CRs’ needs or, was unreliable 

[50,54]; poor timekeeping was commonly cited as an easily resolved issue.  

Not knowing when the care workers might be coming means I can’t sleep properly as 

I know I have to open the door early [54,p.432] 

Faith supported coping in many papers; whether through physical presence of 

members of the faith community, or spiritually through prayer and reading religious texts.  A 

belief in God offered containment, direction and tolerance of caregiving challenges that 

sustained internal strength [47-49,54,55,58,59]. 

I get the knowledge, the wisdom and everything come from above so I just, put it in 

action and just know what it is [58,p.163].  

Self:  Practicalities of caregiving 

Stroke-care is complex and broad-ranging, from physical exercises, communication 

support to intimate care.  EMFC’s reported physical fatigue, sleep deprivation and struggles 

to attend to their own fundamental needs [53-57], some had their own physical health issues 

and female EMFCs especially reported difficulties with manual handling and lifting. 

“My sister is here to help at the moment, I don’t know how I’ll cope when I am alone, 

especially if she does toilet in her clothes and I need to give her a bath” [54,p.432]. 
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 Role changes presented particular challenges; spousal EMFCs especially struggled 

with tasks previously carried out by their spouse, “can’t find nobody to even change a light 

bulb”[59,p.8], increased income responsibilities alongside intergenerational caregiving roles 

[47,54-56,59].  

I have my full-time job as a restaurant manager; on days for doctors’ appointments, I 

go with her, and it changes your life. [56,p.365] 

Participation was made difficult because of respite and accessibility challenges.  

Maori whanau EMFCs reported struggling to partake in cultural observances such as 

ceremonies for deceased community members owing to rigid home care service packages; “I 

can’t go up and you know, farewell that one and put him to rest" [53,p.261] 

Family unit:  Spousal obligation 

 Across all cultures, spouses accepted the assuming of primary caregiving 

responsibilities.  Whilst many papers used a narrative of spousal ‘duty and obligation’, this 

often materialised through unremitting empathy and was a key motivator, regardless of the 

personal sacrifices.  CR outbursts and/or lack of gratitude could induce fleeting hurt and 

frustrations, but only one EMFC reported unwavering resentment towards a CR which 

reflected abusive behaviour pre-stroke [47,p.13]. 

Māori spouses reported remaining at their CR’s side from between 4 weeks and 2 ½ 

months during hospitalisation [53], Latino spouses reported being glad to “serve their 

husband” and taking pride in “being needed” [55] and British Asian Indian and Pakistani 

spouses talked of caregiving as an expression of partnership [49].  Spouses conveyed a pride 

in their caregiving, feeling their intricate knowledge of their spouse meant only they truly 

understood how to meet the CR’s needs [58]. 
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No burden after 52 years of marriage. She (wife) has served me well all my life and 

now I am paying my debt [54,p.435]  

 

Family unit:  Filial piety and familism 

Filial piety is a highly regarded value within some traditional Asian cultures and 

shapes caregiving, older age support and living arrangements in some East Asian cultures 

[66].  This review demonstrated that principles of filial piety were not restricted to East Asian 

cultures, ‘familism’ was reported across Latino, Hispanic and Maori cultures fuelling 

collectivist approaches to care.  Familial narratives conveyed restructuring of lives to tend to 

CR needs; for example, Māori EMFCs organised themselves to ensure that whanau (family) 

remained at the bedside of the CR around the clock during the acute stroke phase [53].  

Similar unity was reported amongst African American and Latino American communities 

[47,48,55] and was often attributed to cultural dynamics: 

“We’re Muslims, so we do look after our elderly anyway at the end of the day 

[49,p.4) 

Conversely, whilst valuing support from adult children, some parents did not expect 

it; involvement was mediated by practicalities like geographical proximity, childrearing and 

occupational responsibilities; “I have a daughter that can help me, but she works full time…I 

do not like to impose on her” [55,p.45].  For others, cultural norms seemed to dilute between 

1st and 2nd generations in families, causing disappointment when family didn’t offer the 

anticipated response. 

It’s your mother. And in Jamaica, no matter where we are […] if there’s a problem, 

we jump on the bus and we come home. And we all ... look after mum. [58,p.163] 
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 The position of dual heritage nationality exposed potential conflicts of identity and fit, 

in terms of which nation had the dominant influence over value set and behavioural norms.  

Diversity within cultures was as great, if not moreso, as that between cultures. 

Culture and spirituality: Faith and Spirituality 

Caregiving was often reported as an expression of faith and, for some spouses, 

encompassed an expression of commitment to their faith and the sacred union of marriage 

[47-49,55].  Prayer became a coping mechanism, empowering EMFCs in the belief that “God 

does not give you more than you can handle.” [48,p.348].  At times, faith seemed to tip into 

the realms of fatalism; a passive acceptance of the inevitable, keeping fears at bay [47,48,58]. 

Culture could motivate care standards that sustained family pride [49,50,54,55].  One 

example revealed fears of judgement from community members ‘at home’: 

I used to feel embarrassed for mum when we had to bring her home (from day centre) 

when her clothes were soiled. We have some women, who go to the same Centre. 

They see all this and they go and gossip to people in India, it’s quite embarrassing. 

[54,p.433-434] 

The importance of faith for EMFCs’ resilience meant services failing to acknowledge 

cultural observ ances resulted in strained relationships [50,53]. 

Culture and spirituality: Cultural norms and narratives 

Some cultures reported gender differences in EMFC responsibility allocation.  Arabit 

[55] described ‘marianismo’, cultural inflections placing men as central to Latino homelife; 

wives earned family respect through devotion to the care of her husband and children.  

Similarly, African-American samples suggested males were not equally responsible for care 

amongst secondary EMFCs; females were obliged in caregiving, only in their absence would 
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males contribute [47].  Gendered-care was also important in paid homecare provision with 

cross-gendered provision reportedly rejected, thereby increasing EMFC’s burden to spare the 

CR’s dignity and respect norms [54]. 

 It was argued that culturally sensitive care provision facilitated humanity in the care 

experience of EMFCs [50].  This went beyond language and religion, to understanding the 

relevance of cultural activities and differences in communication styles.  For example, 

participants of African ethnic descent discussed their tendency not to ask questions [59] or to 

talk loudly [49], whilst Asian Indian participants expressed cultural reticence to talk about 

issues such as continence [49]. 

So there are differences between the black and the white culture…Because what I feel 

is respect, might not be respect for you.[49,p.5] 

 Cultural differences also existed around belief in western medical approaches.  

African-American participants shared they would rather “take home remedies in the first 

place instead of going to the doc (doctor)” [59,p.8].  Chinese-Canadian participants expressed 

dissatisafaction with the lack of traditional Chinese treatments available within healthcare 

environments [57].  

We got acupuncture and drank herbal teas. But it is very expensive. If he got 

acupuncture right after he was discharged, he would have recovered better. [57,p.528] 

Similarly, the lack of cultural representation in hospital food was regarded as 

detrimental to the CRs’ physical wellbeing, and added to EMFCs’s burden during acute 

stroke-care as they brought food from home [54,57]. 

Formal health and social care systems:  Discharge – the transition home 

Problems with hospital discharge planning was named within seven of the 11 papers.  

A lack of coordination between acute and community services led to caregivers experiencing 

a sense of abandonment “The panic sets in when you leave.  It’s like a bereavement” [49,p.3].  
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EMFCs noted a lack of information regarding engaging community support services and, 

even after negotiating the complex bureaucracy, often found services inconsistent, unreliable, 

and too time-limited to meet CRs’ rehabilitation needs [49,50,53,54,57,59].  This was 

particularly problematic in the context of the lack of preparedness EMFCs felt for their new 

roles.  Uniquely, Māori EMFC’s literally lived at the hospital for the duration of their CR’s 

acute care, observing and supporting nursing staff; this proved helpful. “The stay in hospital 

paid off because I knew how to transfer bed to bed, or wheelchair whatever; and shower him” 

[53,p.260].  However, overall EMFC’s did not feel suitably skilled post-discharge. 

“At the rehab centre they taught me what I could do to help her do the exercises at 

home. Of course, it’s not so simple. It’s hard for me to learn it from only the few 

broad instructions they gave me.” [57,p.527] 

 

Formal health and social care systems: Meeting needs – provision and adaptation 

EMFCs expressed frustrations with perceived imbalanced power dynamics and 

bureaucratic processes to access service support.  Some EMFCs expressed suspicions of a 

hidden agenda to encourage them to quit and felt complaining might elicit slower or restricted 

support offers [58], others were censored by linguistic challenges; “I can’t fight in English 

language. So it’s difficult for me” [50,p.1991]. 

 Multigenerational households are more prevalent across cultures, but especially so in 

ethnic minority households [67], EMFCs felt this was often disregarded by services.  Papers 

reported EMFCs holding occupational, stroke care and multi-generational care 

responsibilities for immediate and extended family.  Where services downplayed EMFCs’ 

competing demands, perceptions of deficient support and diminished respect increased 

[49,50,54,55]. Rigidly standardised packages saw provision dictated by providers yet service 
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issues of punctuality, absence and turnover were absorbed by EMFCs, reducing their 

freedoms and reinforcing power imbalances [50].   

Standards of care varied; when humane, high quality and underpinned by respect, 

services were life-giving, however some EMFC’s felt cultural adapations were needed such 

as same-sex carers for personal care, and flexibility around religious observances such as 

wudu and prayers [49,50,54,58].  Lack of multi-lingual professionals also created difficulties 

for CRs which subsequently impacted EMFC’s, such as having no speech services for an 

aphasic CR or exacerbating mood difficulties [50,57,58]. 

“(Care worker) rang me 15 times because she couldn’t understand what mum was 

saying ... she can’t make herself understood so that frustrates her even more then she 

lashes out and gets really aggressive.” [50,p.1993]. 

It is noteworthy that culturally-specific support packages received mixed receptions, 

with some welcoming it and others feeling ‘othered’ [58].   

I address certain things to you, and all you can send me back is an information pack ... 

Of Black Afro-Caribbean. This is very insulting, in other words they’re saying to me, 

listen, I can’t help you, go to your own people. [58,p.162] 

Broaching cultural difference requires professional sensitivity, however offering 

differentiated provision gives EMFCs choice and dignity.  For example, UK EMFCs can 

request direct care payments to source their own paid care [50]. 

Formal health and social care systems: Rights vs reticence 

The need for EMFC’s to battle, advocate and persist came through strongly in all 

papers.  The community care ‘system’ was widely portrayed as a complex, bureaucratic 

adversary, that withheld and reluctantly dispensed support only after a fight.  EMFCs 
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described being passed between services without securing the support they needed, or were 

entitled to, with a number of papers referencing having to learn to “speak social care 

language” in order to secure services [49,50,54-56,58,59].  Torregosa [56] reported on an 

EMFC community support group evolving into a collective action group “to reach out to the 

state representative” and address the lack of local stroke services. 

Conversely, other EMFCs felt reticent to request support.  Without signposting 

towards practical, social and financial support available, many questioned their entitlement 

despite national service frameworks stipulating professionals should be proactive with 

guidance [54].  “Some carers made references to feeling disbelieved and worrying that 

services and others viewed them as ‘scroungers’ or as someone taking advantage of welfare 

benefits” [50, p.1993] this was exacerbated by experiences of gatekeeping and elusivity with 

services [50].  EMFCs found assessment experiences impersonal, inflexible and shaming 

[49,50,54]; “he was an object ... to them, the people there they was just another person” 

[58,p.162] and in the UK, the effort sometimes outweighed the reward of the support 

allocated [49,54].  American EMFCs reported facing stark choices caused by lack of 

rehabilitation cover within health insurance. 

“If you can afford to work for it, but if not, that means for 6 weeks of the year you get 

a little better, but the rest of the year you either stay the same or decline” [56,p.365] 

Within the papers were culturally-specific inflections regarding confidence to assert 

rights in a second language, a felt sense of age and race discrimination around seeking 

support for speech and language support for a CR [57,58] and the support-seeking process 

reminiscent of struggles and barriers faced when initially migrating to the country. 

“I say to myself, ‘Do they think I might be trying to take something from the 

government?’ It’s my home I should do this’. That battle in your mind. [50,p.1993]  
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Formal health and social care systems: Information and Communication 

Despite ‘competent communication’ being explicit within many official care 

frameworks [38] issues were common; medical professionals reportedly felt rushed and 

communication failings “one of the biggest hindrances” to care provision [59].   

“Social care has its own language, which if you don’t use, if you don’t say you don’t, 

they cannot understand you.” [50,p.1991] 

Specialist terminology can be a barrier for native speakers however, amongst ethnic 

minorities it can present an additional, unique layer of challenge if CRs and their EMFCs are 

not communicating in their preferred language.   

EMFCs reported a common plea for information about stroke (including risk factors, 

symptoms, mode of action, potential difficulties and recovery trajectories) and eligibility for 

formal respite and financial support.  Cultural discrepancies in pre-existing stroke knowledge 

impacted many participants within the papers, and impeded preventative, acute and 

rehabiliative measures.  EMFCs expressed frustrations with the lack of accessible and 

translated information from public health campaigns [57] to experiences of support with 

negotiating layers of bureaucracy to secure formal care.   

“a lot of people can’t read or write English and so they find the paper work ... awful, 

[…] there’s no support there for people that can’t do the paper work [50,p.1991] 

In the UK more culturally responsive ‘direct payment’ support options may be 

available if EMFCs are able to navigate the system, however even confident communicators 

reported despondency [49,50,54,58]. 
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Low ethnic minority representation amongst healthcare professionals could impede 

perceptions of, and/or actual, EMFCs’ provision.  Research suggests cultural representation 

across services can improve atunement to cultural nuances and increase satisfaction [68-73]  

For example Yeung [57] and Strudwick & Morris [58] reported a lack of Speech and 

Language therapy for ethnic minorities.  Specifically, Yeung [57] recounted significant 

challenges for EMFCs when CRs had English as an additional language.  Recovering one’s 

native and domestic language arguably presents greater strain for ethnic minority aphasic 

CRs; they could benefit from greater ethnic and linguistic diversity amongst professionals.   

Some papers discussed a preference for paid carers who shared the language and 

culture of their CR; cultural references were valued in communication and rapport with CRs. 

One of the carers that comes, he’s from Caribbean and he, he also love dominoes. […] 

he’ll sit with him, maybe just for fifteen minutes and play dominoes with him... And 

he’s happy, you’ll hear him laughing, you know, bantering together, yeah he loves 

that. [50,p.1994] 

 

Discussion 

This literature review synthesises experiences of EMFCs caring for a relative 

following a stroke.  It depicts complex influences within and between EMFCs’ systemic 

environments; their self (meaning-making, emotional stresses and coping and caregiving 

practicalities), familial (spousal obligation and familial piety), cultural and/or spiritual (faith 

and spirituality, cultural norms and narratives) and their formal health and social care system 

(discharge, provision and adaptions, rights, information and communication).  Findings 
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reveal intersecting caregiver and cultural minority statuses across societies and thus, across 

the systems within Bronfenbrenner’s model  [1,32].     

Findings corroborate issues commonly reported across stroke caregiver populations 

including the physical and emotional toll of caregiving [49,74-77], alongside the motivations, 

duty and potential rewards [49,78,79].  Common service issues included dissatisfaction with 

acute-care discharge and caregivers’ information and skills training alongside difficulties 

securing community-based rehabilitative support [80-87].   However, several distinct themes 

were revealed relating to EMFC mesosystemic interactions between caregiving and language, 

faith and cultural norms, and structural macrosystemic intersections with socioeconomic 

factors, cultural representation and healthcare delivery. 

Language 

Speaking English (or French in parts of Canada) as an additional language, poses 

distinct challenges for EMFCs encountering specialist health terminology within stroke 

health campaigns and service encounters.  Language barriers contribute to 

miscommunication, dissatisfaction with provision and potential safety risks [88] which 

concurs with review findings indicating deficits in knowledge around recognising and 

responding to strokes, and preventative lifestyle changes [56,57,59].   

Whilst many health settings offer interpreter services, research suggests provision is 

not always readily available at the point of contact [88,89].  Health policies in many countries 

stipulate printed and online health information be available in different languages [90-92], 

however navigating social and community care bureaucracy caused the greatest distress 

amongst participants within this review.  It requires ‘health literacy' regarding what may be 

an unfamiliar healthcare system and, an understanding of entitlements and procedures to 

obtain support [50].  Research suggests insufficient ‘health literacy’ is common across 
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migrant populations and health conditions [93] but improving it addresses another issue 

highlighted in papers, it increases confidence to seek and accept help [76,77,85]. 

The most concerning language issue was faced by aphasic CRs with an additional 

language; they experienced an absence of support with speech and language recovery [57,58].  

35% of Canadians and 23% of Americans are bilingual; globally, it is estimated more than 

50% of people are fluent in at least two languages [94] so could have multiple phoneme 

inventories2 to recover after stroke [95].  This review may have revealed an essential gap in 

rehabilitation provision that adds to communication difficulties and/or losses for CRs and, 

amongst EMFCs, creates potential for vicarious moral injury and greater care burden. 

Faith & Spirituality 

Faith and spirituality (FaS) was an important theme within this review.  Research 

suggests ethnic minorities may be encouraged towards religious identity as a result of 

“ascribed identities, economic and social exclusion[…] from mainstream society” [96,p.191].  

(The religion/ethnicity/migration debate goes beyond the scope of this review, but is well 

researched [96-101].)  Within this review, faith is understood to represent individuals’ 

beliefs, practices and rituals often, though not always, organized through the lens of a 

religion; spirituality comprises a personalized experience or expression of what individuals 

regard as sacred [102,p.105-106].  FaS frequently appeared as a protective factor within 

meaning-making and coping amongst EMFCs.   This concurs with studies on cancer and 

Alzheimers EMFCs  whereby strong religious beliefs correlated with reduced anxiety and 

depression [103]; indeed, research across health conditions and disabilities has found 

associations between FaS, positive coping and adjustment to caregiving [103,104].  

 
2 Distinctive speech sounds unique to a language 
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The review revealed several papers resonant with ‘fatalismo’ [47,48,55,58].  Latino 

cultures refers to ‘fatalismo’ as a belief that all life events are predetermined and controlled 

by God [105].  One could anticipate decreased investment in human caregiving efforts 

resulting from invested beliefs in an external locus of control; ‘it’s out of my hands’. The 

opposite was evident amongst papers reviewed.  Pierce [47] and Strudwick and Morris [58] 

proffer a potential explanation for faith’s mediatory effect on caregiver burden; ‘it is God’s 

plan therefore I can endure’ [105-109].  Another explanation may be an increased sense of 

mortality, for loved ones and self, following a stroke; research highlights inverse correlations 

between faith and death anxiety [110-113].   

The importance of faith led to feelings of isolation, dismissal and frustration 

[49,50,54, 57,58] when service provision did not accommodate spiritual ceremonies, 

observances or rituals [53].  Other research concurs with shortcomings in the cultural 

competence 4 of frontline care staff.  For example, home care staff were observed developing 

culture-avoidance strategies [114], relying upon rigid cultural perceptions to shape their 

approach rather than employing person-centred care, and demonstrating significant 

difficulties working with cultural difference despite good intentions [115].  Furthermore, 

research exploring professionals’ perceptions around ‘cultural competence’ suggested it was 

‘very important’, rated their own awareness and competence highly, yet also reported 

receiving little to no training around it [116].  Whilst multiple potential reasons exist, the 

need is for consistent translation of policy into practice.  

Cultural norms 

 Culture encompasses rituals such as the ‘Hui’, a collective approach to resolving 

community issues amongst Māori’s [53], values like modesty within Islamic culture [117] 

and beliefs in the healing powers of balanced diets within Chinese culture [57] and alternative 

 
4 awareness of, and response to, beliefs or conventions influenced by culture [36] 
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medicines within African cultures [59].  Accommodating and respecting these norms is 

fundamental to cultural competence and requires services to flex provision, offer gendered-

care, serve culturally diverse foods and respect alternative treatment approaches alongside 

conventional medicine [53,57,59,117].  The papers indicate variability in provision across 

EMFCs, suggesting a service design and training issue across services.   

Spousal obligation, such as upholding family pride and respectability, is a cultural 

inflection, or perhaps a narrative [47-49,53-56,58], however spouses across cultures 

commonly assume the greatest care burden.  More distinctive were the collective responses 

from nuclear and extended family in caregiving, which may serve as a protective factor in 

wellbeing.  Research suggests that many stroke caregivers experience declining social 

support and solitude as initial responses to the CR’s stroke event passes [118,119].  Familial 

networks preserve connectedness, sustain resilience, and enable sharing of emotional 

burdens. [82,120,121].  The degree of familism and filial piety varied as much within ethnic 

groups as between, suggesting collective approaches, whilst more likely, are not guaranteed; 

professionals will need to enquire during assessment. 

Consider of intergenerational households is also valuable.  Official statistics suggest 

approximately 3% of the UK population are in the ‘Sandwich Generation’, caring for children 

and parents [122,123], and facing higher rates of financial struggles, mental health difficulties 

and lower life satisfaction than the general population [122]. After adjusting for demographic 

and economic variables, significantly more US ethnic minority families live in extended 

family households [124].  Asian and African Americans are more likely to have older 

relatives or parents living with them, Latino families are more likely to live with siblings, or 

same-generation relatives [124].  UK census data indicates a similar pattern within Asian and 

black ethnic groups of multi-generational households in Britain [125].  As stroke incidence 
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increases with age, ethnic minorities adults are increasingly vulnerable to higher care burden, 

especially females. 

 Strudwick & Morris [58], exposed the heterogeneity of cultural expressions that can 

emerge within ethnic minority groups.  Migration naturally results in some acculturation, 

whilst gaining legal citizenship requires demonstrable effort to prove it [126], however 

diaspora (dispersal) populations are often forced to relocate through war or natural disaster 

[127].  Research suggests that diaspora populations often maintain a stronger connection to 

their country of origin and a collective cultural memory, this impacts sense of heritage and 

identity reorientation; especially true amongst asylum seekers [128], this may explain the 

differences in acculturation between generations apparent in Strudwick & Morris’ paper [58]. 

Indigenous people became ethnic minorities following colonial occupation of their native 

lands [129]. Whilst contact and participation may be high between groups, for indigenous 

populations like New Zealand’s Māori, acculturation does not necessarily follow [130].  In 

some cases, pan-traditionalism, a drive towards positively sustaining traditional cultural 

values and practices, may ensue [131].  Central to culturally competent care is awareness and 

understanding, belonging to a group of difference does not imply sameness across its 

membership [132]; person-centred care prevails. 

Structural considerations 

Consideration of macrosystemic influences within these findings is important.  For 

example, government changes in New Zealand has seen health reforms specifically 

addressing Maori and Pacific nations’ health disparities [133].  Whilst no subsequent research 

has evaluated the impact of reforms upon Maori EMFCs for stroke, it highlights wider 

systemic dynamics surrounding EMFC experiences; political agendas shape budgets and 

service commissioning.  
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Economic deprivation was noted to intersect with Hispanic EMFCs in Torregosa’s 

research [56].  Participants reported minimal cultural adaptations and that professionals were 

afraid to enter their neighbourhood.  This contributed to a lack of local services and, 

consequently, greater EMFC care burden.  Torregosa [56] also reported an EMFC having to 

stop CR rehabilitation support after 6 weeks due to the prominent role of health insurance 

within US healthcare; thereby generating emotional turmoil and greater care burden [56].   

Stroke incidence and mortality is higher in socioeconomically deprived areas 

[133,134]; ethnic minority citizens are disproportionately represented within low 

socioeconomic groups [135].  The recent rise in first time strokes occuring in middle age (40 

– 69 years) [34] impacts both CRs’ and EMFCs’ incomes [136], thereby creating 

socioeconomic struggles.  Relationships between stroke, deprivation, disability and ethnicity 

are clear, however there is hope.  The introduction of high quality primary care in areas of 

socioeconomic deprivation, can create disproportionately positive health outcomes [137], 

suggesting that action across bioecological systems may most impactfully address EMFCs’ 

experiences. 

Strengths and Limitations 

The span of the systematic searches was maximized by consulting numerous 

databases and handsearching, quality was then assured using the CASP tool.  The broad 

timescale and geographical area of papers therefore reflects the paucity of research.   

By investigating countries with modern healthcare systems, findings may potentially 

be less applicable in less developed countries.  Findings may also be biased by the unequal 

representation of countries within the sample; for example, where US EMFCs rely heavily on 

health insurance, the UK, Canada and New Zealand offer greater access to free healthcare. 
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Other developed nations, like Australia or within mainland Europe, are not represented 

because no papers could be found. 

Two sample groups were represented twice within the review thereby limiting the 

number of separate participant groups to 9.  However, as discussed earlier, the analyses 

discussed in the papers were regarded as sufficiently distinct in focus to warrant inclusion.   

Quantitative research contributions to this research area may generate epistemological 

concerns around potential positivism, which may have been countered using a mixed-

methods approach, thereby producing a more comprehensive response to the review’s aims. 

Whilst methodologically more complex, a greater breadth of papers may have improved 

sample-size and extended the span of countries, cultures and health care systems represented 

[138]. However, qualitative research was ultimately selected to enable experiential nuances to 

be captured. 

Experiences of minority groups are influenced by political, legal and social 

environments; health and social care services evolve within these constructs.  It could be 

argued that the papers represent a specific time and place and are subject to subsequent 

change.  This is true of all research.  In synthesising findings to date, the review seeks to offer 

professionals a baseline framework from which to understand and evaluate culturally 

sensitive and responsive EMFC practices within their stroke service context. 

Conclusions 

This review synthesises existing qualitative research into experiences of ethnic 

minority family caregivers caring for a relative after a stroke.  Universal and culturally 

nuanced influences and experiences are highlighted along with accounts of formal service 

provision encountered.  Health and social care services are criticised for falling short of 

expectations to accommodate the needs of ethnic minority EMFCs.  This is perhaps 
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unsurprising because, although many care frameworks stipulate culturally competent care, the 

evidence base required to inform and operationalise this practice is negligible. 

Implications for Research  

The paucity of published research into ethnic minority familial caregiving for stroke 

indicates an impetus for further research.  The positive impacts of faith identified in the 

review supports further exploration into how it can be used to bolster resilience, coping and 

stroke health.  Additionally, greater understanding of functional mechanisms within faith and 

religiosity would be helpful to ascertain to explore whether these mechanisms could be 

replicated in other settings or through other means to maximise benefits for caregivers across 

health conditions. 

Recommendations for Clinical Practice 

EMFCs, especially those without fluent language or who are recently settled, would 

benefit from public health efforts to build health literacy around stroke and navigation of the 

health and social care systems. Targeting media, mediums and institutions readily accessed 

by ethnic minorities would help to achieve this.   

The variation in cultural competence amongst services and professionals should be 

addressed through high quality training structured by key agreed learning objectives to enable 

quality assurance and measurement of impact upon service users and professionals’ practice.  

Frameworks are already in existence to support spirituality and religiosity training within 

clinical practice, centralised collation and sharing of relevant materials could support 

consistency between services and regions.   

Service design and development should also support culturally competent care.  

Review of home care practice and approaches is warranted, alongside investigating means of 

achieving greater flexibility in care packages to meet the needs of EMFCs such as the 
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delegating procurement decisions to families, offering choice and facilitating bespoke 

community support. 

It is recommended that exploration of informal care contexts constitutes standard 

practice upon stroke service admission.  Helpful aspects to explore may include household 

living arrangements, familial support networks, general health of EMFCs, additional care 

responsibilities, any faith or culturally based needs and how services can best accommodate 

these.  

Whilst cultural narratives exist, avoiding assumptions is paramount.  Respectfully 

curious interactions communicating empathy, regard and care are most effective in building 

trust and rapport; alongside sufficient flexibility to adequately address differences in needs. 
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Table 1.  Search terms 

 

 

 

 

 

 

 

 

 

 

 

 

 

Key Concept 

 

Terms 

Stroke (Stroke* OR cva* OR "cerebral vascular event*" OR cve OR "transient 

ischaemic attack*" OR tia OR “ transient ischemic attack*” OR “mini-

stroke*” OR ((cereb* OR intracereb* OR subarachnoid) N3 

(hemorrhage* OR haemorrhage* OR accident* OR infarction*)) OR 

“encephalorrhagi*” OR “hematencephalo*” OR “ischemic stroke*” OR 

“brain attack*” OR thrombotic OR emboli* OR thrombos* OR ictus OR 

apoplexy) 

 AND 

Qualitative 

studies 

(interview* OR “focus group*” OR “case stud*” OR “grounded theory” 

OR narrative* OR thematic OR ethnog* OR qualitative* OR 

phenomenolog* OR experienc* OR explor* OR “open question*” OR 

examin* OR discourse* OR “content analys*” OR “dialogue*” OR 

“conversation analysis” OR “Case-Oriented Understanding”) 

 AND 

Family (Child* or son* or daughter* or sibling* or brother* or sister* or wife or 

wives or husband* or spous* or marri* or “significant other*” or partner* 

or famil* or parent* or father* or dad* or mother* or mum* or mom* or 

“next of kin” or relative* OR household* OR house-hold*) 

 AND 

Carer /  

Informal 

Caregiver 

(caregiv* or "informal caregiv*" OR carer* OR “care giv*” or caring) 

 AND 

Ethnic 

minority 

(Immigrant* OR migrant* OR cultur* OR multicultur* OR intercultur* 

OR minorit* OR ethnic* OR multiethnic* OR racial* OR race* OR 

refugee* or "non western*” or emigrat* or immigrat*) 
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Table 2.  CASP Quality appraisal 

Paper Clear 
aims 

Qualitative 
methodology 
appropriate 

Appropriate 
Research 

design 

Appropriate 
recruitment 

strategy 

Appropriate 
data 

collection 

Relationship between 
researcher/participants 

considered 

Ethical 
issues 

considered 

Rigorous 
data 

analysis 

Clear 
statement 
of findings 

Value of 
findings 

Arabit [55] Y Y Y Y Y Y Y Y Y Y 

Corbett et al. 
[53] 

Y Y Y Y Y/CT5 Y Y CT6 Y Y 

Greenwood et al. 
[49] 

Y Y Y Y Y CT³ Y Y Y Y 

Katbamna et al. 
[54] 

Y Y Y Y Y CT³ Y Y Y Y 

Magwood et al. 
[59] 

Y Y Y Y Y CT³ Y Y Y Y 

Pierce [47] Y Y Y Y Y Y Y Y Y Y 

Pierce & 
Wilkinson [48] 

Y Y Y Y Y Y Y Y Y Y 

Pound & 
Greenwood[50] 

Y Y Y Y Y Y Y Y Y Y 

Strudwick & 
Morris [58] 

Y Y Y Y Y Y Y Y Y Y 

Torregosa et al. 
[56] 

Y Y Y Y Y Y Y Y Y Y 

Yeung et al. [57] Y Y Y Y Y CT7 Y Y Y Y 
 

Y - Yes  
N – No  

CT – Cannot tell  

 
5 Participant details and demographics are omitted for anonymity purposes, areas of data collection are unclear because of this. 
6 Data analysis process details are omitted from paper. 
7 Not explicitly discussed or implied 
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Table 3.  Study characteristics of the papers included in the analysis 

Paper Country 

and 

ethnicity/ies 

Recruitment Sample details Aim Data Collection Data 

Analysis 

Arabit [55] USA                                                                                                                   

Latino 

Theoretical 

sampling 

5 Latino female spousal carers  

Aged 57-85 years 

2-9 years caring                           

To generate a theory explaining the 

process of caregiving coping strategies 

from the perspective of Latino women 
spouses of stroke survivors 

Semi-structured 

interviews 

Grounded 

theory 

Corbett et al. 
[53] 

New 
Zealand         

Maori  

Purposive 
sampling 

7 whanau (families) Each 
consisting of the spouse & 

children of CVA affected 

member, a kaumatua and kuia 
(respected male and female 

Maori elders).  Additional 

interviews with 3 lead carers 

identified through the focus 
groups.  (Selection and 

demographics not explained)  

Understand the experiences of whanau 
carers of a family member disabled by 

the effects of a stroke and the 

accessibility and availability of services 
during hospitalisation and following 

discharge 

Focus groups 
and key 

informant 

interviews 

Thematic 
analysis 

Greenwood et 
al. [49] 

UK                              
Asian Indian          

Asian 

Pakistani     

Black 
African          

Black 

Caribbean   
White 

British 

Convenience 
sampling 

41 familial carers of which 29 
were female and 28 were 

spouses. Asian Indian 

participants numbered 17, 

Asian Pakistani – 4, White 
British - 10, Black African - 5 

and Black Caribbean - 5 

To explore experiences of carers of 
stroke survivors aged 45+ from 5 ethnic 

groups in accessing and receiving social 

care services after hospital discharge 

7 focus groups - 
5 with shared 

ethnic 

background, 2 

with mixed 

Thematic 
analysis 
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Katbamna et al. 
[54] 

UK                              
British 

Asian Indian             

White 

British 

Purposive 
sampling 

18 carers                                                      
7 Asian Indian Carers and 12 

White British Carers.  Of these 

12 were female spouses, 4 

male spouse and 2 daughters.  

To explore factors contributing to stress 
in White and British Indian carers of 

stroke survivors and the strategies they 

used to overcome the difficulties of 

providing care 

Semi-structured 
interview at 1 

month and 3-6 

month post 

stroke event. 

Thematic 
inductive 

framework 

analysis 

Magwood et al. 

[59] 

USA                          

African 

American 

Purposive 

sampling 

African American persons with 

stroke (n=20) and their family 

members or caregivers (n=19) 
and health care providers 

(n=10) 

To qualitatively explore post stroke 

recovery across the care continuum 

from the perspective of African 
American adults with stroke, adult 

caregivers with stroke and helath care 

professionals with expertise in stroke. 

Focus groups 

with persons 

family caregivers 
or stroke 

survivors. 

Interviews with 

health care 
providers. 

Reported on as 

separate groups. 

Thematic 

analysis 

Pierce [47] USA                          

African 

American 

Purposive 

sampling 

8 primary caregivers (key 

informants - 2 husbands, 3 

wives and 3 daughters) and 16 
secondary caregivers (9 

daughters, 2 sons, 1 daughter-

in-law, 2 sisters & 1 friend).                                            
4 males, 20 females. 

To examine how spirituality aspects of 

caring affect caregivers' well-being and 

African-American families' functioning 

3 semi-structured 

interviews per 

primary 
caregiver 

structured and 

guided by The 
Framework of 

Systemic 

Organisation 
(Friedemann, 

1995)    4x 

Observation-

participation 
sessions of 4-6 

hours 

Thematic 

analysis 
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Pierce & 
Wilkinson [48] 

USA                          
African 

American 

Purposive 
sampling 

Secondary Urban Familial 
Caregivers (supporting the 

primary caregiver but not their  

main caregiver)                                     

2 males (sons) and 14 females 
(9 duaghters, 1 granddaughter, 

1 daughter-in-law, 2 sisters and 

1 family friend)                                  
Ages 22-65 years.                              

Length of caregiving 12months 

to 11 years.  

An ethnographic study to examine the 
specific cultural influences on the 

capacity to care for stroke survivors 

amongst Secondary Urban Family 

Caregivers from the African-American 
community. Specifically 1.What are the 

components for cultural maintenance for 

African-American secondary UFCs and 
the family? 2. What are the components 

of cultural transformation for these 

secondary UFCs and family?   

One 1 hour semi-
structured 

interview with 2 

researchers, 1 of 

whom took field 
notes and 

observations to 

accompany the 
audiotape 

transcriptions. 

Framework 
analysis 

Pound & 

Greenwood[50] 

UK                              

Asian Indian          
Asian 

Pakistani     

Black 
African          

Black 

Caribbean   

White 
British 

Purposive 

sampling 

Caregivers - White British 12, 

Asian Indian 19, Asian 
Pakistani 2, Black Caribbean 9, 

Black African 8. 18 males, 32 

females; 30 spouses. 15 adult 
children, 2 parents, 2 daughter 

in laws and 1 sibling. Ages 45-

91 years 

To explore the experiences of carers 

whose relative was receiving social care 
in their own home and the value of a 

theory of humanising care to understand 

and explain these experiences 

Secondary 

analysis of Semi-
structured 

interviews 

(carried out by 
the authors in the 

initial study) 

Thematic 

analysis 

Strudwick & 

Morris [58] 

UK                             

African- 

Caribbean 

Convenience 

Sampling 

9 African-Caribbean stroke 

carers, 8 female, 1 male.  6 

spouses/partners, 2 daughters 
& 1 niece 

To explore the experience of African-

Caribbean informal stroke carers in the 

UK 

Semi-structured 

interviews  

Thematic 

analysis 
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Torregosa et al. 
[56] 

USA                           
Hispanic / 

Mexican- 

American 

Purposive 
sampling 

8 female Caregivers, 7 of 
Mexican-Hispanic, 1 non-

Hispanic white.  Age range 30-

68 years,  6 = wife or child, 1 

mother, 1 sister 

Examine the experiences of post-stroke 
recovery on survivors and caregivers 

from an underserved Hispanic 

community.  Analysed distinctly 

Semi-structured 
interviews and 

focus group of 

the caregivers 

(same for 
survivors, 

reported 

separately) 

Thematic 
analysis 

Yeung et al. [57] Canada                    

Chinese- 

Canadian 

Purposive 

sampling 

(5 stroke survivors) 13 

caregivers, first language 

Cantonese. 6 female, 7 male. 4 

spouses, 8 adult child 
caregivers and 1 caregiver 

friend.  Average residency in 

Canada - 20 years. Ages 24 - 
68 years, (mean age  = 60).  

Length of caregiving 2 - 16 

months 

To explore the experiences and needs of 

Chinese stroke survivors and their 

family caregivers, using the 'Timing it 

Right Framework' upon reintegration 
into community living following a 

stroke event.   

Semi-structured 

interviews, either 

in-person or via 

telephone.  
Caregivers and 

survivors 

interviewed 
separately  

Framework 

analysis 
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Table 4.  Summary of the main findings of the studies included 

Paper Main findings 

Arabit [55] Theme 1: Caregiving as a stressor  
1-1 Physical stress;  
1-2 Emotional stress 

Theme 2:  Caregiving as a spousal obligation 
Theme 3:  Coping 
   3-1  Socialisation 
   3-2  Personal leisure 
   3-3  Religiosity 
 

Corbett et al. 
[53] 

Theme 1: The whanau experience of stroke 
1.1  Experience leading up to, and the event of CVA 
1.2  Experience of hospitalisation of the whanau member affected by CVA 
1.3  Experience of being at home, from the immediacy of post discharge from hospital through to the present day  

(Whanau, Services, Information, Spirituality) 
 

Greenwood et 
al. [49] 

1. Gap between hospital discharge and home 
2. Carers as persistent advocates—knowing the system and fighting for support 
3. Balancing the effort in accessing services with their needs and poor or unsuitable services 
4. Carers as the best person to care 
5. Cultural aspects of caring: ethnicity, culture, religion and language 
 

Katbamna et al. 
[54] 

1. In-patient care and formal support 
2. Discharge home and formal support 
3. Competent to care 
4. Long-term outcome 
5. Dynamics of caregiving 
6. Anxiety linked to financial pressures 
7. Coping strategies and resilience 
8. Managing uncertainty 
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Magwood et al. 
[59] 

Theme 1:  Barriers  
1.1 Lack of support and resources 
1.2 Lack of knowledge about stroke 
1.3 Culture/faith 

Theme 2:  Facilitators  
2.1  Emotional support/patience;  
2.2  Resources/support;  
2.3  Knowledge/information 
 

Pierce [47] 1. Caring is a filial ethereal value 
2. Self-contemplation 
3. Motivation for a philosophical introspection 
4. Filial piety 
5. Living in the moment and hoping for the future 
6. Purpose 
7. Motivation that came from approval by care recipients 
8. Christian Piety 

 
Pierce & 
Wilkinson [48] 

Caring as experience 

• Caring actions – Physical work; Sacrifice; Taught & shared; Structured; Communication; Accommodation; Mutuality; Learned 

• Caring family functions – Adaptation in families; Adaptation in Caregivers’ enforcement of old values; Adaptation in 
caregivers’ watchfulness; Differences in filial function 

Meaning of Caring 

• Caring expressions- Living in the moment and hoping for the future; Evasion of conflicts; Filial piety; Fairness; Motivation: 
Love and a sense of duty between caregivers, care recipient and their families; Motivation: approval of the care recipient; 
Christian piety; Purpose; Filial ethereal value; Self-development; Emotional burden; Motivation: Philosophical introspection; 
Self-contemplation. 

 
 

Pound & 
Greenwood[50] 

1. Communication and bureaucracy 
2. Time and timing 
3. Communication and rapport building 
4. Trust and safety 
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5. Humanity and the human dimensions of care 
 

  
Strudwick & 
Morris [58] 

Cultural nuances 
1. Understanding of individual needs  
2. Battle  
3. Independence from services  
4. Faith in God  
5. Family ties  
6. Avoiding institutionalized care 

 
Torregosa et al. 
[56] 

Overarching Theme:  Finding meaning 
Subtheme 1:  Emotional struggles:  Conflicting emotions; Constant worry;  
Subtheme 2:  Readjustment: Overprotectiveness; Multitasking; Network support; Taking political action; Regaining self 
Subtheme 3:  Deterrent:  Guilt 
 

Yeung et al. [57] Theme 1:  Information and training needs of stroke survivors and caregivers change over time 
Theme 2:  Chinese resources are needed across care environments 
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Table 5  Synthesis of themes with original study themes (Themes: Self and Family) 

Paper Self: Meaning Making Self: Emotional stresses 
and coping 

Self:  Practicalities of 
caregiving 

Family: Spousal obligation Family:  Familial piety 

      

Arabit [55] Theme 1: Caregiving as a 
stressor 
Subtheme 1-2 Emotional 
stress 

Subtheme 2-1 Emotional 
stress 
Theme 3: coping 

Subtheme 1-1 Physical 
stressor 

Theme 2:  Spousal 
obligation 

Marianismo /machismo 
Family as sacred 

Corbett et al. 
[53] 

 Experience of being at 
home, from the immediacy 
of post discharge from 
hospital through to the 
present day 

Experience of 
hospitalisation of the 
whanau member affected 
by CVA 
 
Experience of being at 
home, from the immediacy 
of post discharge from 
hospital through to the 
present day 

Experience leading up to, 
and the event of CVA 
 
Experience of 
hospitalisation of the 
whanau member affected 
by CVA 
 
 

Experience leading up to, 
and the event of CVA 
 
Experience of 
hospitalisation of the 
whanau member affected 
by CVA 

Greenwood et 
al. [49] 

   Carers as the best person 
to care 

Carers as the best person 
to care 
 

Katbamna et al. 
[54] 

Coping strategies and 
resilience 

In-patient care and formal 
support 
 
Dynamics of caregiving 
 
Anxiety linked to financial 
pressures 
 
Coping strategies and 
resilience 
 

Competent to care 
 
Anxiety linked to financial 
pressures 

Dynamics of caregiving 
 
Coping strategies and 
resilience 

 

Magwood et al. 
[59] 

 Facilitators: Emotional 
support/patience 
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Paper Self: Meaning Making Self: Emotional stresses 
and coping 

Self:  Practicalities of 
caregiving 

Family: Spousal obligation Family:  Familial piety 

      

Pierce [47] Caring Is Self-
Contemplation 
 
Caring Is Motivation for a 
Philosophical Introspection 
 
Caring Is Living in the 
Moment and Hoping for 
the Future 
 
Caring Is Purpose 

Caring Is a Filial Ethereal 
Value 
 
Caring Is Motivation for a 
Philosophical Introspection 
 
Caring Is Living in the 
Moment and Hoping for 
the Future 
 
Caring Is Motivated by 
Approval From Care 
Recipients 
 
Caring Is Christian Piety 
 

 Caring Is Motivated by 
Approval From Care 
Recipients 

Caring Is Filial Piety 

Pierce & 
Wilkinson [48] 

Caring expressions- Living 
in the moment and hoping 
for the future; Christian 
piety; Purpose; Filial 
ethereal value; Self-
development; 
Philosophical 
introspection; Self-
contemplation. 
 

Caring Actions: Taught and 
shared 
 
Caring expressions- Living 
in the moment and hoping 
for the future; Christian 
piety; Purpose; Filial 
ethereal value; Self-
development; Emotional 
burden; Motivation 
 
 

Caring Actions: Physical 
work; Taught & shared; 
Structured, 
Communication; Learned 
 
Caring Expressions - 
Emotional burden; 
Motivation 

Caring Actions:  Learned; 
Mutuality 

Caring Actions: Sacrifice; 
Accommodation  
 

Caring family functions – 
Adaptation in Caregivers’ 
enforcement of old values; 
Adaptation in caregivers’ 
watchfulness; Differences 
in filial function 
 

Caring Expressions - 
Evasion of conflicts; Filial 
piety; Fairness; 
Motivation: Love and a 
sense of duty between 
caregivers, care recipient 
and their families; 
Motivation: approval of 
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the care recipient; 
Christian piety; Purpose 

      
      

      

      

Paper Self: Meaning Making Self: Emotional stresses 
and coping 

Self:  Practicalities of 
caregiving 

Family: Spousal obligation Family:  Familial piety 

Pound & 
Greenwood [50] 

 Communication and 
bureaucracy 
 
The impacts of time and 
timing 
 
communication and 
rapport building 
 
Trust and safety 

   

Strudwick & 
Morris [58] 

 Faith in God  Independence from 
services 

Avoiding institutionalized 
care 
 
Family ties 

Torregosa et al. 
[56] 

 Emotional struggles:  
Conflicting emotions; 
Constant worry 
 
Readjustment:  
Overprotectiveness; 
Network support 
 
Deterrent:  Guilt 

Readjustment: 
Multitasking 

Deterrent:  Guilt Deterrent:  Guilt 

Yeung et al. [57]  Theme 1. Information and 
training needs of stroke 
survivors and caregivers 
change over time 
 
Theme 2. Chinese 
resources are needed 
across care environments 

Theme 2. Chinese 
resources are needed 
across care environments 
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Table 5 – Synthesis themes with original study (Themes: Culture and spirituality and Health & social care systems)  

Paper Culture & 
Spirituality:  Faith 
and spirituality 

Culture & 
Spirituality:  Cultural 
norms and narratives 

Health & social care 
systems:  Discharge  

Health & social care 
systems:  Meeting 
needs – adaptation 
& provision 

Health & social care 
systems: Rights vs 
reticence   

Health & social care 
systems:  
Information and 
communication 

Arabit [55] Theme 3: Coping 
Subtheme 3-3 
Religiosity 

Theme 2: Caregiving 
as a spousal 
obligation 
 

 Subtheme 1-2 
Emotional stress 

  

Corbett et al. [53]  Experience of 
hospitalisation of the 
whanau member 
affected by CVA 
 
Experience of being 
at home, from the 
immediacy of post 
discharge from 
hospital through to 
the present day 
 

Experience of being 
at home, from the 
immediacy of post 
discharge from 
hospital through to 
the present day 

Experience of being 
at home, from the 
immediacy of post 
discharge from 
hospital through to 
the present day 

 Experience leading 
up to, and the event 
of CVA 

Greenwood et al. 
[49] 

Balancing the effort 
in accessing services 
with their needs and 
poor or unsuitable 
services 
 
Cultural aspects of 
caring: ethnicity, 
culture, religion and 
language 

Carers as persistent 
advocates—knowing 
the system and 
fighting for support 
 
Balancing the effort 
in accessing services 
with their needs and 
poor or unsuitable 
services 
 
Cultural aspects of 
caring: ethnicity, 
culture, religion and 
language 

Gap between 
hospital discharge 
and home 

Balancing the effort 
in accessing services 
with their needs and 
poor or unsuitable 
services 
 
Carers as the best 
person to care 
 
Cultural aspects of 
caring: ethnicity, 
culture, religion and 
language 

Carers as persistent 
advocates—knowing 
the system and 
fighting for support 
 
Balancing the effort 
in accessing services 
with their needs and 
poor or unsuitable 
services 

Gap between 
hospital discharge 
and home 
 
Balancing the effort 
in accessing services 
with their needs and 
poor or unsuitable 
services 
 
Cultural aspects of 
caring: ethnicity, 
culture, religion and 
language 
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Paper Culture & 
Spirituality:  Faith 
and spirituality 

Culture & 
Spirituality:  Cultural 
norms and narratives 

Health & social care 
systems:  Discharge  

Health & social care 
systems:  Meeting 
needs – adaptation 
& provision 

Health & social care 
systems: Rights vs 
reticence   

Health & social care 
systems:  
Information and 
communication 

       

Katbamna et al. 
[54] 

Coping strategies and 
resilience 

Discharge home and 
formal support 
 
Competent to care 
 
Long-term outcome 
 
Dynamics of 
caregiving 
 
Coping strategies and 
resilience 
 
 
 

In-patient care and 
formal support 
 
Discharge home and 
formal support 

Discharge home and 
formal support 
 
Competent to care 

Anxiety linked to 
financial pressures 

In-patient care and 
formal support 
 
Discharge home and 
formal support 
 
Anxiety linked to 
financial pressures 

Magwood et al. 
[59] 

Barriers:  
Culture/faith 

Barriers:  
Culture/faith 

Barriers:  Lack of 
support 
 
Facilitators:  
Resources/support 
 

Barriers – lack of 
knowledge about 
stroke 
 
Facilitators:  
Resources/support 
 
Facilitators:  
knowledge/ 
information 
 

 Barriers – lack of 
knowledge about 
stroke 
 
Facilitators:  
knowledge/ 
information 
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Pierce [47] Caring Is a Filial 
Ethereal Value 
 
Caring Is Self-
Contemplation 
 
Caring Is Motivation 
for a Philosophical 
Introspection 
 
Caring Is Filial Piety 
 
Caring Is Living in the 
Moment and Hoping 
for the Future 
 
Caring Is Purpose 
 
Caring Is Christian 
Piety 

Caring Is a Filial 
Ethereal Value 
 
Caring Is Self-
Contemplation 
 
Caring Is Filial Piety 
 

    

       

Pierce & Wilkinson 
[48] 

Caring expressions- 
Living in the moment 
and hoping for the 
future; Evasion of 
conflicts; Filial piety; 
Fairness; Motivation: 
Love and a sense of 
duty between 
caregivers, care 
recipient and their 
families; Motivation: 
approval of the care 
recipient; Christian 
piety; Purpose; Filial 
ethereal value; Self-

Caring Actions: 
Taught & shared; 
Learned; Mutuality 
 
Caring family 
functions – 
Adaptation in 
families; Adaptation 
in Caregivers’ 
enforcement of old 
values 
 
 

   Caring Actions: 
Learned 
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development; 
Philosophical 
introspection; Self-
contemplation. 

       
       

Paper Culture & 
Spirituality:  Faith 
and spirituality 

Culture & 
Spirituality:  Cultural 
norms and narratives 

Health & social care 
systems:  Discharge  

Health & social care 
systems:  Meeting 
needs – adaptation 
& provision 

Health & social care 
systems: Rights vs 
reticence   

Health & social care 
systems:  
Information and 
communication 

       

Torregosa et al. 
[56] 

   Emotional Struggles:  
Constant worry 
 

Readjustment:  
Network support 
 
 

Readjustment: Taking 
political action 

Emotional Struggles:  
Constant worry 

Yeung et al. [57] Theme 2. Chinese 
resources are needed 
across care 
environments 

Theme 2. Chinese 
resources are needed 
across care 
environments 

 Theme 1. Information 
and training needs of 
stroke survivors and 
caregivers change 
over time 
 

Theme 2. Chinese 
resources are needed 
cross care 
environments 

 Theme 1. Information 
and training needs of 
stroke survivors and 
caregivers change 
over time 
 

Theme 2. Chinese 
resources are needed 
across care 
environments 
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Figure 1 – Bronfenbrenner’s Bioecological Systems Model of development 

 

 

 

  

System Examples 

Microsystem People in your everyday life e.g. family, friends, colleagues, health services, 
place of worship 
 

Mesosystem Interactions between people in your life 
 

Exosystem Neighbourhood, workplace, media, social media 
 

Macrosystem Socioeconomic status, ethnicity, culture, geographic location 
 

Chronosystem Changes over the life span; normal and unexpected 
 

Chronosystem 
Changes over time 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Macrosystem 
Social & cultural values 

 

 

 

 

 

 

 

 

 

 

 

 

 

Exosystem 
Indirect environment 

 

 

 

 

 

 

 

 

 

Mesosystem 
Connections 

 

 

 

 

 

 

Microsystem 
Immediate Environment 

 

 Individual 



1-51 
 

 

Figure 2: .PRISMA 2020 flow diagram for identifying and selection of the studies 

included in review [39]  
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Figure 3  Meta-synthesis systemic category & themes 
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Implications for Rehabilitation 

• EMFCs would benefit from targeted and accessible health campaigns to build health 

literacy, stroke knowledge and understanding of how to navigate the health and social 

care system. 

• Professionals would benefit from evidence-based cultural competence training that 

includes faith and spirituality content. 

• Service support is more effective when it is accommodating and respectful of cultural 

and religious rituals and observances. 

• Assessments can be used to explore contextual arrangements including family support, 

intergenerational care responsibilities, faith and/or cultural needs and how these may be  

met. 

• Whilst cultural narratives exist, overgeneralisations and assumptions should be avoided; 

there are as many differences in cultural expression within ethnic groups as there are 

between.  
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Appendix 1-C: CINAHL search example 

 

 S9 S7 AND S8  Search modes - 

Find all my search 

terms 

View Results (128) 

View Details 
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S8 s3 AND S4  Search modes - 

Find all my search 

terms 

View Results (2,497) 

View Details 

Edit 

 
S7 S5 AND S6  Search modes - 

Find all my search 

terms 

View Results (71,613) 

View Details 

Edit 

 
S6 ( (MH "Family+") OR (MH "Nuclear Family+") OR (MH "Parents+") OR (MH 

"Mothers+") OR (MH "Spouses") ) OR TI ( Child* or son* or daughter* or sibling* or 

brother* or sister* or wife or wives or husband* or spous* or marri* or “significant other*” 

or partner* or famil* or parent* or father* or dad* or mother* or mum* or “next of kin” 

OR relative* OR household* OR house-hold* ) OR AB ( Child* or son* or daughter* or 

sibling* or brother* or sister* or wife or wives or husband* or spous* or marri* or 

“significant other*” or partner* or famil* or parent* or father* or dad* or mother* or 

mum* OR “next of kin” OR relative* OR household* OR house-hold*) Show Less 

Search modes - 

Find all my search 

terms 

View 

Results (1,285,398) 

View Details 

Edit 

https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/
https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/
https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/
https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/
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S5 ( (MH "Caring+") OR (MH "Uncompensated Care") OR (MH "Caregiver Attitudes") OR 

(MH "Caregiver Support") OR (MH "Caregivers") ) OR TI ( caregiv* or "informal 

caregiv*" OR carer* OR “care giv*” OR caring ) OR AB ( caregiv* or "informal caregiv*" 

OR carer* OR “care giv*” OR caring )  

Search modes - 

Find all my search 

terms 

View Results (138,070) 

View Details 

Edit 

 
S4 ( (MH "Minority Groups") OR (MH "Minority Stress") OR (MH "Immigrants") OR (MH 

"Refugees+") ) OR TI ( Immigrant* or migrant* or cultur* or multicultur* or intercultur* 

or minorit* or ethnic* or multiethnic* or racial* or race* or refugee* or "non western*" or 

emigrat* or immigrat* ) OR AB ( Immigrant* or migrant* or cultur* or multicultur* or 

intercultur* or minorit* or ethnic* or multiethnic* or racial* or race* or refugee* or "non 

western*" or emigrat* or immigrat* )  

Search modes - 

Find all my search 

terms 

View Results (328,993) 

View Details 

Edit 

 
S3 S1 AND S2  Search modes - 

Find all my search 

terms 

View Results (42,993) 

View Details 

Edit 

 
S2 (MH "Qualitative Studies+") OR TI ( interview* OR “focus group*” OR “case stud*” OR 

“grounded theory” OR narrative* OR thematic OR ethnog* OR qualitative* OR 

phenomenolog* OR experienc* OR explor* OR “open question*” OR examin* OR 

discourse* OR “content analys*” OR “dialogue*” OR “conversation analysis” OR “Case-

Oriented Understanding” ) OR AB ( interview* OR “focus group*” OR “case stud*” OR 

“grounded theory” OR narrative* OR thematic OR ethnog* OR qualitative* OR 

phenomenolog* OR experienc* OR explor* OR “open question*” OR examin* OR 

discourse* OR “content analys*” OR “dialogue*” OR “conversation analysis” OR “Case-

Oriented Understanding” ) Show Less 

Search modes - 

Find all my search 

terms 

View 

Results (1,595,388) 

View Details 

Edit 

https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/
https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/
https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/
https://web-p-ebscohost-com.ezproxy.lancs.ac.uk/Legacy/Views/UserControls/EHOST/


1-81 
 

 

 
S1 ( (MH "Stroke+") OR (MH "Ischemic Stroke+") OR (MH "Hemorrhagic Stroke") OR (MH 

"Stroke Units") OR (MH "Stroke Patients") OR (MH "Embolic Stroke") OR (MH "Stroke, 

Lacunar") ) OR TI ( stroke or cva or "cerebral vascular event*" or cve or "transient 

ischaemic attack*" or tia or “ transient ischemic attack*” OR “mini-stroke” OR (( cereb* 

OR intracereb* OR subarachnoid) N3 (hemorrhage* OR haemorrhage* OR accident* OR 

infarction*)) OR “encephalorrhagi*” or “hematencephalo*” OR “ischemic stroke” or 

“brain attack” or thrombotic or emboli* or thrombos* or ictus or apoplexy ) OR AB ( 

stroke or cva or "cerebral vascular event*" or cve or "transient ischaemic attack*" or tia or 

“ transient ischemic attack*” OR “mini-stroke” OR (( cereb* OR intracereb* OR 

subarachnoid) N3 (hemorrhage* OR haemorrhage* OR accident* OR infarction*)) OR 

“encephalorrhagi*” or “hematencephalo*” OR “ischemic stroke” or “brain attack” or 

thrombotic or emboli* or thrombos* or ictus or apoplexy ) Show Less 
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Abstract 

Purpose 

To understand experiences of a spousal caregiver of stroke during the Covid 19 pandemic.  

Methods 

Two semi-structured interviews explored a spousal caregiver’s experiences across the 

pandemic.  The first interview was shortly after England’s lockdowns ceased, the second, 14 

months later.  Results were analysed using Interpretative Phenomenological Analysis (IPA). 

Results 

Overarching and superordinate themes identified were The pain of reality: “Life just changed 

vs Everything just stopped”; “Everything is gone” - loss and isolation; Control and 

entrapment: “I’m trying to keep us going here!” - systemic impact; “We're not the greatest 

unit” – marital discord; Hope and growth - “He’s incredible! That bit that really hasn’t been 

affected by his stroke”; “I’ve got it in writing!” - subjugation towards empowerment. 

Conclusion 

The pandemic restrictions on movement triggered a period of cognitive processing within the 

caregiver, confronting the painful reality of stroke impacts upon her life and family unit.  

This ultimately appeared to facilitate posttraumatic growth.  Caregivers would benefit from 

psychotherapeutic support, training and couples therapy to adapt to post-stroke changes.  The 

importance of sustaining care-recipients’ rehabilitative support during a pandemic was also 

highlighted.  
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Introduction  

Covid 19 Pandemic 

The first recorded outbreaks of coronavirus (Covid-19) occurred in December 2019 in 

Wuhan, China [1].  Spreading quickly across the world, it was declared a pandemic by the 

World Health Organisation on March 11th, 2020 [2].  Covid-19 is a highly contagious form of 

SARS, Severe Acute Respiratory Syndrome; the initial strain of the virus attacked lower 

respiratory airways resulting in a distinctive, severe form of pneumonia [3].  To date, over 

628.5 million confirmed cases and over 6.5 million deaths occurred globally [4], however 

mortality was complicated by ceilings of care, age, pre-morbid conditions and a lack of 

physical and human resources at the peak of the outbreak [5]. 

Initial efforts to contain the spread of the virus involved severe restrictions on 

gatherings and movement of citizens.  Social distancing measures were enforced that banned 

public transportation, closed workplaces deemed ‘non-essential’ and imposed physical 

distances of 2 metres between humans not residing in the same household [6].  Many 

countries imposed ‘lockdowns’ prohibiting people from leaving their homes unless 

purchasing essential foodstuffs, serving medical needs or because they were classed as 

‘essential workers’; the UK also permitted citizens one daily form of exercise outdoors per 

day [7]. 

Pandemic caregivers 

The UK, along with many other countries, saw marked inequities in Covid-19 death 

tolls.  Elevated mortality rates were observed amongst elder citizens, ethnic minorities and 

people with comorbid conditions such as cardiovascular disease, respiratory disease, cancers 

and autoimmune conditions [8].  Groups considered ‘clinically vulnerable’ were urged to take 

extra precautions to shield from Covid-19 [9].  Stroke-experienced citizens were regarded as 
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clinically vulnerable which had significant implications for informal carers [10].  Secondary 

caregivers, unless already resident, were unable to enter care-recipients’ homes, primary 

caregivers were advised to observe extra shielding measures to protect care-recipients; 

thereby magnifying and lengthening caregivers’ isolation by proxy [11,12]. 

 Whilst lockdowns proved effective in stemming the spread of coronavirus, 

widespread fiscal and psychological costs were reported [13].  Evidence indicates trained 

frontline care professionals experienced mental health difficulties, long- and short-term, 

arising from pandemic experiences [14] revealing a need to explore untrained, informal 

caregivers’ experiences and potential impacts upon their psychological, economic and/or 

social wellbeing etc.  

Informal caregivers 

The UK’s health and social care systems rely upon informal caregivers to fill gaps in 

provision.  Stroke caregiving can be complex and there is no acclimatisation to caregiving; 

unlike degenerative conditions such as dementia or Parkinson’s disease, stroke strikes 

suddenly and ‘turns lives upside down’ [15].  The outcomes of stroke are wide-ranging, 

dependent upon the location and extent of acquired brain injuries [16].  Where strokes are 

survived, they can cause permanent physical disability, cognitive and speech impairments, 

temperament changes, and psychological difficulties; all requiring different knowledge and 

skillsets which can overwhelm the untrained caregiver [17].   

The cost of UK stroke care is estimated to reach £75billion by 2035, 62% of this 

figure comprises care provision from unpaid, informal carers [18,p.12]; usually family 

members.  However, costs for informal caregivers can be substantial; studies indicate 

potential detriments to physical, financial, social and occupational health, spousal 

relationship quality and psychological wellbeing [19,20].   
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Stress Vulnerability 

The World Health Organisation stated the pandemic was ‘generating stress throughout 

the [global] population’ [21]; with additional stressors around care-recipients’ clinical 

vulnerabilities, alongside being potential transmission sources, caregivers’ lockdown stress 

and anxiety may have been elevated [22].   

The Stress Vulnerability model [23] proffers a lens through which to reflect upon the 

potential impact of a pandemic on caregivers.  Stress acts upon an individual’s physical and 

psychological systems and can relate to life events, (a pandemic), or ambient stressors 

(lockdown restrictions, caregiver health etc) [23-27]. ‘Vulnerability’ refers to the individual’s 

ability to withstand stressors and relates to innate physiological characteristics such as genetic 

inheritance and acquired vulnerability, such as an accumulation of traumatic life events [23-

27].  All stroke caregivers experienced a loved one’s stroke-event, however some may have 

additional vulnerabilities (and/or protective factors) acquired through other events or innate 

physiology.  The model’s focus on generic vulnerability risks negating the nature of the 

actual harms; a stroke and a pandemic [28].  Similarly, at a purely dichotomous level of 

interaction, it oversimplifies the role of individual differences and levels of resilience [29].  It 

is important to consider societal contexts intersecting pandemic experiences [28]; for 

example, a caregiver furloughed from low-paid work, living in overcrowded conditions may 

encounter more stress and/or vulnerability.  However, the model’s widescale use and 

applicability within caregiving and health research makes it useful for this context [29-33].  

Vulnerability-Stress-Adaptation Model of relationships 

Spousal relationships can undergo significant changes post-stroke which can impact 

relationship quality [34-36].  Where many theories investigating marital stability focus on 

interpersonal factors [37-40], this negates fundamental relationship influences such as 
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attachment style, personality traits [41,42] and stressful life events [43,44].  Studies have 

found experiences of stressors can be mediated by adaptations rooted in physiology, social 

influences, cognition, personality and/or other relationships [45-48].  The strength of 

applying the Vulnerability-Stress-Adaptation Model [49] to caregiver / spousal distress lies in 

how the framework accounts for these enduring vulnerabilities and stressors, it also proposes 

adaptive processes that may account for individual differences in marital dynamics and 

stability.   Karney and Bradbury [49] posit that these factors are both independent and 

entangled; it is the interactions between them that constitutes the stability and quality of the 

relationship (figure 1).  Where many models have predominantly relied upon white, middle-

class samples, a US study found this model also applied to ethnically diverse, low income 

newlyweds [50].  Considering the additional stressors of the pandemic and vulnerabilities of 

stroke caregiving, accessible adaptive coping strategies could hold significant influence over 

the relational stability underpinning caregivers’ roles. 

[Insert figure 1] 

 

Research suggests protective factors against caregiver strain include social contact, 

leisure activities, respite and occupational engagement [51-53]; components significantly 

curtailed by shielding.  Face-to-face support group gatherings were prohibited, respite carers 

were a transmission risk, accessing psychologically resilient familial support became harder, 

consequently, caregivers’ capacity to sustain self-care and connectedness diminished [54].  

However, post-stroke coping research suggests that if mutual support and interdependence is 

maintained within the caregiver-care recipient relationship, stress can reduce [55].  Indeed, 

national disaster and posttraumatic growth research has found relationships can strengthen 

through adversity [24,56-58].   Research into prior SARS (Hong Kong) and Ebola (Uganda) 

epidemics and into war and conflict (Iraq) suggests this is facilitated amongst survivors [58-
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60] and caregivers [60] through positive attitudes and appraisals around efficacy and potential 

impact, receptiveness to change and adaptation [58-60]. 

Literature searches reveal a lack of research into spousal caregivers’ experiences of 

caring for their stroke-affected partner during national crises yet, with 1.3 million stroke 

survivors in the UK [61], they comprise a sizeable group amongst informal caregivers.  

Evidence-based guidance can support professionals in devising preventative responses, to 

identify potential longer-term risks to stroke survivors and their spousal carers, and 

understand concomitant demands on services. 

Aims 

This qualitative, single case study aims to explore in-depth how a spousal caregiver 

experienced caregiving during the Covid-19 pandemic to understand situations encountered, 

how services may lessen the impact of any difficulties in the event of a future pandemic and 

to ascertain potential longer-term consequences of pandemics on a spousal caregiver of 

stroke. 

 

Materials and methods 

Ethics 

Ethical approval was granted for this study by the Faculty of Health and Medicine 

Ethics Committee (FHMREC) at the University of Lancaster.  The participant provided 

verbal informed consent prior to each interview. 

Research Design 

This case study adopted an exploratory single case qualitative design whereby data 

was generated via two semi-structured interviews; shortly after lockdowns ended and 14 
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months later.  Semi-structured interviews were chosen to enable the participant to introduce 

and expand upon their experiences within the guiding structure of an interview schedule.  

Interviews were video recorded, transcribed and then analysed using interpretative 

phenomenological analysis (IPA).   

The case study design was selected as the pandemic was a novel, naturally occurring 

phenomenon that could not be separated from its context [62]; this research sought to learn 

something new rather than prove or disprove existing findings [63].  Case studies facilitate a 

depth of insight that reveal contextual, idiographic nuances often missed by larger scale 

studies [64] and, by adopting a longitudinal approach, it could reveal how and why the 

pandemic impacted the spousal caregiver (SCG henceforth) [65], alongside impact longevity.   

IPA aims to facilitate in-depth analysis of personal lived experiences, rather than 

being guided by pre-existing theory [66].  It’s explicit commitment to the idiographic makes 

it particularly suited to analysing a case study alongside its phenomenological roots which 

focus upon the individual’s experience and meaning-making from their perspective [67].  

Described as adept at analysing “complex, ambiguous and emotionally-laden” [68], it was 

felt particularly appropriate to the participant’s novel context.  It also operates a double 

hermeneutic approach, thereby accounting for the researcher’s interpretation of the 

participant’s sense-making of their own experience [69].  The unique time, place and 

circumstances within this case study, may limit the scope of directly transferable findings 

however, individual accounts are performative [70] and can inform systems and policy when 

approaching future health epidemics. 

Quality Assurance 

To sustain quality and rigour in the analysis, the researcher sought to engage with 

experiential and existential aspects of the participant’s account and, convey the narrative by 
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carefully selecting quotations to develop depth and reveal any interconnectivity between 

themes and subthemes [71].  Close attention was also paid to convergences and divergences 

both within and between the interviews by analysing the data collected in three distinct 

stages. 

Recruitment 

A broad range of potential recruitment sources were engaged to reflect the closure of 

NHS recruitment routes during the data collection time.  Independent carer support groups 

and the Stroke Association’s research department were contacted, and the advertisement was 

posted on social media platforms Twitter and Facebook.  The advertisement directed 

potential participants to a Qualtrix online survey which began with a statement of participant 

information.  Following this, a series of open and multi-choice questions were posed to gather 

demographic information, contact details and to screen volunteers against inclusion and 

exclusion criteria.     

Participant 

[insert table 1] 

Data Collection 

Inclusion and exclusion criteria were selected to ensure research aims could be met by 

the research [72].  The participant needed to be the primary caregiver, in an established 

relationship with the stroke-affected care-recipient (SACR henceforth), English-speaking and 

cohabiting during the pandemic in England.  The SACR’s stroke needed to have happened 

prior to the pandemic and not be comorbid with other conditions such as Alzheimers or 

Parkinsons which could elicit care needs unrelated to the stroke.  The researcher contacted 

the participant by email, with pdf versions of the information sheet and a consent form 
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appended, to arrange an online interview in accordance with the participant’s stated 

preference.    

Interview domains within the schedule were informed by a review of literature on 

familial caregiving and discussion with a Consultant Neuropsychologist working in stroke 

care.  It encompassed pre, during and post lockdown caring responsibilities, occupational, 

social and family life, mental health and aspects of support and coping.   

Electronic versions of the participant information and consent form were emailed 

before the online interviews, and each interview commenced by gaining explicit informed 

consent.  The researcher read out the consent form for the participant to give verbal 

affirmation.  She was then given the opportunity to ask questions and reminded of her rights 

regarding withdrawing her data.  At the end of the initial interview, July 2021, the participant 

agreed to a follow up interview; this was conducted 14 months later in September 2022 

following the same process.  The interviews lasted 120 minutes and 100 minutes respectively, 

all data was password protected and stored on a secure network. 

Data Analysis 

Interviews were video recorded and transcribed verbatim by the researcher after each 

interview.  Interviews were replayed, and transcriptions reread, multiple times to become 

familiarised with the content.  Immersion in the transcript was structured into distinct stages, 

recorded on separate spreadsheets, to support the iterative nature of IPA analysis; initial 

coding annotations to focus attention on content of value to the research question [73], then 

data sorted into clusters of notations on similar issues.  Issues were colour coded to support 

filtering and commentary written to provide an audit trail for coding decisions. 

Each cluster of notes were taken in turn to construct an extended narrative that 

explained and interpreted the nature of the theme, after which the theme was assigned an 
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informative title and assigned illustrative quotations from the transcript to evidence the 

narrative [73].   

The analysis was carried out in three stages; both interviews were analysed 

independently and separately immediately after data gathering, enabling analysis to offer 

insights into how the participant was making sense of their experience, at that timepoint and 

in that context.  Subsequently a third analysis was conducted combining both transcripts, with 

particular attention paid to convergence and divergence between scripts, to construct themes 

emerging across the full timeline; thus. reflecting the iterative process of interpreting the 

participant’s sense-making over time.  Each stage was reinforced via discussion with two 

external researchers to facilitate critical thinking and synthesis. 

Researcher positioning 

The researcher is a middle-aged, white female with historical experience of being a 

young carer for family members during adolescence.  

Reflexivity and epistemological stance 

IPA guidelines encourage a smaller sample of participants [73]; the researcher chose 

to apply IPA to a single case study because it was considered most appropriate means of 

responding to the research aims.  The researcher sought to understand the phenomena of 

caregiving during the pandemic across timepoints.  The shared novelty of experiencing a 

pandemic also gave impetus to attend to the double hermeneutics.  IPA offered an 

established, systematic approach to achieve this and to interpret the idiographic experience of 

the participant [74].   

Taking the epistemological stance of critical realism, the researcher was alert for 

interactions between the participant’s previous life experiences, living situation, culture etc, 

and her sense-making of the pandemic lockdown [75].  With multiple dynamics present, there 
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would be no definitive, objective reality; her reality was conditional to the interaction 

between these dynamics [76,77].  The idiographic approach can offer insights which may, 

when collated with other research, facilitate a ‘general structure statement [that departs] from 

the specifics of individual experiences to communicate the most general meaning of the 

phenomenon” [78,pp52], i.e. SCGs’ experiences of the pandemic. 

The researcher’s personal reflexivity was maintained through a reflective journal and 

supervision; enabling critical reflexive questioning of self and from others, to construct the 

realities of an ‘other’ during the analysis [79]. 

 

Results 

 

Context 

This case study sought to understand the experiences of a SCG caring for a SACR 

during the Covid 19 pandemic.  Sasha and Enzo (pseudonyms) met after relocating to 

England from different countries in mainland Europe for work; they married following a 

short courtship.   

They were 10 years married with two young sons when Enzo had a haemorrhagic 

stroke, aged 40, at his local gym, two years prior to the Covid-19 pandemic. Enzo’s primary 

post-stroke difficulties were physical; after discharge, supported by workplace adjustments, 

he returned to working full time in a desk-based position.  However, Enzo’s poor balance, 

laboured mobility, loss of dexterity in his right hand and peripheral vision loss meant Sasha 

assumed all household and familial responsibilities, alongside working part time and 

caregiving for Enzo.  At the time of the first interview, two months after coronavirus-related 

legal restrictions were lifted in England, Sasha had been a SCG for two and a half years, had 
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experienced three national lockdowns and an additional two and a half weeks of location-

specific lockdown restrictions [80,81]. 

 

Themes 

Three overarching themes were identified, incorporating six superordinate themes. 

[insert table 2] 

Theme 1:  The Pain of Reality 

The enforced hiatus of lockdown emerged as a significant focus of Sasha’s 

commentary. Although an experienced SCG of 2 years, when lockdown commenced the 

usual distractions of daily living disappeared.  Sasha appeared to find herself confronted with 

a painful reality. 

“Life just changed vs Everything just stopped”  

The experience of normal life stopping during lockdown, appeared to contrast with 

the upheaval of the changes induced by the stroke; this theme of stopping and changing was 

apparent across the interviews. 

And then one day, out of the blue he just had a stroke at the gym […].  Yeah, life just 

changed.[…]  then with Covid happening everything just stopped.[…] (i1) 

Sasha perceived the extent of changes in Enzo since the stroke event to lockdown. 

We had this super healthy guy; muscly, super healthy, cycling to work, gym five days 

a week[…]  He's gone from being like a 40 year old, full of life person to...an 80 year 

old. (i1) 

An unusual change in Enzo’s eating habits during lockdown appeared to create 

concern for his health.  
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His cholesterol is high […] but he's not improving his diet (i1). 

He became obsessed with food. Like obsessed! He was really into burgers […] then it 

was Italian food[…] it was so strange. (i2)   

Over the course of the study, Sasha’s concerns evolved as she noted his diet-induced 

weight gain was reversing previous functional gains. 

…made him gain a lot of weight. Uh, which obviously makes life harder for him, you 

know, climbing in to take a shower[…] picking something up from the floor. All these 

things become more difficult for him and he can't walk as well…it's frustrating (i2) 

 

Lockdown meant that Sasha had to stop some of the activities that seemed to assist 

with caregiving by offering an escape. 

I would do like a trip a month where I would stay overnight and it would be like my 

‘Me time’, time to ‘just be’… it was so lovely.  And then everything just stopped and 

we were all stuck under one roof. (i1) 

She was also furloughed from work, something Sasha seemed to perceive as another 

escape. 

It’s been hard not to have that little time to get away and also to be around people […] 

That's the thing that I really enjoy about my job. (i1) 

Lockdown meant services were closed and Enzo was unable to access rehabilitation 

appointments.  For Sasha this represented a barrier to the “many things that he was doing, 

trying to get better.[…] So it was a huge set back” (i1).  Sasha also missed witnessing signs 

of functional improvements during rehabilitation sessions; something that seemed a source of 

hope and joy. 
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I used to go with him [to rehab sessions] […] And it was just so nice to see how, you 

know, how he changed.[…]  I didn’t know he was capable of doing all these things. 

[…]  I was like ‘oh my goodness’, like ‘this is good!’(i1) 

Conversely Sasha perceived an end to Enzo’s motivation for rehabilitation during 

lockdown, as he opted against exercising from home.  “Our neighbours gave us their exercise 

bike.  Never been used.  Still in the garage.  […] There’s zero motivation for anything.  

Nothing at all.(i1)”  Sasha conveyed a frustration in Enzo’s reluctance to reengage in 

rehabilitation when services reopened.   

That is the crazy thing, but he doesn't, he doesn't seem interested in improving his 

health. (i1) 

If he could get some motivation back, that would be huge.  Yeah.  just to see that, you 

know, that drive in him (i2) 

For Sasha, Enzo’s lack of motivation appeared to be a lasting, yet unwelcome, change 

that stood in the way of the potential for change that she would welcome. 

“Everything is just gone” – loss and isolation 

Loss appeared in numerous forms across the interviews, seemingly starting with the 

loss of freedoms entailed by lockdown. 

I couldn't go to the gym.  I couldn't, uh, go away for work.  I couldn’t, you know, 

everything was so restricted. […]  Yeah, it was a bit like prison to be honest (i1) 

Beyond lockdown, loss appeared through an expressed sense of imprisonment by 

circumstances of aging, caregiving and the physical environment, 

I'm getting close to 50 as well. I'm like 'My God, is this just gonna be my life?!  I'm 

always gonna be looking after him and stuck in this flat? (i2) 
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Sasha’s difficulties during lockdown seemed to trigger thoughts of loss through 

bereavement.  

It's just uh, even more of a reminder of my mom (voice breaking) not being here 

anymore.  If I’d had her, um, it would have been different […] Yeah, she was my rock 

(i1).  

Support from other family and friends appeared more accessible pre-lockdown, 

despite living abroad “I can definitely call them whenever and they always listen and 

support” (i1). However Sasha expressed difficulties calling them during lockdown through a 

perceived lack of privacy. 

“Because he was always here, I didn’t feel like we could speak, even though he 

doesn’t understand [language]” (i1). 

She also appeared less able to access Enzo, sensing him withdrawing.  “When his day 

was finished, he just shut down (voice cracking) and, very quiet[…] Strange times” (i1).  This 

appeared to worsen over the course of the study.  “He has his headphones on, iPad.  It's on 

24/7 […]  I'm talking to him and he doesn't hear it, hear me.  He just shuts everything out 

basically.” (i2) 

Sasha recalled the impact of her isolation on her mental health as lockdown took its 

toll.  “I had days where I didn't even want to be around any more.[…] Everything was just 

like climbing a mountain.(i1)  At the end of the study, Sasha believed her mental health had 

continued to be “a little bit rubbish”(i2). 

Theme 2:  Control and entrapment  

A theme of entrapment emerged with lockdown evoking a sense of feeling trapped. 
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There was no place to go really.  The children have the YouTube on and games or the 

homeschooling and he (Enzo) was in [the bedroom] working, and so I just felt a bit 

trapped. (i1) 

Whilst recounting circumstances and marital dynamics specific to Sasha’s 

relationships, the interplay of external entrapment through lockdown, and the ensuing impact 

on escape and avoidance coping strategies, appeared to expose and amplify existing 

vulnerabilities within the family unit.  In Sasha’s case, a theme of control emerged within 

their relational dynamics.   

“I'm trying to keep us going here!” - systemic impact 

Sasha appeared to tussle with maintaining a calm environment for the family 

considering Enzo’s stroke-related mood difficulties and disinhibition. 

…even with his Dad, he gets so, he gets so angry with him.  Just like he can be with 

me and the kids.(i1) 

He has mood swings. Sometimes I just feel like, "Oh my God, I hate you". You know, 

like, he can be really like 'Argh!!'. (i2) 

Efforts to maintain calm and control appeared to have evoked a growing split within 

the unit “it’s me and the kids and then it’s him; we’re sort of divided” (i1).  She reflected 

upon her attempts to reduce triggers to protect her children from his anger as potentially 

contributing to this; “I overcompensate.  I hide things and I, you know, end up saying like 

‘kids let’s not mention this to..’ and they’re like ‘Ok. Ok’.(i1)   

They also appeared to try to protect her from Enzo’s outbursts “if he says anything to 

me negative in front of the kids, they’re right up there defending me.  And sometimes, if he 

gets very angry, they shield around me like (hugs arms across her body)”(i1) 
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Although Sasha noted an improvement in Enzo’s outbursts post-lockdown “he doesn't 

shout at them much anymore...or he hasn't for a long time.”(i2), it appeared to have a cost.  

Enzo left them alone “he's sort of in his own little bubble”. However, Sasha noted the 

children then distanced themselves from Enzo “and, they don't know whether he's here or not 

most of the time.(i2)  “If I wasn't there to tell him things about school and friends and he just 

wouldn't know anything.”(i2)  Moreover, the difficulties in her husband and sons’ 

relationship had become problematic for Sasha’s relationship with Enzo; “that's what sort of 

killed the romantic side, […] I can't relate at all on how you can be so disengaged from your 

children.”(i2) 

Conversely, Sasha noted her relationship with their children grew stronger, yet 

appeared concerned she may have become dependent on them. “I adore my boys.[…] I just 

really enjoy being in their company. But […] sometimes I feel I need them more than they, 

they need me. (tearful)”(i2) 

‘We're not the greatest unit’ – marital discord 

A sense of entrapment came through within the marital relationship, beginning with 

Sasha feeling unable to exercise over lockdown. 

I was out for 2 hours and I came back and I'm like ‘oh I walked over down the river 

and la la la’ and then he said, “well, that's something I can never do”. […]  That made 

it hard for me to then go out and do something 'cause I didn't want him to feel upset. 

(i1) 

Sasha revealed “I really need to exercise in order to keep my mind intact”(i1) and 

confessed to exercising covertly.  “I have the weights in the bedroom, so I had to sneak them 

out while he was working, so he wouldn't see me” (i1).  A change in her job post lockdown 
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meant “I don't exercise as much as I used to, uh, because of work. I really struggle to find the 

time” (i2).   

Sasha changed her job “so I can drop the kids off, then I go to work and then I finish 

in time so I can go and pick the kids up. So it, it has made our lives easier”(i2).  However, 

this also entailed a change in the balance of responsibility post-stroke, which Sasha appeared 

to feel went unappreciated. 

My workload has become a lot more.  […] The only thing he does is go to work, I do 

everything else.  But to him, that’s, that’s nothing because I didn’t have a stroke. (i1) 

The imbalance in paid work also created an imbalance in financial control and 

disposable income.  “I’m not earning enough money because I only work 50%, then I get a 

bit frustrated because I think that he could like, make my life a little bit easier, like you know. 

'Buy me something sometimes'.(i2)  It also appeared restrict Sasha’s freedom to be with 

[European] family, whereas she seemed to perceive his financial situation as comparatively 

freeing.  

I wanted to go to [home] over the autumn break and it's like, Oh my God, it's so 

expensive, I just can't do it. […] I'm always stuck here.  When he's got a day off, he's 

out meeting friends, doing things. You know, he doesn't ask me if I have any plans, he 

just does what he wants to do. (i2) 

Sasha discussed the lack of intimacy in her marriage post-stroke. 

We share a bed, but[…] we never kiss any more, like kiss ‘goodbye’, kiss ‘hello’, you 

know anything like that.  When we tried to improve that, it’s always paired with ‘that’ 

(intercourse)…that sort of stops it.  […]  Even holding hands is hard, because when 

he’s walking it takes so much effort […] it’s hard for him to hold somebody’s hand. 

(i1)  
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Sasha presented as upset when she explained that she no longer wanted to be intimate 

with Enzo, but that a part of her would like to want to be intimate with somebody. 

(tearful) I don’t have that attraction towards him anymore.  A friend of mine said that 

‘maybe you don’t need to stay with him […] I do love him, we’re very good 

friends[…] But sometimes yeah, sometimes I do feel like it would be nice to, to fall in 

love again and… (cries) I guess I feel guilty. (i1) 

With sharing a bed being the only remaining form of intimacy Sasha identified in her 

marriage, it was notable that this temporarily became unavailable during lockdown.  Enzo 

initiated this through a refusal to wash. 

He wouldn’t shower any more, he stank.  Yuck!  It was awful. […] I felt bad like, 

‘you stink, you need to..’  He was like ‘yeah, yeah I will’.  But it could be like a week 

and he wouldn’t even take a shower.  And it was so awful I couldn’t even sleep next 

to him.   

Although showers and bedsharing resumed when he returned to his workplace, Sasha 

shared another reticence that she experienced within her relationship.  “It gets quite a bit like, 

well ‘you have nothing to complain about’ because nothing can be as bad as what he’s going 

through.  […]I feel like I can’t, I can’t complain.”(i1)  Guilt appeared to both censor and 

entrap her as she reflected, “I could move away, and then I will feel guilt because I would 

know that he's on his own and he can't really take care of himself […]. So I can never get 

away from....'this'” (i2). 

 

Theme 3:  Hope and growth 
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Although there were challenges, lockdown also appeared to cast hope over her 

relationship with Enzo and initiate helpful growth within Sasha that had a positive impact on 

her life. 

“He’s incredible!... That bit that really hasn’t been affected by his stroke” 

Sasha began the first interview describing her early relationship with Enzo and 

conveyed an admiration as she recalled meeting him at work. 

“he would just switch language, like he would speak [foreign language] to one and 

[foreign language] to another.  You know, he would just switch like that. And he was 

so knowledgeable about everything, that’s his thing.  He knows so much.” (i1) 

Although they had since changed jobs, lockdown appeared to offer her the 

opportunity to witness this side of Enzo again. 

I would overhear his conversations with his customers, and it was nice when they had 

the team meetings […]  I really enjoyed that and I enjoyed hearing him.  He’s, he is 

incredible when it comes to work, he is incredible! (i1)   

Sasha animation as she spoke conveyed admiration; she felt “so proud”(i1).  It 

resonated with the joy expressed earlier as she talked of his functional gains in rehabilitation, 

however this appeared to symbolise a part of him that had never been lost, just obscured from 

view. 

It has been really, really nice to see that, that bit that really hasn’t been affected by his 

stroke.  I guess that’s the only normal thing we have in a way.[…] You know, that’s, 

that’s him! (i1) 
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In those moments the strengths he had retained seemed to reveal ‘him’; pre-stroke 

Enzo.  Sasha’s account of another work-related achievement appeared to concur with this and 

continue that connection with hope. 

So that's [Enzo]! When he sees something, and he really believes in it, he's like ‘I'll 

sort it out, we'll sort it!’  So we have little golden moments in all the hard times as 

well, and that's what keeps us going. (i2) 

“I’ve got it in writing!” - subjugation towards empowerment 

Woven within previous themes was evidence of Sasha’s subjugation such as covertly 

exercising, suppressing her intimacy needs and reducing her disposable income to pick up 

additional workload at home.  Sasha’s first interview also revealed that, pre-lockdown, she 

subjugated her need to share her feelings with a local friendship group to protect Enzo’s 

reputation.  

I don’t want them to, sort of, think that [Enzo] is not a nice person.  […] I’m more 

comfortable speaking to [European contacts].  They don’t judge the same way ‘cause 

they know him quite well.  Friends I have here, they don’t know him so I don’t have 

huge support (i1) 

Post-lockdown a new resolve to recognise and value her own needs seemed to 

emerge.  A significant enabler and catalyst seemed to be a group of School Mums she met 

post-lockdown. 

I can't keep things in, I can't suffer in silence, I just can't. I used to be like that and 

then I had a friend who was very open.  I thought, 'Oh my God, how could she share 

so many things?!' Like I was so jealous.  […] Somehow it rubbed off and now I'm 

quite open with how I'm feeling (i2) 
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This radical change, appeared to bring Sasha belonging, validation and a valuable 

support network. 

I get so much help through that, just by sharing how I'm feeling and then 'has this 

happened to anyone else?’ and they're like. 'Oh yeah!'. And then it's like, 'Oh my 

gosh, it's not just me!' (i2) 

Sasha also seemed more assertive about her needs with Enzo at home; an example of 

this was securing his agreement to buy a new kitchen.  

I had begged him, like, can we not get new kitchen? Can we not get new kitchen?  

And he says, 'No, No.  That costs money'.  But because I'm the one that has to do 

everything, I have to clean up everywhere, I have to take care of everyone, then I’m 

like 'the least you can do for me is to get me a new kitchen'.  Like 'show me that you, 

that you appreciate what I'm doing' […] But um I am getting a new kitchen!  Yeah, I 

am! I have it in writing! (chuckles) (i2) 

Perhaps most significant was Sasha making serious enquiries into relocating [to 

Europe]; this entailed assertive discussions with Enzo.   

I really looked into moving to [Europe] […] you have to find a place to live and you 

know, I have to get a job. Where do I start?! And when you have kids as well, schools 

and where to live.  I was really set on going and, and I said to [Enzo], ‘I will go 

without you. I, you know, I'm going!’[…] And then, then it...then I calmed down 

(chuckles) (i2) 

This conversation represents a momentous contrast to the Sasha secretly working out 

during lockdown to avoid offending Enzo. 
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Discussion 

This study has illuminated the considerable psychological and occupational burden 

spousal caregiving for stroke entails, and how the additional stressors of the Covid-19 

pandemic may have exacerbated these.  The themes emerging included a painful reality, 

control and entrapment and hope and growth.  The analysis will be expanded upon and will 

outline the key findings with relevance to current evidence base, and recommendations from  

the study.   

Painful reality - Change  

The onset of the pandemic resembled stroke onset; sudden, unexpected and often 

outside the control of those most directly impacted.  Perhaps unsurprisingly, lockdown 

measures were also linked to adjustment difficulties, especially amongst those with parenting 

responsibilities, like Sasha, and mental health vulnerabilities [82,83]. 

Sudden, unknown changes, such as stroke events, commonly evoke a fight or flight 

response and deployment of coping mechanisms [84].  Sasha seemed to have developed 

avoidant coping mechanisms (e.g. working and weekends away) or expending arousal levels 

through exercise, whereas Enzo appeared energized to recover functional losses through 

rehabilitation and occupational resumption.  Lockdown-induced distress may therefore have 

been exacerbated from habitual coping mechanisms being curbed.   

Stroke caregivers research identifies effective coping methods to include social 

contact, occupational engagement, leisure activities and accessing respite [51-53,85], 

however these were directly impeded by lockdown and distancing measures. Sasha described 

challenges exercising and utilising her online social support network and being furloughed; 

for Enzo his access to rehabilitation services ceased.  Distress can manifest in increased 

perceptions of burden [86], which would be more keenly felt by SCGs alongside emotional 
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responses such as anger, anxiety and low mood [85] (evident in both Sasha and Enzo).  This 

can offer insight into the reports of elevated mental health difficulties amongst pandemic 

caregivers’ as compared to non-caregivers [87,88].   

Family support 

Results highlighted Sasha’s avoidant post-stroke coping strategies, alongside 

shielding her children from the realities of the stroke-event and post-stroke changes, and how 

this may have contributed to familial stress vulnerability.  Research suggests the impact of 

change on family units depends upon interactions between familial resources to cope with the 

change, and their perceived ability to cope with the challenge posed [89]. Potential problems 

can occur in the event of ‘pileup’; when new stressors (such as a pandemic) occur without 

previous stressors having been worked through to a point of coping [90].  Stroke events can 

generate many stressors; traumatic experiences around the event, co-morbid conditions, 

acquired disabilities, changes in finances, familial roles etc. [16,19,91], thus if psychological 

and practical adjustments are not secure, this vulnerability to ‘pileup’ may partially account 

for difficulties reported by SCG’s during lockdown [87,88]. 

 When facing crisis, Boss’ [92] Family Stress Theory suggests families are pushed 

towards change, reorientating towards the previous status quo, a better, or a worse state of 

functioning compared with their pre-crisis situation [92].  This impetus for change was 

apparent in Sasha’s second interview through actions such as developing her local social 

support and exploring relocation nearer to extended family and leaving Enzo.  This highlights 

a need for standard service provision to include psychological support to re-establish family 

stability post-stroke; proactive support to process stroke-events and outcomes and readjust 

could reorientate a family and enhance future resilience. 

Loss and Isolation  



2-26 
 

 

Sasha communicated a strong sense of loss regarding post-stroke Enzo.  Lockdown 

appeared to focus attention on his functional losses (exercise habits), physical attributes 

(weight gain) and their lack of intimacy, fuelling rumination across loss experiences 

including her Mother’s death.  Research into familial carers of cancer patients found that 

highly stressful events can trigger a ‘magnifying glass’ being cast over past experiences 

which can shape experiences and perceptions of the present [93].  Indeed, research by 

Williams [94] conceptualised social isolation, itself, as a loss in terms of interactions, income, 

structure which resulted in losses in meaning, self-worth and motivation; this may have 

facilitated a cognitive priming for loss schema [95-98].   

Covid research findings suggest that ongoing exposure to the media drawing attention 

to negative aspects of lockdown, had the potential to undermine perceptions of coping self-

efficacy amongst trauma experienced persons [99]; research would regard Sasha as trauma 

experienced and susceptible to this dynamic [91,100-103].  Whereas psychological distress 

amongst professional caregivers is mediated through training and professional support [103]; 

informal caregivers are often cited as lacking such input in ‘normal’ circumstances let alone 

during a pandemic [104].  Collegiate support and interprofessional working supported 

resilience during Covid [105-108], however 1 in 5 care recipients were unable to access 

formal support, resulting in unmet care needs causing greater anxiety than mortality rates 

[109], the lack of respite for caregivers responding to this, heighted their anxiety.  Pandemic 

stress was found to be interactional, with caregiver stress predicting symptoms in care 

recipients and vice versa, however their usual support system was diminished by social 

distancing [110].  Particularly stress-triggering behaviours stroke caregivers encountered 

included disputing topics, impatience, over sensitivity or dependency, mood changes and 

frequent complaining [111].  However, cumulative fatigue and lack of respite for those with 



2-27 
 

 

high-needs care recipients, such as complex stroke and dementia, are reported to have 

suffered the most extensive care burden and distress [112]. 

Spousal relationships 

Whilst the impact of Covid on relationship breakdowns is inconclusive [113-116], the 

pandemic impacted upon levels of relationship satisfaction for many couples [117-121], with 

pre-Covid relationship quality and marital communication mediating stress levels [122-124].  

Sasha’s account suggests her marriage endured considerable stress, describing a ‘prison’ of 

managing home-schooling and noise, subjugating her need for space, social contact and 

exercise to maintain familial functioning for a seemingly uncompromising spouse.   

SCG experiential differences may be accounted for by the Vulnerability Stress 

Adaptation Model [49] which suggests that the impact of pandemic-related stressors like 

social isolation, bereavements or economic difficulties, could be shaped by enduring 

vulnerabilities and/or adaptive processes within the relationship [125].  Findings suggest that 

enduring vulnerabilities  may make relationships more susceptible to pandemic stressors, 

related to attachment insecurity, emotional health and regulation difficulties and previous 

trauma/adversity history [125].  Research focused upon caregivers of cancer found that 

childhood trauma and relationship history were the two domains most pertinent to the impact 

of caregiving upon marital stability and quality [126].      

Research into caregiving adaptive processes that supported relationships during Covid 

included affection, support, and shared positive activities [126].  Cancer caregiver research 

found that love/closeness, communication, intimacy and a shared future were adaptive in 

spousal caregiver relationships [93].  Many of these adaptive processes appeared diminished 

within Sasha and Enzo’s post-stroke relationship.  The cumulative effect of both Covid and 

generic caring responsibilities may account for individual differences encountered, however, 

specific research into vulnerability and adaptive domains within stroke caregiving that may 
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better elucidate pandemic experiences, could not be found.  

Although the Vulnerability-Stress-Adaptation model is helpful in conceptualising the 

dynamics contributing to marital discord, stroke-specific outcomes may introduce other 

dynamics within and/or acting upon the model’s structures.  For example, stroke can impact 

communication, fatigue levels and mood stability as well as mobility and speech clarity [16]; 

this could introduce novel or nuanced processes and dynamics that warrant attention.   

 

Growth 

Calhoun and Tedeschi coined the term ‘posttraumatic growth’ (PTG) as something 

that arises from seismic psychological challenges that, whilst not always life threatening, are 

enough to challenge or disrupt someone’s internal assumptive world [127].  Sasha’s 

expressions of ‘is this gonna be my life now?!’ in interview 1 suggest conscious deliberations 

concerning the impact of Enzo’s stroke on her circumstances.  PTG involves acceptance that 

a return to ‘normal’ is not possible, which leads to positive cognitive and emotional shifts and 

can inspire behavioural changes [128-130]. Stroke-events can entail the permanent shifts in 

‘normality’ [131-133] that was arguably paralleled by the pandemic [134-136], thereby 

generating the seismic challenges and a dual impetus for cognitive processing.  

Painful experiences can incite an instinct to escape and avoid; a strategy found more 

prevalent amongst females [137] and something Sasha relied upon post-stroke.  Restrictions 

on movement during the pandemic impeded her weekend escapes, occupational distractions 

and efforts to avoid familial conflict; however, as these coping strategies prevent acceptance 

and resolution of difficult realities, this may have been helpful in reducing stagnation and/or 

potential longer-term anxiety or depressive symptoms [138].    
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Sasha’s account indicated considerable distress levels, including suicidal ideations, as 

she processed her new reality.  Research concurs that PTG can often be experienced 

alongside post-traumatic stress (PTS) symptoms, with research indicating that moderate PTS 

most likely to lead to the highest rates of PTG [139-142].  Research into frontline pandemic 

nurses in NYC suggested that over 75% experienced PTG particularly relating to perceptions 

of being strong, improved relationships with others and appreciating life; those reporting the 

greatest PTG scored highly for PTS in the initial month of the pandemic [143]. As a sole 

carer, Sasha had no access to collegiate relationships, restricted access to her online support 

network and her primary adult relationship became a stressor which could account for her 

elevated distress during this process. 

Findings suggest that PTS symptoms can compel the depth of cogitation and reflexion 

to process the traumatic memories that is necessary to facilitate growth [144-146]; escape and 

avoidance are ineffective long-term.  Indeed, Sasha’s second interview conveyed shifts in 

acceptance, determination and assertion around her needs, however her mental health 

remained ‘a little bit rubbish’.  Adaptation to changes incurred through stroke and/or crises 

appear to require an investment in confronting and learning to accept the new normal, 

however the complexities of this process for someone who faces both situations reveals a 

clear role for both preventative and recuperative professional psychological support. 

Strengths and Limitations 

Single case study design enables in-depth exploration of complex phenomena, such as 

a pandemic.  This can support development of service provision and health care interventions 

and identify areas for further research.  It is both a flexible and rigorous research method for 

exploring contextual conditions of the phenomena and accessing a participant’s reality within 

this context so that their actions, thoughts and feelings can be understood.  The research 
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process was supported through reflective journals and supervision to preserve an inductive 

approach.  The data was also analysed and coded in three stages at separate timepoints.  Each 

interview was analysed separately, directly after taking place; a third analysis, incorporating 

both interviews, was then completed to elucidate the themes across the timescale. 

This research gathered data as the pandemic unfolded, thus provides more ‘live’ 

reflections upon experiences and detailed insights into challenges faced.  Its longitudinal 

approach enables differentiation between temporary and potentially long-lasting effects.  

Presenting one individual’s experiences means findings cannot be easily generalized, 

however humans are not universal.  Whilst precise relational dynamics within this case may 

not be directly transferable to other stroke caregiving couples, the broader challenges around 

intimacy, communication and mood disinhibition are apparent across established stroke 

research [36,147,148]. 

Recommendations for further research 

Research into biopsychosocial models of adaptation amongst the brain injured is 

limited [149]; initial searches suggest the Vulnerability-Stress-Adaptation model has not yet 

been applied specifically to stroke.  Understanding how the wide-ranging potential stroke-

outcomes e.g. communication, motor and/or cognitive impairments, may complicate or 

interact with relational dynamics, or otherwise respond to adaptive processes, warrants 

further investigation to bolster SCG-SACR relationship quality and stability. 

 This case study illustrates a gap and impetus for SCG psychological support.  Stroke 

can entail trauma and significant adjustments for the wider family, especially the SCG.  This 

study reveals potential benefits and growth from psychological processing and reflection, 

whilst also revealing prospective strains and risks of doing this in isolation.  Research into 

psychological interventions targeting SCGs at different points post-stroke could ascertain 
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impactful approaches, timepoints and identify specific needs and/or benefits of SCG support.   

A similar approach to investigate couples and family therapeutic support could ensure 

resources are deployed to maximum benefit. 

 Recommendations for services   

This study reveals key roles for services in providing psychological support for SCGs 

targeting loss, adjustment, low mood and anxiety.  It is recommended that this is a standard 

offer for all SCGs to access.  Similarly, therapeutic support targeting relationships may be 

helpful in reorientating couples following, often significant, stroke-induced changes; this 

should include relational and sexual intimacy support. 

This study highlights the role of rehabilitation services in sustaining the motivation of 

care-recipients, which can enhance their family’s quality of life.  In the event of another 

pandemic, some service provision should be maintained; online delivery methods could be 

developed to achieve this. 

SCGs could benefit from understanding the needs, behaviours, rehabilitation, and 

recovery trajectories of their stroke-affected spouse.  Stroke professionals access ongoing 

training to develop their skills; unpaid carers could also achieve this cost-effectively via a 

centralised online training resource bank. 

The recruitment process for this study suggested support groups for stroke carers are 

not well advertised and, due to being time-poor, SCGs are not always able to research or 

attend them.  A centrally collated directory of rehabilitation and support networks for face-to-

face and online access may be helpful for SCGs.   

In the event of future national emergency, careful consideration should be given to 

finding ways of sustaining caregivers’ access to practical, emotional and social support.  

Technological advances have opened up new opportunities to offer this remotely, however 
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care needs to be taken to ensure provision can be accessed by all regardless of education, 

income and housing circumstances. 

 

Conclusion     

This case study gives an individual SCG’s account of their experiences during the 

global Covid-19 pandemic.  It demonstrates how pervasive the impact of stroke and 

caregiving is across all facets of life and the baseline stress vulnerability accumulated through 

everyday living.  The pandemic cast a spotlight over post-stroke challenges that had been 

previously downplayed in day-to-day life evoking a difficult and distressing phase of 

processing the changes, losses, and systemic impact on the SCG’s life.  However, this process 

facilitated posttraumatic growth, offering future hope and empowerment.  The essential role 

of rehabilitation for SACRs and the need for psychological support, stroke-specific 

information and training amongst SCGs, and their marital and family units, were identified. 
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FIGURES 

Figure 1 – The Vulnerability-Stress-Adaptation Model: Karney and Bradbury, 1995  

 

 

 

 

 

 

 

Tables 

 

Table 1 Participant demographics (omitting identifying features) 

Demographic Response 

Age 47 

Gender Identity Female 

Ethnic Identity White European 

Relationship to SACR Married (10 years) 

Location during pandemic South East England 

Employment status Part time employee 
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Table 2 Case study themes 

Overarching themes Superordinate themes 

  

The pain of reality  “Life just changed vs Everything just stopped”  

 

 “Everything is just gone” - loss and isolation 

  

Control and entrapment “I'm trying to keep us going here!” - systemic 

impact  

  

 “We're not the greatest unit” – marital discord 

 

Hope and growth “He’s incredible!... That bit that really hasn’t been 

affected by his stroke” 

 

 “I’ve got it in writing!” - subjugation towards 

empowerment 
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Appendix 2-B   

 

Additional publication content 
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Implications for Rehabilitation 

• Caregivers value stroke-specific information and training to support their understanding  

• Psychological support for caregivers  is needed to process post-stroke life changes 

• Couples and family therapy would be beneficial for reorientating spousal relationships 

post-stroke 

• Access to rehabilitative services can be pivotal to care-recipient motivation, and 

consequently caregiver quality of life 
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Appendix 2-C 

Interview Schedules 

Interview Schedules 

 

Initial Interview 

1. Can you tell me a little bit about your relationship with your partner?  E.g. how long 

you’ve been together, how your relationship developed, what you enjoy most about 

your relationship. 

2. I wonder if you could tell me a little bit about your partner’s stroke and what impact 

this had on their life (have they been able to work since?  Has it affected their 

communication, mobility, physical or mental health?) 

3. What sorts of things were you doing to support your partner as their carer before 

the Covid pandemic started?  Has this changed during Covid? 

4. During Covid, what sort of support have you had from other people?  Formal carers, 

family and friends etc? 

5. How has your social life been impacted by Covid restrictions?  How has being a carer 

impacted upon this? 

6. Has your mental health been impacted by Covid restrictions?  How has being a carer 

supported or detracted from this? 

7. To what extent have you been able to pursue your normal hobbies, interests and 

activities during Covid restrictions?  How has being a carer impacted upon this? 

8. If you were to think about your day to day life as a carer before and during Covid, 
how is it the same? 

9. How is it different? 
10. If you could go back in time to life before Covid, and could tell the people that run 

health and social care services how they should run things.  What would you suggest 
that they do to support someone caring for a partner who’s had a stroke during 
Covid 

11. What would help you now as we move forward through the Covid pandemic and 

beyond? 

 

Follow Up Interview  

Introduction - Setting context 

‘When we last spoke the pandemic was still very much in the news, the country had 

experienced a series of lockdowns – both national and regional -  social distancing 

and wearing of masks in public was mandatory/ recommended, and there were a 

series of Covid vaccinations and booster programmes being carried out by age group 

and medical vulnerabilities across the country.  
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Now, the pandemic continues on with new, potentially less life-threatening strains 

and few, if any, restrictions on our way of life. 

If it’s OK with you, I was hoping to use our time to first of all get an update on your 

general context; your living and occupational arrangements, your husband’s support 

needs etc, and then move on to look at focusing on how life looks for you now, how 

it’s similar and/or different to life pre Covid and at the height of Covid restrictions.  

Then I’ll ask you about and any lasting reflections you have about being a spousal 

carer for stroke during a pandemic’ 

 

1. How are things since we last spoke? 

2. Has anything changed? 

 

Prompts re: aspects of life to reflect upon 

• Impact of the stroke on husband – recovery trajectory (e.g. physical or 

psychological abilities) 

• Working life 

• Family life  

• Caring responsibilities - Life as a Carer – day-to-day 

• Support network 

• Social life  

• Mental health  

• Ability to pursue normal hobbies, interests and activities  

 

3. If you could go back in time to life before Covid, and could tell the people that 

run health and social care services how they should run things.  What would you 

suggest that they do to support spousal carers of partners who’ve had a stroke – 

leading up to, during and post pandemic  

4. What, if anything, would help you now as we move forward through the Covid 

pandemic and beyond? 
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Appendix 2-D 

Participant Pre-Screening Questions 

 

  

QID1 
My partner has had 
one stroke, this occurred prior to January 2020 

QID3 
My partner and I were living 
together before and during the Covid 19 pandemic 

QID5 

My partner requires 
support from me to manage the outcomes of their stroke (this may range 
from 
ensuring they are not left alone in the house to carrying out intimate care) 

QID7 
My partner and I have been living in 
England during the pandemic 

QID8 
I have access to the 
internet or a telephone and speak English 

QID11 

Prior to the stroke my 
partner had a pre-existing condition that required care and support for 
that 
diagnosis e.g. Alzheimers, Parkinsons, Multiple Sclerosis, Motor Neuron 
Disease 
etc. 

QID12 
My partner had a 
transient ischaemic attack, sometimes called a TIA or ‘mini stroke’ 

QID22 

The following are examples of potential post-stroke physical difficulties; 
does your partner currently experience any of these? (please tick all that 
apply) 

QID23 

The following are examples of potential post-stroke communication 
difficulties; does your partner currently experience any of these? (please 
tick all that apply) 
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QID24 

The following are examples of potential post-stroke emotional difficulties; 
does your partner currently experience any of these? (please tick all that 
apply) 

Q13 
The following are examples of potential post-stroke cognitive difficulties; 
does your partner c 

QID26 

The following are examples of potential post-stroke sexual difficulties; 
does your partner currently experience any of these? (please tick all that 
apply) 

QID27 

If there are any other difficulties that your partner experiences as a result 
of their stroke that are not covered above, please use the space below to 
give brief details. 

QID28 Please write your age in the box below 

QID29 What is your gender identity? 

QID31 Which of the following best describes your sexual orientation? 

QID30 Please write your ethnic identity in the box below 

QID34 How long have you been in a relationship with your current partner? 

QID32 Which of the following best describes your marital status? 

QID33 Whereabouts in England have you been living during the pandemic? 

QID35 Which of the following best describes your employment status? 

QID36 
To enable me to contact you to arrange an interview, please would write 
your email address in the box below 

QID37 
Please indicate below whether you would prefer for your interview to take 
place over the internet (e.g. Teams or Zoom) or by telephone. 
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Appendix 2-E 

Excerpt from multi-choice pre-interview questions 
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Appendix 2-F 

Initial annotations excerpt 

Notes Line / 

Time 

Transcript 

 
88 R: [Pause} I just wonder if, in terms of, if we look at, 

specifically around Covid; I wonder how things are 

similar, how things are different, as a result of Covid? 

He was housebound, he 

didn’t leave the house 

at all                                                                                           

He put on weight                                                                  

You stink - he stopped 

showering, it was so 

awful I couldn't sleep 

next to him                                             

Some days he didn't 

even brush his teeth, it 

was horrible. 

89 P:  Um with Covid the hardest thing was just, that he 

was just housebound; he just didn’t leave the house at 

all.  He wouldn’t shower any more, he stank, euch, it 

was awful. He wouldn’t take a shower, or he 

wouldn’t..  He just literally rolled out of bed, sat in 

front of the computer, worked, ate and then back to 

bed.  Put on loads of weight, um.  Some days he 

didn’t even brush his teeth, it was horrible.  And I 

kept.. And then I felt bad like, ‘you stink, you need 

to..’  He was like ‘yeah, yeah I will’  But it could be 

like a week and he wouldn’t even take a shower.  And 

it was so awful I couldn’t even sleep next to him.  

Um, that was really hard.  That has, thank God, since 

changed.   

Pre-Covid he saw a 

personal trainer, 

posture physio, soft 

tissue masseuse                                           

Everything just stopped 

with Covid                              

It was a huge set back 

22m 

47s 

And then, cause before he used to go to, he had a 

friend who was a personal trainer, he would go to the 

gym and work out with him; he had a lady he went to 

see that used to help him with his posture and things 

like that; and then he went to another friend who’s a 

soft tissue therapist who would go and massage his 

arm and shoulders… Um so you had all these things 

that he would do, um and then with Covid, everything 

just stopped. So it was a huge set back for him, it 

really was.       
90 R:  So it sounds like where, where his physical 

therapy stopped, and then perhaps that sense of 

determination to overcome things was blocked?   
24m 

13s 

  

 
91 P:  Yeah  

 
92 R:  Did he give up a little bit?  

Wouldn't go out for a 

walk or use the exercise 

bike given to them by 

neighbours                                 

Zero motivation                                                                     

He would just sit in bed 

or work                                     

Went to the 

93 P:  Oh totally.  I said to him, like ‘when you finish 

work, like, let’s go for a walk.’  You know, like ‘when 

you finish work, go for a walk’.  Or even in the 

morning.. Cause our son, well he wasn’t at school 

then, so, but..that was later on I said that…(tails off, 

scratching head in thought).  But I said ‘just go for a 

walk, just go for a walk around the block.’  Or our 

neighbours, they were moving, and they gave us their 

exercise bike that was in perfect condition, never been 
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supermarket on a 

Sunday to get a few bits 

used.  Still in the garage.  And I said ‘cause that you 

can use’ and then.. but there’s zero motivation for 

anything.  Nothing at all.  He would just sit in bed or 

work, then, and um.. yeah.  Maybe on a Sunday he 

would go to the supermarket, just to get a few bits, 

and then, that was the only thing he did.    
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Appendix 2-G 

Initial clustering excerpt 

Theme Potential Basis 

for Clustering 

LINE 

NO. 

Summary Phrase Comments / 

Thoughts 

Covid 

Spotlight 

Family 

Dynamics 

35 Challenges of home schooling 2 

children quietly to enable 

husband to work from home 

 

 
Family 

Dynamics 

63 Protecting the kids from him Ref normalising 

their life (as if the 

stroke didn’t 

happen)  
Family 

Dynamics 

63 Me and the kids and then him 
 

 
Family 

Dynamics 

67 The kids defend me 
 

 
Family 

dynamics 

109 Husband had more appreciation 

for what I do 

 

 
Family 

dynamics 

109 The kids were happy to see me 
 

 
Family 

dynamics 

109 The kids had time with their Dad 
 

 
Family 

dynamics 

137 When he finishes work he 

reverts back into his own world                                                                                       

 

 
Family 

dynamics 

243 Book explains to them why Dad 

is angry and doesn't smile 

 

 
Family 

dynamics 

247  It's great he's alive, but our 

quality of life is not great 

 

 
Family 

dynamics 

255 Difficulty managing school runs  

when Sasha is working 

 

 
Family 

dynamics 

260 ‘Our family unit isn't great’                                                          
 

 
Marital 

relationship 

9 We travelled the world together, 

really good friends, similar 

values 

Exciting, well 

bonded, similar 

lifestyle, interests 

& values  
Marital 

relationship 

51 You have nothing to complain 

about 

She feels guilt, he 

generates it.  

Restricts her life 

to reduce his 

frustrations  
Marital 

relationship 

51 He has no empathy towards me 

whatsoever 

Imbalance in 

power and rights?  
Marital 

relationship 

51 He goes to work, I do everything 

else  

Inequity in role 

sharing.  Impacts 

on his 

relationship with 

boys  
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Marital 

relationship 

51 My struggles are nothing 

because I didn't have a stroke 

Frustrations & 

guilt.  How does 

this impact on 

how his children 

see Dad  
Marital 

relationship 

55 I can't complain                                                                      
 

 
Marital 

relationship 

55 He is ungrateful 
 

 
Marital 

relationship 

59 I'm trying to keep us going here  Unfair division of 

labour.  Sasha 

absorbing the 

extra work.  
Marital 

relationship 

59 I get put down for not being 

perfect 

 

 
Marital 

relationship 

59 We have this great friendship Friendship as a 

foundation 

remains, now a 

companionate 

relationship, 

intimacy & 

passion is 

limited/absent  
Marital 

relationship 

69 Something changed so 

dramatically  

 

 
Marital 

relationship 

69 He was so horrible  
 

 
Marital 

relationship 

75 I'm very sensitive and I pick up 

on it  and feel yuck 

Sasha absorbing 

his frustrations by 

directing the 

cause of her 

discomfort 

inwards rather 

than towards 

Enzo.  (i.e. He 

'nitpicks' but it 

hurts because she 

is ‘too sensitive’)  
Marital 

relationship 

75 He's a lovely man really 
 

 
Marital 

relationship 

79 No sexual intimacy since the 

stroke 

 

 
Marital 

relationship 

79 Erectile dysfunction gets him 

down 

Subjugation - 

How is it for 

her?!  Does she 

want to rekindle 

sexual?  
Marital 

relationship 

79 All the things he used to enjoy 

have been taken from him 

Subjugation - 

What has been 

taken from her 
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that she 

previously 

enjoyed?  
Marital 

relationship 

79 Continence difficulties, he weed 

himself on the train going to 

meet a friend 

Husband in the 

child role - how 

does this impact 

on her feelings 

towards him as a 

man, partner, 

lover?  
Marital 

relationship 

81 Sexual attraction has gone 
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Appendix 2-H 

Example of extended narrative 

Theme Subtheme Narrative Line Quotations 

The Covid 

Searchlight 

He’s 

Incredible – 

unveiling 

something 

‘normal’ 

Enzo’s stroke outcomes primarily impacted his emotional and 

physical mobility. At home, the Enzo that Sasha sees struggles 

with basic everyday tasks such as chopping vegetables, cleaning 

his ears, cutting his toenails and wiping the shower down.  His 

difficulties require Sasha to remain alert and offer assistance to 

prevent injury.  Enzo’s subsequent frustrations play out in his 

mood and relational strains are exacerbated.    However, his 

recovery trajectory during inpatient rehabilitation, along with the 

nature of his job in IT, enabled Enzo to return to work as soon as 

he returned home.  A supportive manager and occupational 

adaptations including flexibility around responsibilities, targets 

and breaks, coupled with Enzo’s problem-solving abilities have 

retained Enzo as the main breadwinner.  Engagement in working 

life was the only activity Enzo maintained during lockdown; 

potentially the only normality accessible to him and a source of 

pride and esteem in challenging times. 

Homeworking, whilst presenting environmental challenges for 

Sasha to manage, also cast a searchlight of hope and pride on 

Sasha’s world.  She described her admiration of his work ethic, 

knowledge and social skills when they first fell in love at work; 

lockdown gave Sasha a window into those aspects of her husband 

once more.  She spoke animatedly about his coming to life, how 

he helped others to overcome their IT difficulties, shared 

expansive knowledge and how highly his team regarded him.  
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he came home [from rehab] and just started 

working straight away…He fixes computers, iPads 

and things like that, so it has been a little bit 

challenging for him ‘cause he can’t use his right 

arm or hand...  They’re an amazing company, 

amazing.  They have given him so much support; 

letting him take lots of breaks, and he doesn’t 

have that target of the amount of things he has to 

fix, like the others have.  And, when Covid 

happened he started working from home.  So he’s 

just been doing phone calls and things… Work 

wise, everything’s been great. 

 

He doesn’t really want help unless he really, 

really has to; even at work…when he was working 

on the chat, which requires a lot of typing, he just 

started using the dictation thing and he just found, 

he just finds ways around it.  Um, which is really 

good.  It’s good for him because, he feels like he 

can do it, but yeah, they just, it’s just things like 

chopping vegetables and things like that, they’re 

just really hard 
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Her pride and emotions were clear as she once more saw the man 

that she fell in love with and a light was cast of those things he 

could do, the strengths he had retained and this enabled her to 

admire him once more. 

Whilst Enzo appeared to shut down along with his computer at 

the end of each working day, those glimpses of action, 

motivation and ability were energising and hopeful behaviours by 

unveiling pre-stroke normality. 
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 during lockdown he was just, he was just quiet.  

And.  And just didn’t do anything (sniffs).  I mean 

thank God he worked, cause he got to speak to 

people and he’s very, he is a people person.  He’s 

very, very outgoing. He will help anyone, and so 

he really, that he really…he livens up and he 

really likes that.  And then, when his day was 

finished, he just shut down (voice cracking) and, 

very quiet 

 

I mean I would only overhear it because I was 

here, so I would hear the conversations and 

things, and it was really nice.  (smiles broadly and 

gesticulates with hands).  It was nice hearing his 

conversations with his customers, and it was nice 

when they had the team meetings through Apple, 

because…  Such amazing people.  You know, I got 

to hear some of it.. and just help.  And how 

amazing his manager was and things.  I, I really 

enjoyed that and I enjoyed hearing him.  He’s, he 

is incredible, like when it comes to work, he is 

incredible.  Really, really, really good.  And the 

things he says, he’s very positive.  And I’m like 

(side ways glance, facial expression suggestive of 

surprise/disbelief and chuckles).  Uh, but then he 
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is, in his element, you know?  You know, that’s, 

that’s him 

 

  Like he just knows everything.  He knew all the 

rules and sometimes he would almost be like a 

manager on board, but not.  You know, he’s not 

one of those, like ‘oh I know everything’ No.  He’s 

just like quietly doing his thing, but he’s so 

brilliant, and it’s the same now. Like with 

technology, he loves technology, he knows 

everything.  And the way he interacts with his 

customers, and he’s like ‘oh have you thought 

about doing this, this way?!’  Or ‘instead of 

buying a new computer you could just put another 

hard drive’ or ‘you could do this, la, la, la, la, la’.  

And they’re like ‘oh my God, that’s fantastic’.  

And he’s, you know, he’s so.  Whatever he’s 

doing, he’s so into it and very knowledgeable. 

 

they have so many talented people and they, they 

allow each person to have a day to show what 

they can do, you know where [unintelligible 

example] or whatever, and it’s just been really, 

really nice. And to hear how they feed back to 

[Enzo], um, about whatever he said, or.. he’s very 

liked. (wiping tears, smiling)  Like the other day I 
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found his rucksack.  Just a little note from his 

coworkers, how great he is, and I’m like ‘you 

didn’t tell me about this’.  And he’s like ‘Oh, no’ 

you know, but uh.  Yeah that has been really, 

really nice to see that, that bit that really hasn’t 

been affected by his stroke  I guess.  I guess that’s 

the only normal thing we have in a way 
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Introduction 

This critical appraisal will commence with a brief summary of the thesis findings 

followed by an analysis of issues that arose in the process of carrying out this work and the 

implications of these.   

 

Key results of the thesis 

The systematic literature review focused on synthesising the experiences of ethnic 

minority family caregivers of stroke and captured data from 11 papers.  A meta-ethnographic 

approach was used to synthesise the findings from across the papers [1] and revealed 11 themes.  

These were organised into 4 overarching systems, representing different structures within 

Bronfenbrenner’s Bioecological Systems Theory [2]  Themes that emerged were as follows: Self: 

Meaning-making; Emotional stresses and coping; Practicalities of Caregiving;  Family:  Spousal 

obligation; Filial piety; Culture & Spirituality:  Faith and spirituality; Cultural norms and 

narratives and Health & social care systems:  Discharge, Meeting needs – adaptation & 

provision; Rights vs reticence ; Information and communication.  The review highlighted 

convergence and divergence within and between different ethnic minority groups and between 

ethnic minority and majority experiences, offering areas for exploration with caregivers that can 

support and inform culturally competent practice.  These are discussed within the body of the 

work. 

The research paper was a single case study design investigating a spousal caregiver of 

stroke and her experiences across two timepoints of the Covid 19 pandemic.  The semi-

structured interviews were analysed using Interpretative Phenomenological Analysis (IPA) [3].     
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Three overarching themes incorporating six subthemes were identified.  The pain of reality:  

“Life just changed vs Everything just stopped”; “Everything is just gone” - loss and isolation; 

Control and entrapment:  “I'm trying to keep us going here!” - systemic impact; “We're not the 

greatest unit” – marital discord and Hope and growth:  “He’s incredible!... That bit that really 

hasn’t been affected by his stroke”; “I’ve got it in writing!” - subjugation towards empowerment.  

The research revealed a turbulent experience of lockdown where the caregiver was confronted 

with unavoidable realities of post-stroke life and familial relationships.  Processing these issues, 

whilst distressing at times, appeared to facilitate aspects of reorientation, post traumatic growth 

and hope moving forwards. 

 

Reaching the hard to reach 

Reaching the hard to reach was an issue that emerged across both papers.  The 

intersection of ethnic minorities as family caregivers revealed a disappointing, yet not surprising 

paucity of research to review [4].  Statistical data has highlighted ethnic inequalities in stroke 

incidence and mortality over a period of time [5-12], so what I initially experienced as scant 

efforts to explore their familial caregivers experiences seemed dismissive.  My research paper 

quickly illuminated many of the reasons why hard-to-reach populations are named as such, 

offering first-hand experience of the challenges it entails, but also, the reward it can bring. 

Recruiting in a pandemic – Empirical research 

The World Health Organisation [13] raised concerns early on in the pandemic regarding 

the elevated stress experienced by citizens globally [13], this baseline was exacerbated by the 

additional shielding measures of their care recipient, concerns about contagion, and difficulties in 
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accessing external formal care services amongst family caregivers [14-18].  Key challenges for 

caregivers included increased care burden and intensity, mental health challenges and lower 

quality of life, especially amongst female caregivers [14,16].  In non-pandemic times caregivers 

can be time-poor, especially if stroke outcomes are complex or co-morbid or they have family or 

occupational responsibilities [19,20], however their capacity for pursuits such as research 

participation appeared to reduce further. 

Recruitment sources in stroke research are often formal health settings such as hospital 

and community stroke units or support groups; all of the studies included in the literature review 

used these routes [21-31].  However, the pandemic put NHS recruitment routes out of bounds as 

research ethics committees were understandably not prioritising trainee research at the time.  The 

Stroke Association (local support groups and centralised research department) were similarly 

unable to support recruitment for this project citing similar reasons.  Other independent, peer-led 

groups contacted had been disbanded under social distancing measures, and many of the 

voluntary co-ordinators relayed difficulties they were experiencing when trying to facilitate 

communication with and between their members; their caregivers had limited access to 

technology and/or technological skills. 

 Digital methods of recruitment and research became more prominent during the 

pandemic; researchers were able to take advantage of reaching a wider geographical span [32] 

and the accelerated take up of video meeting technologies soared amongst the public facilitated 

this development [33-35].  Looking to capitalise upon the increase in technological engagement 

in my research I moved to advertising with keyword hashtags on Twitter, signposting Facebook 

users to the University Facebook page where my advert was also situated, alongside attempts at 

initiating a snowball sampling with some stroke-experienced former work colleagues; however, 



3-5 
 

 

their pandemic homeworking demands prevented this.  Facebook stroke caregiver groups were 

also approached, but most had a strictly no researchers policy as they are set up as virtual 

psychologically safe spaces where caregivers can freely share honest experiences [36,37].  A 

predominantly US-based group run by an Occupational Therapist permitted an advertisement in 

their group but prewarned; “these are busy people, but you can try”. 

As seen with the volunteer-led support groups, reliance upon technology has the potential 

to omit marginalised groups who may lack digital literacy due to age, or low income for example 

[38].  Strokes disproportionately impact older populations and can restrict finances due to 

additional heating and laundry costs for example [26].  However recent data suggests that 38% of 

strokes occur in middle age (40-69 years), and that this is increasing [39].  Barriers to this age 

group may have entailed some additional pressures such as competing for computers for 

homeschooling or recreational purposes [40].  If not working from home, the caregivers were 

potentially also vulnerable to additional financial pressures of job losses and/or furlough [41]; it 

is reasonable to suggest having mental and/or physical capacity to engage in research was thus 

likely reduced further still. 

A participant was recruited from within the middle-aged bracket; her first interview 

revealed a fascinating account and compelling candor.  When the time came to make important 

research decisions to complete data collection; the investment of her time, energy and 

engagement generated an impetus throughout the discussions to honour her contribution to date.   

Paucity of research - SLR 

Typical stroke caregiver characteristics (older, poorer physical health, lower incomes) 

intersected with the most commonly underserved sectors of society during the pandemic; notably 
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they are also consistently under-represented in research across disciplines, yet were 

overrepresented within pandemic mortality rates [42].  With multiple layers of 

underrepresentation and disadvantage, a rigorous search strategy was needed to find relevant 

research that had been carried out.   

It was clear from the scoping searches carried out, that the search would need to be 

widely cast and thus the only date limit was that it was listed on electronic databases at that point 

in time, up to and including 2022.  The consideration of how old research is before it is no longer 

useful is often debated with some not offering any set rule and others citing between three and 

ten years, [43].  However, these papers were selected because of their relevance to the research 

aims; the review is then able to synthesise experiences up to and including 2022, creating 

discussion, signposting potential considerations for services and, moreover, it draws attention to 

the situation and has the potential to motivate subsequent research in this important area.  The 

presentation of the findings are purposely tentative; the critical realist stance of the research 

acknowledges the lack of definitive answers; it is the interactions between the systems, 

experiences, thoughts and behaviours of individuals and the dynamics between them that 

nuances the phenomenon [44,45]. 

I sought support from an academic librarian to quality assure the rigour of my search, and 

support with sensitivity tests.  Although 38 papers made it through to full text reading, this was 

because abstracts were not clear about whether caregiver data was reported distinctly and 

whether they were investigating different ethnicities in terms of Chinese caregivers in China, or 

first nation ethnic minorities such as the Māori in New Zealand, or ethnic minorities through 

migration such as current and former British Commonwealth citizens invited to migrate to the 

UK.  Of these Chinese caregivers in China would be excluded.  Once this process was complete, 
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only 11 remained and one was missing information in the paper [25], and they encompassed 9 

participant groups. 

Papers ranged from 1999 to 2019 across 4 countries and reported on a range of ethnic 

minority groups.  It was helpful to frame the papers as conveying a shared experience of 

difference by ethnicity within one’s country of residence, therefore “the studies taken together 

offer a line of argument rather than a reciprocal or refutational translation” [1,p36].  This 

revealed some important experiences that both converged and diverged across and within ethnic 

groups.   

As discussed in the literature review, it is important to conduct further research in this 

area; the chronosystem of changes over time and macrosystems within which individuals and 

health and social care operates continue to evolve [2].  Recent events such as Brexit, the Covid 

pandemic, immigration reforms and pockets of war and persecution have generated the 

movement of peoples, greater socioeconomic deprivations within vulnerable groups and cultural 

tensions [46,47].  However more proactive political actions have also taken place to restructure 

healthcare systems to increase cultural competence and representation of minority groups in 

countries such as in New Zealand [48].  It is hoped that this paper will generate interest and 

engagement in moving this field forwards with further research.  Other implications and 

recommendations are discussed within the main body. 

Socially sensitive research - SLR. 

The topic of the literature review elicited careful attention to moral and professional 

responsibilities to conduct it as thoroughly as circumstances would allow.  By using the 

conceptual framework Bioecological System theory [2], the research seeks to draw attention to 



3-8 
 

 

the intersectionality of variables, structures and systems that interact with the caregivers’ 

experience [49].   

The main tension I experienced related to my research position.  Whilst experienced in 

the nuances of difference through sexuality, decolonised narratives are constructed through the 

perspectives of indigenous research lenses, so that the Eurocentric lens does not conceal or 

misinterpret the data [50].  Whilst experienced in working in multi-cultural settings, at best I 

have a solid baseline understanding of spirituality, alternative cultural norms and faiths as a 

white woman, however I acknowledge my white privilege and the constraints of this.  Similarly, 

my supervisor identifies as an ethnic minority professional, however, whilst she may be able to 

support with an informed lens on her own ethnic group, this research ideally would have 

benefited from consultation across a broader range of ethnic groups as themes were revealed to 

quality assure the process and interpretations.  In the absence of this I spent time reading up on 

the cultures within the research.  I found Maori culture, in particular, quite novel and complex 

and spent considerable time researching history, timeline and some of the ceremonial aspects of 

the culture.   

A risk of conducting research of this nature, especially in looking to synthesise papers, is 

that the response is reductionist and/or contributes to understating difference within and between 

ethnic minority groups and overstating those between the majority and minority.  Research 

supervision, reflexive journalling and frank discussions were key to working with this dynamic; 

it is too important to get it wrong.  In light of inequitable representation of ethnic minority 

professionals within the field of Clinical Psychology, the temptation to avoid tricky topics is not 

an option if we are going to be able to tackle some of the structural inequalities across society, 
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the profession and most importantly in this context, the familial caregivers of stroke population.  

It has been a thought-provoking process. 

Researcher positioning and the inductive method 

I adopted an inductive approach to both the SLR and empirical papers.  Seeking meaning 

from qualitative sources relied upon constant comparison across the literature review papers and 

a narrative analytical approach within the empirical research [51].  This approach entails an 

implicit degree of subjectivity however, although the themes are expressed in my words, themes 

were selected to consistently and honestly summarise the psychological meanings represented by 

the participants’ words [52].  By using established, evidence-based procedures to add rigour to 

my research designs, derived themes achieve a degree of objectivity through being empirically 

grounded within the respective published papers of the SLR and subjective account of my case 

study participant [52].   Although often preferred by academic journals, a deductive approach 

was unsuitable to meet my research aims, and the conclusions drawn via the inductive process 

can offer valid contributions to understanding and may support further research or enquiry [53].  

Use of models and frameworks to guide discussion 

Sasha’s account of the pandemic was highly relationally focused, whereas much of my 

initial scoping search of publications specifically regarding carers and the pandemic discussed 

more practical burdens of care.  Sasha’s situation appeared to offer a novel perspective but was 

also a case study which, as discussed below, can experience a dismissive reception within 

academia.  By contextualising the findings within a widely accepted, relevant model it validated 

findings and supported the analytical and evaluative process against the existing empirical 

evidence-base. 
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 The Vulnerability-Stress-Adaptation model has been widely used to investigate the 

mechanisms by which relationships can break down over time in the face of stressors [54- 60].  

Whilst it doesn’t explain how these factors beget relational degradation or dissolution, it posits a 

helpful lens through which to structure empirical enquiry, grounding Sasha’s novel experience 

within a known context, and the mechanisms within it (individual vulnerabilities, stress and 

communication) have been found to have predictive validity of marital satisfaction [61].  

Furthermore, as more published research on the pandemic became available, an evidence base 

was emerging which largely corroborated Sasha’s experience [56-58] which generated greater 

confidence in adopting this approach. 

In the case of the literature review, a clear pattern emerged from the analysis of findings 

representative of the systemic rings depicted within Bronfenbrenner’s Bioecological Systems 

Theory [62]. Whilst it was felt that the location of cultural experience did not neatly fall within 

the macrosystem as Bronfenbrenner et al, 1994, suggest [63], the model provided a useful, 

widely known and applicable framework though which to discuss findings[64,65], and indeed to 

demonstrate the presence of cultural inflections across and between all ecological systems.  As 

discussed within the main body of the review, this is not the only model that could have been 

applied, but it was used as a structural tool to consider the findings and discussion, as opposed to 

a lens that directed the analysis.  

Single case study design – Research paper 

IPA is a well-known research approach that facilitates a structured process to guide the 

analysis of a phenomenon [66]. The use of IPA in single case study design is less well known 

and potentially the decision to opt for a single case study design is one that is also unusual within 

the context of the Clinical Psychology doctorate research.   
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Single case studies have been making contributions to the advancement of psychological 

and neurological issues in psychology for decades.  Most psychologists will be familiar with the 

names Phineas Gage, HM, Kitty Genovese, David Reimer and Genie to name just a few [67].  

Although often dismissed as a pilot study to generate hypotheses for larger scale research, the 

significance of findings and contributions that the above sample of case studies brought is 

evident.  Case studies generate concrete, practical data that are dependent upon the context in 

which they take place [68].   

When pandemic restrictions were lifted and the new normal began to emerge, there was 

an opportunity to revisit recruitment in order to carry out a more conventional sample size for 

multi-participant IPA [66].  However, in doing so, even if successful, the data collection 

timepoints would differ to Sasha’s and be more reliant upon retrospective self-report.  In light of 

a growing urge to employ avoidance strategies to prevent the psychological and emotional 

response of discussing the pandemic [69], it was possible that in trying to recruit more 

participants to observe conventions, the real potential of this research would be missed – a 

phenomena over time that could offer insights into the why and how questions [70]. 

Significant discussion took place in supervision, and also with other experts in the field.  

It was decided that to step away from the context would weaken the research, a sentiment best 

captured by Eysenck in 1976.  “Sometimes we [have to] look carefully at individual cases—not 

in the hope of proving anything, but rather in the hope of learning something!” [68,p224].  The 

unique context of a global pandemic warranted in-depth exploration and Sasha’s voice deserved 

a central position in that.   

Ethics were given special attention to ensure that the interviews embraced beneficence.  

The participant information and informed consent forms were shared at prescreening, via email 



3-12 
 

 

before each interview and verbally at the start of each interview.  We agreed an easy visual 

signal should a question or topic not feel comfortable to discuss, a raised hand, and potential 

sources of support [71].  We ended each interview with a debrief on how it felt for her, any 

questions she had and potential service contacts.  I followed up the interviews with a brief email 

check in to thank her for her time and offer a space if she wanted to reflect.  She did not take up 

this offer.  Similarly, in the write up care was taken to anonymise or remove any potential 

identifying information for any member of the family [71].  By respecting participants, we in 

turn sustain the reputation of our profession and future participant pool for subsequent research 

[72]. 

Aspects of quality assurance are discussed in the main body, however I felt it important 

to reflect upon the I and the P of IPA.  As clinicians, our main interactions with N=1 situations is 

within a therapeutic setting, this created a tension for me during the analysis phase as I felt pulled 

towards the story to formulate and interpret, and needed to remind myself to step back and 

objectively analyse the themes of the phenomenon.  Mastering this entailed many false starts but 

was supported through reflective journaling, ‘good example’ papers recommended by Michael 

Larkin, who has played a significant part in developing IPA methodology, and the support of an 

excellent and patient supervisor.  Another design feature that helped to manage this tension was 

carrying out the analysis in 3 separate stages with time in-between; the rich density of the 

interview meant that it was best approached as distinct parts of the whole before seeking to 

tackle the phenomena as a whole across the timepoints.   

Despite initial concerns that anything short of an RCT or a larger participant sample for 

IPA, would elicit problems in meeting the thesis criteria, I feel that Sasha brings a genuinely 

insightful account that demonstrates change over time, the importance of confronting the 
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difficult feelings, and how significant the natural experiment of having nowhere else to look or 

hide in lockdown was in nourishing buds of significant growth.  As a European migrant 

caregiver of a comparatively young care recipient within stroke populations whilst also working 

and being a parent, the dynamics, interrelatedness and ultimately, synthesis proved challenging, 

but I feel a sense of achievement in completing my first case study and feel that I have produced 

a piece of work that represents a fascinating woman and phenomenon. 

I feel that with further investigation into the impact of well-timed therapeutic support for 

caregivers, at different timepoints post-stroke and in different formats, (face to face, online 

and/or in group settings), an evidence base could be built to endorse the commissioning of 

targeted caregiver services within stroke services.  The case study format reveals a mode of 

action behind posttraumatic growth that supports a more proactive involvement of services; 

whilst we were all in the same storm, the levels of distress Sasha experienced were concerning 

and her sons were substantial protective factors for her at times.  Proactive services could 

facilitate, structure and support the adjustment and reorientation process much earlier and in a 

much safer and more dignified way. 

I also feel that other, more creative, methodologies including using workshops as a 

research method, could be employed to support appropriate training design, delivery and content 

on the practicalities of caregiving, stroke and health literacy.  This approach would use the 

workshop as the vehicle to achieve research aims [73].  This could be appealing to a caregiver 

group, especially if there is a therapeutic, information or training benefit as part of the workshop 

research.  Online technology and/or face to face methods could be used to achieve the aims, 

however in offering something that is so often noted as lacking for caregivers, it may open up 

new impetus for research participation. 
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 A final amendment in the research design to support recruitment would be to have 

offered the online pre-screening questionnaire as an option, but otherwise conduct this on pen 

and paper or verbally.  Whilst it felt suitable during pandemic times, it could have been a barrier 

for participants who did not have IT access or were not digitally literate. 

Selection of research topics  

I spent my previous career working with multi-cultural, socioeconomically deprived, 

inner-city families and have developed a keen interest in amplifying the voices that are often 

unheard or dismissed.  Stroke felt to be a particularly interesting field of investigation because of 

the complex and diverse range of outcomes that can result across the body, brain and mind. 

Considering the prevalence of stroke, and number of family caregivers that are thrust into the 

role, I felt that research in this area had the potential to have a meaningful impact upon a large 

population.  They appear to be too busy toiling in the background to access the platforms where 

change can be made. 

Prior to commencing my doctoral studies, I worked with the most incredible young 

people whose stories were essential to informing pathways around barriers in their lives, yet who 

were assessed and compared against numerical targets, averages and norm deviations.  

Embracing the new freedoms to set my own parameters, I wanted my research to be about stories 

and not statistics.  I believe that quantitative data has a very important role to play in advancing 

understanding, however I wanted to go deeper into the how and why questions and get to know 

the people behind the numbers.  My previous qualitative stroke topic became unviable when the 

pandemic struck; conversely this also offered a unique opportunity to investigate a live and 

ongoing phenomenon.    
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Application for Ethical Approval for Research   
  

for additional advice on completing this form, hover cursor over ‘guidance’.    
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document  
  

  

Title of Project:  A case study on the experience of being a carer in the UK during the Covid 19 pandemic for a 

partner who has had a stroke:  identifying the implications for psychological support.  

  

Name of applicant/researcher:  Ruth Hirst  

  

ACP ID number (if applicable)*:          Funding source (if applicable)        

  

Grant code (if applicable):           

  

*If your project has not been costed on ACP, you will also need to complete the Governance Checklist [link].  

  

  

  

Type of study  

 Involves existing documents/data only, or the evaluation of an existing project with no direct contact with 
human participants.  Complete sections one, two and four of this form  

 Includes direct involvement by human subjects.  Complete sections one, three and four of this form   

  

  

  

SECTION ONE  

1. Appointment/position held by applicant and Division within FHM    Trainee Clinical Psychologist  

  

2. Contact information for applicant:  
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Dr Craig Murray.  Senior Lecturer, Lancaster University.  
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3. If this is a student project, please indicate what type of project by marking the relevant box/deleting as 

appropriate: (please note that UG and taught masters projects should complete FHMREC form UG-tPG, following 

the procedures set out on the FHMREC website  
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Thesis     

  

4. Project supervisor(s), if different from applicant:      
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http://www.lancs.ac.uk/shm/research/ethics
http://www.lancs.ac.uk/shm/research/ethics
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Data Management  

For additional guidance on data management, please go to Research Data Management webpage, or email the RDM 
support email: rdm@lancaster.ac.uk  
3. Please describe briefly the data or records to be studied, or the evaluation to be undertaken.   

  

4a. How will any data or records be obtained?     

  

4b. Will you be gathering data from websites, discussion forums and on-line ‘chat-rooms’  

4c. If yes, where relevant has permission / agreement been secured from the website moderator?    

4d. If you are only using those sites that are open access and do not require registration, have you made 
your intentions clear to other site users?  4e. If no, please give your reasons          
  

5. What plans are in place for the storage, back-up, security and documentation of data (electronic, digital, paper, 
etc)?  Note who will be responsible for deleting the data at the end of the storage period.  Please ensure that your 
plans comply with General Data Protection Regulation (GDPR) and the (UK) Data Protection Act 2018.   
  

8.  Confidentiality and Anonymity  

a. Will you take the necessary steps to assure the anonymity of subjects, including in subsequent publications?   

  

b. How will the confidentiality and anonymity of participants who provided the original data be maintained?   

  

  

9. What are the plans for dissemination of findings from the research?   

  

10. What other ethical considerations (if any), not previously noted on this application, do you think there are 

in the proposed study?  How will these issues be addressed?         

  

SECTION THREE Complete this section if your project includes direct involvement by human 
subjects  
  

http://www.lancaster.ac.uk/library/rdm/
http://www.lancaster.ac.uk/library/rdm/
http://www.lancaster.ac.uk/library/rdm/
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Summary of research protocol in lay terms (indicative maximum length 150 words):   

The 2020 global Covid-19 pandemic led to national imposition of measures such as self-isolation, quarantine and 
social distancing that, whilst protecting physical health, have incurred psychosocial costs amongst the general 
population.  

This research aims to explore the psychosocial experiences of a partner stroke carer during the pandemic.  It is 

hoped that, in developing our understanding of their specific experiences, emerging psychological support needs 

of this group can be identified which will contribute to follow up professional support planning and advanced 

preparation in the event of any future pandemics.  

The  participants will be recruited through support groups and social media.  They will be invited to attend  

semi-structured interview where their experiences will be explored.  Interviews will be digitally recorded and 

data analysed using Interpretative Phenomenological Analysis (IPA) 
a  

   

2. Anticipated project dates (month and year only)    

Start date:  October 2020    End date  January 2022 

Data Collection and Management  

For additional guidance on data management, please go to Research Data Management webpage, or email the RDM 
support email: rdm@lancaster.ac.uk  

3. Please describe the sample of participants to be studied (including maximum & minimum number, age, 
gender):    

The target sample will be partners of people who have experienced an ischaemic or haemorrhagic stroke, who 
have been living together in England during the 2020 Covid-19 pandemic.  The participant will be recruited through 
the use of social media including Facebook support groups and Twitter and also national carer support 
organisations as detailed in the recruitment section of the research protocol).  Participation is open to all genders, 
ages, ethnicities and sexual orientations provided they meet the following eligibility criteria.  

nclusion Criteria  

-Spouse/partner of someone who has had a first-time stroke (to ensure comparable post-stroke adjustment to 
caregiving)  
-English speaking (Trainee is English speaking and the available funding would not enable translation or 
interpretation of recruitment materials, interviews and analysis of data etc in other languages)    
-Able to participate and give informed consent (identified via the demographic questionnaire)  

-Stroke event took place before January 2020 (ensuring that the stroke did not take place during the Covid 
lockdown and that the initial post-stroke adjustment phase has passed so that this does not become a confounding 
variable within the sample)  
-Living together before and during the Covid 19 pandemic  

-Recipient requires partner support related to outcomes of the stroke (this may range from ensuring they are not 
alone in the house to intimate care which will be ascertained within the pre-interview demographic questionnaire)  
-Residing in England (to ascertain parity of lockdown and Covid restrictions imposed)  

-Access to telephone or online interview medium  

Exclusion Criteria  

http://www.lancaster.ac.uk/library/rdm/
http://www.lancaster.ac.uk/library/rdm/
http://www.lancaster.ac.uk/library/rdm/
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-Prior to the stroke the recipient had a pre-existing condition that required care and support for that 

diagnosis e.g. Alzheimers, Parkinsons, MS, MND etc.  (to enable specific stroke care needs to be 

extrapolated)   

-Recipient had a transient ischaemic attack (mini stroke) as care needs are typically preventative and unlikely 

to be comparable in nature to the care needs for haemorrhagic or ischaemic strokes   

  

  

4. How will participants be recruited and from where?  Be as specific as possible.  Ensure that you provide the full 
versions of all recruitment materials you intend to use with this application (eg adverts, flyers, posters).  
  

The primary recruitment source will be through a Stroke Association Emotional Support group, this is an 
established group facility located in Liverpool, and the facilitator of this group has expressed an interest, subject 
to ethics approval.  If the desired participant has not been recruited within 2 months of advertising the study, 
then the researcher and supervisors will seek to expand the range of advertisement sites to include the use of 
professional Clinical Psychology Twitter accounts such as @LancsDClinPsy and the wider Stroke Association 
organisation, social media including Facebook support groups and Twitter and websites of other third sector 
support services such as The Carers Trust and Carers UK.  
  

Anyone expressing an interest will be given a participant information sheet and asked to complete an online 
prescreening questionnaire which will ensure that the eligibility criteria are met before any interviews are 
arranged.  Anyone expressing an interest in the project will be emailed the participant information sheet and a 
hyperlink to an online questionnaire created on Qualtrics.  Qualtrics is an established software tool designed to 
gather experiential data through both open and closed question formats.  (It is currently in use by the Lancaster 
DClinPsy programme to securely collect student voice data).  The questionnaire will commence with the inclusion 
and exclusion criteria, as detailed in question 3 above.  Where the respondent does not meet eligibility criteria 
they will be referred to the ‘Cease Questions Message’ which will ensure that no more data than is necessary to 
make a decision regarding eligibility, is being collected.  Should they be eligible, then demographic data will then 
be collected to enable participant characteristics and interview preferences to be collected prior to the interview.  
Full details are outlined in Appendix 4 of the Research Protocol.  
  

What will help them moving forward from the pandemic  

  

6. What plan is in place for the storage, back-up, security and documentation of data (electronic, digital, 

paper, etc.)?  Note who will be responsible for deleting the data at the end of the storage period.  Please 

ensure that your plans comply with General Data Protection Regulation (GDPR)  and the (UK) Data Protection 

Act 2018.   

  

Storage, back up and security  
Online interviews will be recorded using the MS Teams meeting recording function.  MS Teams is an 

established video conferencing software tool used in many organisations, including Lancaster University.  

Within the software there is a ‘more options’ tab and a drop-down menu with an option to record the 

meeting; once selected the meeting is recorded until this is deselected at the end of the meeting.  Once the 

meeting has stopped recording, a video is automatically uploaded to MS Stream, a private and secure area 

within the University platform from where the video will be cut and pasted into my personal OneDrive 
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account, also on the University platform.  All software tools used for this option are located within the 

University network thereby ensuring security of recording and storage at all times.  In the event of 

alternative online platforms being requested, these will be recorded via Dictaphone.  

Telephone calls will be recorded using a Dictaphone.  

Interviews will be transcribed on MS Word with participants being given pseudonyms as soon as interviews 

are complete to ensure participants’ confidentiality.  

Any paper printouts created by the researcher to assist with data analysis process will be stored in a locked 

filing cabinet at the researcher’s home when not in use.  All paper copies will be shredded as soon as the 

coding process is complete.  

All electronic data will be uploaded to Lancaster University’s OneDrive as password protected documents 

and stored there during the data analysis process.  The University has the necessary IT network support in 

place to ensure greater protection of electronic data.  

In addition to the researcher, the research supervisor and field supervisors will be given online access to the 

transcribed interviews via OneDrive in order to share perspectives on the emergence and classification of 

data themes  

After the study is complete, the electronic data will be kept by Lancaster University for 10 years, after which 

the data will be deleted by the Research Coordinator on the DClinPsy course in accordance with the GDPR 

and Data Protection Act 2018.  

  

  

7. Will audio or video recording take place?         no                 audio              video  

a. Please confirm that portable devices (laptop, USB drive etc) will be encrypted where they are used for 
identifiable data.  If it is not possible to encrypt your portable devices, please comment on the steps you will take to 
protect the data.         
  

Recordings will be uploaded directly to the secure University storage area as soon as possible after interviews  

  

b What arrangements have been made for audio/video data storage? At what point in the research will tapes/digital 
recordings/files be destroyed?    
  

Recordings will be stored until the research has been examined, and potentially published. At this point all recordings will be 

deleted.  At the end of the study, anonymised written  

transcripts will be transferred electronically to the DClinPsy Research Coordinator using a secure method supported by the University. These 
transcripts will be stored for 10 years before being deleted by the research co 

he following questions only if you have not completed a Data Management Plan for an external  

How will you share and preserve the data underpinning your publications for at least 10 years e.g. PURE 
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At the end of the study, anonymised written transcripts will be transferred electronically to the DClinPsy 
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Research Coordinator using a secure method supported by the University. These transcripts will be stored 

for 10 years before being deleted by the research co-ordinator  

  

8b. Are there any restrictions on sharing your data ?   

Access to the data will be permitted to verify data collection has taken place. Data will not be shared with 

other researchers until the applicant has published the results of the study. Following this, the decisions to 

share the data will be made by the research team on a case-by-case basis where the purpose is to conduct a 

secondary analysis of the data for publication.  

  

  

9. Consent   

a. Will you take all necessary steps to obtain the voluntary and informed consent of the prospective 

participant(s) or, in the case of individual(s) not capable of giving informed consent, the permission of a 

legally authorised representative in accordance with applicable law?  yes  

  

b. Detail the procedure you will use for obtaining consent?    

  

At the start of the interview, the consent form will be reviewed; each point will be read out and will need to 

attain explicit verbal agreement from the participant prior to the interview questions being asked.  The 

consent form will be recorded as a separate recording from the interview. The participant will be given a 

pseudonym for confidentiality purposes and both their consent form and interview will be recorded with 

the pseudonym as the given file name 

  

10. What discomfort (including psychological eg distressing or sensitive topics), inconvenience or danger 

could be caused by participation in the project?  Please indicate plans to address these potential risks.  State 

the timescales within which participants may withdraw from the study, noting your reasons.  

  

 participants may experience distress in relation to recalling difficult experiences relating to their partner’s  

stroke event, any resulting difficulties their partner experienced and the experience of the Covid pandemic 

relating to experiences of being a carer and other issues such as the death of friends or relatives to Covid.  

  

Participant levels of distress will be carefully monitored throughout the process to minimise distress.  They 

will be encouraged, as part of the introductory information, to reflect upon their own mental state and 

inform the researcher should they wish to take a break or stop the interview.  It is anticipated that, having 

the opportunity to share their experiences and difficulties may have validating and cathartic benefits in 

itself.  However, if it is felt that the participant is experiencing distress then the researcher will proactively 

pause the interview to ask them if they wish to continue, take a break, stop the interview and continue 

another day, or stop and withdraw from the process.  At the end of the interview, the participant’s’ 

wellbeing will be ascertained in order that the researcher can signpost them to available sources of support 

where appropriate (e.g. GP, Samaritans, Carers UK).  In addition, the researcher will, as a matter of course, 

carry out a wellbeing check phonecall the following day where distress during the interview is apparent or 

indicated by the participant.  

  days following the interview.  This will be explicitly stated within both the participant information sheet 

and consent process.  
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11.  What potential risks may exist for the researcher(s)?  Please indicate plans to address such risks (for 

example, noting the support available to you; counselling considerations arising from the sensitive or 

distressing nature of the research/topic; details of the lone worker plan you will follow, and the steps you 

will take).    

  

I will not be meeting the participant in person, all interviews will be conducted online or over the telephone.  

I will be providing a University email addresses and mobile phone number (non personal, research mobile 

phone) to potential study participants for recruitment and interviewing purposes to safeguard myself.  I have 

set up professional Twitter and Facebook accounts, purely for the purposes of this study, which contains no 

personal information other than my name on it.  

Should I require support in managing risk or distress, I will seek it from my field or research supervisor as 

necessary.  

  

12. Whilst we do not generally expect direct benefits to participants as a result of this research, please state 

here any that result from completion of the study.    

  

Whilst it is anticipated that the participants may gain some cathartic benefit from discussing their 

experiences, there will be no direct benefit from participating.  It is hoped that their participation may 

contribute to an evidence base for supporting carers’ psychological needs moving forwards through the 

pandemic and beyond.  

  

13. Details of any incentives/payments (including out-of-pocket expenses) made to participants:    

n/a  

  

14. Confidentiality and Anonymity  

a. Will you take the necessary steps to assure the anonymity of subjects, including in subsequent 

publications? yes  

b. Please include details of how the confidentiality and anonymity of participants will be ensured, and 

the limits to confidentiality.   

  

The research will not require names to be used in any public domain, and all transcriptions of video and 

audio recordings will use pseudonyms, maintaining anonymity. Full confidentiality cannot be promised, as 

direct quotes may be used, however the participant is explicitly made aware of this in the participant 

information and consent form  

  

As this is a case study, further steps to protect anonymity will be taken.  Their specific location, 

nationality/place of birth, occupational details and/or other potentially identifying characteristics will be 

withheld or generalised based on whether it is pertinent to understanding their experience.  For example, 

location is pertinent to understanding lockdown frequency and length and therefore the context of the 

participant’s experience. Location will be referred to by the general region (South East), occupation 

(hospitality as opposed to anything that may be suggestive of employer, where few employers in this 

industry may exist and thus identify the participant), nationality will refer to the continent (mainland EU) as 

opposed to the country of origin etc.    
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The limits of confidentiality will be explained to the participant at the beginning of the interview and 

addressed within the consent form. If a disclosure takes place which indicates any safeguarding issues then 

confidentiality will be revisited and the interview will be terminated. This issue would then be reported to 

supervisors and relevant safeguarding procedures would be adhered to. Types of disclosures that could 

result in confidentiality being broken include harm to self or to others.   

  

15. If relevant, describe the involvement of your target participant group in the design and conduct of 
your research.   

  

Unfortunately, in light of the recent Covid restrictions, this has not been possible.  

  

16. What are the plans for dissemination of findings from the research?  If you are a student, include 
here your thesis.   

  

The raw data from this research will be seen by the research team members, comprising of the named 

researcher and supervisors. In terms of dissemination, this piece of research will contribute to a thesis as 

part of the Doctorate in Clinical Psychology.  In addition, it is hoped that a summary of the project will be 

submitted to a peer reviewed journal for publication.  The participants will also be offered a summary of the 

findings.  

  

17. What particular ethical considerations, not previously noted on this application, do you think there 

are in the proposed study?  Are there any matters about which you wish to seek guidance from the 
FHMREC?  

  

 

The researcher has historical experience of being a familial ‘young carer’ (in the role of daughter and sibling, as 

opposed to that of a partner) and as such will need to be aware of their own perspectives during the project. This 

will include remaining impartial and focusing on participant’s responses and experiences.  This will be managed 

through use of supervision and a reflective diary.  
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SECTION FOUR: signature  
  

Applicant electronic signature:  R. Hirst       Date 08.10.2021  

  

Student applicants: please tick to confirm that your supervisor has reviewed your application, and that they 

are happy for the application to proceed to ethical review     

Project Supervisor name (if applicable): Dr Craig Murray    Date application discussed 08.10.2021  

  

  

Submission Guidance  

1. Submit your FHMREC application by email to Becky Case (fhmresearchsupport@lancaster.ac.uk) as 
two separate documents:  

i. FHMREC application form.  

Before submitting, ensure all guidance comments are hidden by going into ‘Review’ in the 
menu above then choosing show markup>balloons>show all revisions in line.    

ii. Supporting materials.   

Collate the following materials for your study, if relevant, into a single word document:  

a. Your full research proposal (background, literature review, methodology/methods, 
ethical considerations).  

b. Advertising materials (posters, e-mails)  

c. Letters/emails of invitation to participate  

d. Participant information sheets   

e. Consent forms   

f. Questionnaires, surveys, demographic sheets  

g. Interview schedules, interview question guides, focus group scripts  

h. Debriefing sheets, resource lists  

  

Please note that you DO NOT need to submit pre-existing measures or handbooks which support 

your work, but which cannot be amended following ethical review.  These should simply be 

referred to in your application form.  

2. Submission deadlines:  

i. Projects including direct involvement of human subjects [section 3 of the form was 
completed].  The electronic version of your application should be submitted to Becky Case by 

the committee deadline date.  Committee meeting dates and application submission dates 
are listed on the FHMREC website.  Prior to the FHMREC meeting you may be contacted by 

the lead reviewer for further clarification of your application. Please ensure you are available 

to attend the committee meeting (either in person or via telephone) on the day that your 
application is considered, if required to do so.  

ii. The following projects will normally be dealt with via chair’s action, and may be submitted at 

any time. [Section 3 of the form has not been completed, and is not required]. Those 
involving: a. existing documents/data only;  

b. the evaluation of an existing project with no direct contact with human 

participants;  c. service evaluations.  

http://www.lancs.ac.uk/shm/research/ethics
http://www.lancs.ac.uk/shm/research/ethics
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3. You must submit this application from your Lancaster University email address, and copy your 
supervisor in to the email in which you submit this application  
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Appendix 4-A 

   

RESEARCH PROTOCOL  

September 2020  

  

Title:   A case study on the experience of being a carer in the UK during the Covid 19 

pandemic for a partner who has had a stroke:  identifying the implications for 

psychological support.  

Applicant:     Ruth Hirst  

Research Supervisor:   Dr Craig Murray.  Senior Lecturer, Lancaster University  

Field Supervisor:  Dr Caroline Malone.  Clinical Neuropsychologist, Bolton Royal Hospital.  

Introduction 

Stroke affects 1 in 6 people across the globe (World Stroke Organisation, 2019).  As mortality rates fall, the 

burden upon informal care support increases; a large proportion of this care falls to spouses/partners  

(‘partners’ henceforth) (Haley et al., 2010).  It is important to understand the psychosocial impact of caring for 

a spouse or partner with stroke (‘recipients’ henceforth) in order to sustain the relationship, and the health 

and quality of life of both partners and recipients.  

The demands placed upon partners can be significant in magnitude and complexity; as a result, they can be 

at risk of becoming patients themselves without appropriate support (Alexander & Wilz,2010; McCarthy & 

Bauer, 2015; Sit et al., 2004).  The initial ‘crisis’ of post-stroke adjustment appears more prevalent in the initial 

year following the stroke event (Green & King, 2007; Lutz et al., 2011).  Kruithof et al. (2016) found that, whilst 

reduced from 32% within the first 2 months post-stroke, 19.2% of partners reported ongoing difficulties with 

anxiety after the first year. The World Health Organisation declared Covid-19 a pandemic in March 2020, 

stating it was ‘generating stress throughout the [global] population’ (World Health Organisation, 2020).  

Recipients are identified as having a higher risk of complications if they contract Covid-19; comorbidity with 

other high-risk groups, such as those with heart conditions or diabetes, is also more likely (Stroke Association, 

2020).  Additional efforts to protect recipients from exposure to Covid-19 could thus exacerbate inherent 

stress and anxiety amongst partners (Alberta Critical Incident Provincial Network, (ACIPN) 2020).    

Governmental responses to Covid-19  in the UK began in February 2020, where frequent handwashing, 

‘social distancing’ (including maintaining a distance of 2 metres from people who are not residing with you 

even if they are family) was advised, along with self-isolation and quarantine of between 7 to 14 days should 

any symptoms of the virus be displayed (Beadsworth & Walawalkar, 2020).  On 23rd March compulsory 

‘lockdown’ measures were introduced whereby schools and many business were closed and all citizens were 

advised to stay at home.  People could leave home only for essential reasons such as, buying foodstuffs and 

medicine, provision of medical care to vulnerable persons and a daily walk unless they were deigned ‘key 

workers’ (BBC, 2020).     

Visser-Meilly et al. (2008) found over half of partners report depressive symptoms within the first three 

years of the stroke event which contributes to low relationship satisfaction (Kruithof et al., 2016). Described as 

a life of ‘caregiving and that’s all’ within non-pandemic times (Lopez-Espuela et al., 2018), dissatisfaction could 

be exacerbated by restrictions imposed by Covid-related quarantine, social distancing and self-isolation.  
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Alternatively, post-stroke coping research suggests that, if partners are able to identify interdependence within 

their relationship, perceived stress can reduce (Godwin et al., 2013).  Indeed, post traumatic growth has been 

observed in national crisis situations, which could see strengthened partner-recipient relationships and 

connections emerging (ACIPN, 2020).    

A significant protective factor in partners’ mental health is social contact and connection.  Support and 

contact from extended family can counter partners’ negative feelings and sense of isolation (Adriaansen et al., 

2012; Luerbe-Puerto et al., 2012; Pringle et al., 2013).   Stroke can result in leisure loss for partners, something 

found more acutely with male partners (Forsberg-Warelby et al., 2004).  Male partners have also been found 

to rely more on family for emotional support than female partners as they have less access to this within social 

circles. (Larson et al, 2008; Pierce et al., 2004).  This concurs with disaster response research which suggested 

familial contact and social engagement are fundamental psychological first aid responses (Schreiber et al., 

2006).  Engaging in enjoyable activities and ensuring good self-care habits such as maintaining a good sleep 

routine and eating healthily are also recommended (Schreiber et al., 2006).  However, the unique phenomena 

of life under lockdown creates significant challenges for social connection, accessing resilient support and 

engaging respite care which, in turn, can reduce capacity for partners’ self-care (Gray, 2020).   

Literature searches reveal a lack of research into informal carers’ experiences during national crises. 

With a high incidence rate and wide-ranging needs, partners present a significant, potentially vulnerable, 

group.  Evidence-based guidance can support professional in devising preventative crisis responses and in 

identifying potentially longer term demands on services.  

The current project aims at exploring the experiences and perspectives of people who are partner 

carers of someone who has experienced a stroke.  The main research question is: “What are the psychosocial 

experiences of partners during the Covid 19 pandemic in the UK?”  It is hoped that, in exploring this, any 

emerging needs of this particular community resulting from their experiences of caring during the Covid 19 

pandemic may be highlighted.  Additionally, it may provide an insight for psychological services’ planning, 

practice and intervention in the face of potential future national crises.  

  

Method  

Design  
The research will be conducted via semi-structured interviews, with a brief demographic questionnaire 

being employed as part of the recruitment screening process.  One-to-one semi-structured interviews will be 

used to gather the perspectives of the participant on their experiences of caring for their stroke-affected 

partner during the Covid 19 pandemic.    

A semi-structured interview approach has been chosen to enable the gathering of rich experiential 

data, whilst bringing structure and standardised elements to the interviews.  Interviews will be conducted 

online via MS Teams for example, or via telephone; the medium selected will be based upon the technology 

available to, and preferred by, the participant.  

Demographic data collected through the pre-screening questionnaire will be analysed via descriptive 

analysis. Data collected from the interviews will be transcribed verbatim and analysed using Interpretative 

Phenomenological Analysis as it is a method more commonly used with single participant data due to its 

emphasis on idiographic analysis.  

Participants    
The sample will comprise of a single participant who meets the criteria outlined below.  

Inclusion Criteria  
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• Spouse/partner of someone who has had a first-time stroke (to ensure comparable post-stroke 
adjustment to caregiving)  

• English speaking (Trainee is English speaking and the available funding would not enable translation or 

interpretation of recruitment materials, interviews and analysis of data etc in other languages)    

• Able to participate and give informed consent (identified via the demographic questionnaire)  

• Stroke event took place before January 2020 (ensuring that the stroke did not take place during the 

Covid lockdown and that the initial post-stroke adjustment phase has passed so that this does not 
become a confounding variable within the sample)  

• Living together before and during the Covid 19 pandemic  

• Recipient requires partner support related to outcomes of the stroke (this may range from ensuring 

they are not alone in the house to intimate care which will be ascertained within the pre-interview 
demographic questionnaire)  

• Residing in England (to ascertain parity of lockdown and Covid restrictions imposed)  

• Access to telephone or online interview medium  

  

Exclusion Criteria  

• Prior to the stroke the recipient had a pre-existing condition that required care and support for that 

diagnosis e.g. Alzheimers, Parkinsons, MS, MND etc.  (to enable specific stroke care needs to be 

extrapolated)   

• Recipient had a transient ischaemic attack (mini stroke) as care needs are typically preventative and 

unlikely to be comparable in nature to the care needs for haemorrhagic or ischaemic strokes   
  

Materials  

- Recruitment advert (Appendix 1)  

- Participant information sheet (Appendix 2)    

- Consent form (Appendix 3)  

- Pre-screening demographic questionnaire via Qualtrics (Appendix 4)    

- Interview schedule (Appendix 5)  

  

Recruitment  
The recruitment plan will entail 4 main approaches to ensure an appropriate participant is recruited  

1. Recruitment advertisement on Facebook stroke and carer-related support groups  

2. Recruitment poster with the Stroke Association’s Emotional Support Service based in Liverpool and via 

the leader of the group  

3. Recruitment poster on the @LancsDClinPsy Twitter account, and other professional accounts.  

4. Recruitment poster on websites of carer support organisations.  For example, I will contact Carers UK  

(www.carersuk.org) and Carers Trust (www.carers.org ) via their websites and contact information and  

ask them to share the recruitment poster on their social media and websites to access another source 

of potential participants.    

I will contact the group administrators of specific Facebook groups set up for the purpose of enabling stroke 

carers and survivors to discuss issues around caring responsibilities and the challenges associated with having 

a stroke (e.g. ‘Stroke Caregivers Support Group’, ‘Carers of Stroke Survivors’).  My advertisement will be posted 

on the Lancaster University DClinPsy facebook page Doctorate in Clinical Psychology at Lancaster University | 

http://www.carersuk.org/
http://www.carersuk.org/
http://www.carersuk.org/
http://www.carers.org/
http://www.carers.org/
http://www.carers.org/
https://www.facebook.com/lancasterdclinpsy
https://www.facebook.com/lancasterdclinpsy
https://www.facebook.com/lancasterdclinpsy
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Facebook .  If the group administrators are agreeable, I will ask them to share the advertisement and details of 

my study to their pages in order for their members to access.    

 Some Facebook support group pages specifically state that they do not want to be contacted by researchers, I 

will ensure that I adhere to these rules at all times and will refrain from contacting any such groups.  Where 

such conditions exist they are set out in the Membership details (Public and Private groups have these - see 

Appendix 6 for example of Group Rules set by Group administrators.)  

Facebook is a more commonly used social media platform amongst my target participants and will enable me 

to reach a higher number of people in order to secure a suitable and willing participant  

I will set up a professional Twitter account for the express purposes of the research which will enable people 

interested in taking part to access more information about the research.  The Twitter account will post the 

inclusion/exclusion criteria, a link to the pre-screening electronic survey, participant information sheet and my 

university email contact details for people wanting more information or to volunteer their participation.  

I will follow up all enquiries by email, from my university account, and send out a copy of the participant 

information sheet and a link to the pre-screening questionnaire.  Participants will be able to indicate their 

availability for interviews and preferred method for conducting the interview (telephone or online) via the 

prescreening questionnaire.  Where a participant meets the necessary criteria, I will then confirm a date and 

time for the interview with them and send an online meeting invite out to them as appropriate.  

Procedure  

Pre-screening:  

Volunteers will be asked to complete the pre-screening electronic questionnaire to confirm their details 

against the inclusion and exclusion criteria.  In addition, they will be asked to provide basic demographic 

information regarding age, gender, ethnicity, sexuality, marital status, region within the UK, length of 

relationship, employment status and post-stroke disability in their partner.    

Anyone expressing an interest in the project will follow a hyperlink which contains the participant information 

sheet and the online questionnaire created on Qualtrics.  Qualtrics is an established software tool designed to 

gather experiential data through both open and closed question formats.  The questionnaire will commence 

with volunteers being asked to confirm their circumstances against the inclusion and exclusion criteria.  Where 

the respondent does not meet eligibility criteria they will be referred to a ‘Cease Questions Message’ which 

will ensure that no more data than is necessary to make a decision regarding eligibility, is being collected.  

Should they be eligible, then demographic data (including age, gender, ethnicity, sexuality, marital status, 

region within the UK, length of relationship, employment status and post-stroke disability in their partner) will 

then be collected.  This will provide relevant information about participant characteristics beyond the Covid-19 

experience that may impact upon the nature of their experience.   Finally, participants’ preferences relating to 

interview medium will be collected to facilitate interview arrangements.  Full details are outlined in Appendix 4 

of the Research Protocol  

Interviews:    

All aspects of the interviews will be recorded, either via Teams or a Dictaphone.  MS Teams is an established 

video conferencing software tool used in many organisations.  Within the software there is a ‘more options’ 

tab and a drop-down menu with an option to record the meeting; once selected the meeting is recorded until 

this is deselected at the end of the meeting.  Once the meeting has stopped recording, a video is automatically 

uploaded to MS Stream, a private and secure area within the University platform, from where the video will be 

cut and pasted into my personal OneDrive account, also on the University platform.  As all software tools used 

https://www.facebook.com/lancasterdclinpsy
https://www.facebook.com/lancasterdclinpsy
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for this option are located within the University network security of recording and storage is thereby ensured 

at all times.    

At the start of the interview, there will be a review of the consent form; each point will be read out and will 

need to attain explicit verbal agreement from the participant prior to the interview questions being asked.  The 

consent form will be recorded as a separate recording from the interview.  The participant will be given a 

pseudonym for confidentiality purposes and both their consent form and interview will be recorded with the 

pseudonym as the given file name.  Following the consent recording, the interviewer will ascertain that the 

participant is happy to continue and will be reminded of their right to withdraw at any time during the 

interview and/or up to 2 weeks post interview to ensure that they have a cooling off period.  

A new recording will be started for the interview.  It will commence with some engagement questions to relax 

the participant and to gain some background information regarding the relationship and stroke incident as per 

the interview schedule.  Following this, the interview will be guided by the interview schedule with follow 

up/expansion questions being employed as deemed appropriate.  The interview will end with an opportunity 

for the participant to ask questions and to reflect on how they found the process.    

Following initial analysis of the transcript, the participant will be invited to take part in a second 

semistructured interview.  The purpose of this will be to strengthen and increase the data gathered in the 

initial interview.   

It is anticipated that the participant may experience some distress when recounting their experiences and that 

their levels of distress will need careful monitoring throughout the process.  They will be encouraged, as part 

of the introductory information, to reflect upon their own mental state and inform me should they wish to 

take a break or stop the interview.  It is anticipated that, having the opportunity to share their experiences and 

difficulties may have validating and cathartic benefits in itself. However, if it is felt that the participant is 

experiencing distress then I will proactively pause the interview to ask them if they wish to continue, take a 

break, stop the interview and continue another day, or stop and withdraw from the process.  At the end of the 

interview, their wellbeing will be ascertained in order that the researcher can signpost them to available 

sources of support where appropriate (e.g. GP, Samaritans, Carers Trust).  In addition, the researcher will, as a 

matter of course, carry out a wellbeing check phonecall the following day where distress during the interview 

is apparent or indicated by the participant.  

  

Data analysis  

All sound and video files will be stored to Lancaster University’s OneDrive account.  I will transcribe the 

interviews verbatim and store them on OneDrive.  Data will be analysed using Interpretative 

Phenomenological Analysis (IPA) following the process laid out by Smith et al (2012), the stages are briefly 

summarised as follows:  

1. Reading and rereading of the transcript to become immersed in the participant’s experience 

2. Initial noting: recording descriptive, linguistic and conceptual observations and summary notations in 

the margin of the transcript as it is being read.  

3. Developing emergent themes:  analysing and organising the summary notations into chunks that 

capture the participant’s words and experiences alongside the researcher’s understanding and 

interpretation 

4. Searching for connections across emergent themes: clustering of the summary notations and 

observational  notes into chunks of data within the transcript and considering how they relate. 
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6.Produce the report in a concise, coherent and interesting way that captures the experiences told within the 

data, including relevant participant quotes, and provides a detailed interpretative commentary  

 

During the analysis, I will seek regular consultation with my supervisors to ensure that my analysis is carried 

out appropriately.  I will also keep a reflexive research diary to record the process from my own perspective, in 

order to be able to identify and reflect upon any potential influence from my own values, experiences and 

beliefs that may otherwise enter the coding and interpretation of the data generated.  

Data Management  

All data collected with and about participants, including video and audio interview recordings, transcripts, 

prescreening data and personal data, will be password protected and stored in Lancaster University’s OneDrive 

area.  Interviews will be transcribed on MS Word with the participant and their partner  being given 

pseudonyms as soon as interviews are complete to ensure confidentiality.  Any paper printouts created by the 

researcher to assist with data analysis process will be stored in a locked filing cabinet at the researcher’s home 

when not in use.  All paper copies will be shredded as soon as the coding process is complete.  

Audio and video recordings will be uploaded directly onto OneDrive from the recording device directly 

following the interview in a password protected folder.  Where there are any technical difficulties with 

accessing the network, data will be password protected and stored on an encrypted USB stick, stored in a 

locked filing cabinet, and uploaded to OneDrive as soon as the function becomes available again.  

Access to the data will be restricted to the researcher and, for the purposes of providing feedback and 

guidance, the research and field supervisors.  Once the project is complete, audio and video recordings will be 

deleted.  All other confidential and personal electronic data will be kept by Lancaster University for 10 years, 

after which the data will be deleted by the Research Coordinator on the DClinPsy programme in accordance 

with the GDPR and Data Protection Act 2018.  

Ethical considerations  

• Anonymity:  The identity of the participants taking part in the research will only be known to the 

researcher who will keep all participant information confidential.  On completion of the interview, the 
participant and their partner will be allocated a pseudonym and, from that moment forwards will only 

be referred to by their pseudonym.  The participants will be made aware of the limits of anonymity of 
verbatim quotes in qualitative research within the consent to participate process, both verbally and in 

writing.  As this is a case study, further steps to protect anonymity will be taken.  Their specific 

location, nationality/place of birth, occupational details and/or other potentially identifying 
characteristics will be withheld or generalised based on whether it is pertinent to understanding their 

experience.  For example, location is pertinent to understanding lockdown frequency and length and 
therefore the context of the participant’s experience. Location will be referred to by the general region 

(South East), occupation (hospitality as opposed to anything that may be suggestive of employer, 
where few employers in this industry may exist and thus identify the participant) and nationality will 

refer to the continent (mainland Europe) as opposed to the specific country etc.  

• Confidentiality:  The participants will be made aware of confidentiality of the data and its limits in the 

participant information sheet and they will be further reminded of this within the introductory script. 
For the purposes of safeguarding, they will be reminded of the exception to this relating to disclosures 

indicating potential for serious harm to themselves or others.  If this were to occur then, whenever 

5. Moving the interpretation to a deeper level: reviewing the individual themes and, through a process 

of  merging, collapsing and relabelling them, creating superordinate themes that represent the data  

ideographically and  meaningfully 
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possible, this will first be discussed with the participant, followed by urgent consultation with the 
research supervisor and any necessary actions to reduce or remove the source of risk.  

• Containing potential distress: As discussed within the procedure, participant distress levels will be 
closely monitored by the researcher and feedback from the participant will be invited both during and 

after the interview.  In the event of participant distress, this will be offering the option to pause, take a 
break, stop and continue another day or stop and withdraw from the process.  In the event that 

distress has been indicated by the participant or noted by the researcher during the interview, a follow 

up phonecall will be made the next day.  In addition, they will be signposted to sources of support 
within the participant information sheet and reminded of this within the closing stage of the interview.  

• Right to withdraw:  The participants will be informed of their right to withdraw from the interview at 
any stage, and to withdraw their data within 2 weeks of the interview taking place.  This will be 

explicitly stated within both the participant information sheet and consent process.  

• Informed consent:  As indicated within the procedure, details of the research will be available via the 
participant information sheet prior to any participant agreeing to take part in an interview.  In 

addition, a verbal consent form process will take place as a standard pre-cursor of each interview to 

ensure that the implications of participation are explicitly explained and agreed to prior to any 
interview discussion taking place.  

  

Approximate Timescales    

• Submit application to University ethics: October 2020  

• Recruitment Process: November 2020  

• Data collection: December 2020 - January 2021  

• Data analysis: January 2021 – February 2021  

• Research paper writing up: February – March 2021  

• Submission of draft report: April 2020  

• Deadline for submission of final report: May 2020  

• Dissemination to the Field Supervisor’s Stroke Service and Stroke Association where applicable.  Copy 
to be sent to participants: Summer 2021  

• Submit for Publication: Summer 2021  
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Appendix 4-B: Recruitment advert  

 

  

Did your partner or spouse experience a stroke before 

January 2020?    

Have you been their carer both before and during the Covid 

pandemic?  

If so, I would like to hear from you.  

  

I am a Trainee Clinical Psychologist at Lancaster University and would like to 

understand more about the specific experiences of partner/spousal carers of stroke 

during the Covid pandemic.  I would like to contribute to building a better  

understanding of your situation amongst psychological and health services so that  

effective support can be planned for stroke carers moving forwards.  If you would like 

to take part, the interview will take approximately 1 hour of your time.  

For further information, please contact Ruth Hirst via email r.kitchen@lancaster.ac.uk 

or on Twitter @RuthHirst3  

Thank you  
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Appendix 4-C: Participant information sheet   

 

 

The experience of being a carer in the UK during the Covid 19 pandemic for a partner who has had a 
stroke:  identifying the implications for psychological support.  

  
Hello, my name is Ruth Hirst and I am conducting this research as a student of the Clinical Psychology 

doctorate programme at Lancaster University, Lancaster, United Kingdom.  
  

What is the study about?  
The purpose of this study is to explore how carers of a partner who has experienced a stroke have 

experienced the Covid 19 pandemic and how psychological services may best be able to support you 

in both managing the current situation and moving forwards.  
  

Are there any specific requirements about who takes part?  
Yes.  In order to ensure that the research can be used as widely as possible, I am looking for people 

who fit the following criteria:  
  

• This was your partner’s first stroke   

• The stroke happened before January 2020  

• You were living together before and during the Covid 19 pandemic  

• Your partner requires support from you related to the outcomes of the stroke (this may range from 

ensuring they are not left alone in the house to carrying out intimate care)  

• You have lived in England during the pandemic   

• You have access to the internet or a telephone and speak English.  

  

If any of the following apply to you, then unfortunately you would not be able to take part in the study:  

• Prior to the stroke your partner had a pre-existing condition that required care and support for that 
diagnosis e.g. Alzheimers, Parkinsons, Multiple Sclerosis, Motor Neuron Disease etc.   

• Your partner had a transient ischaemic attack, sometimes called a TIA or ‘mini stroke’   

  

Do I have to take part?  
No.  It’s completely up to you to decide whether or not you take part.  Furthermore, if you decide to 

take part and then feel that you don’t want to continue in the study, you can withdraw at any point 

leading up to and during the interview.  You will also have up to two weeks after the interview to 

withdraw your participation in this study (after which time your data will have been anonymised and 

been pooled with other participants’ data for analysis.)  
  

What will I be asked to do if I take part?  
If you decide you would like to take part in the study, you would be asked to take part in an interview 

with me; this can be during the day or in the early evening, whichever suits you best.  Interviews will 

be carried out remotely via safe and secure online software such as MS Teams or, if you don’t have 
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access to Teams, this can be conducted over Skype or Zoom.  If you don’t have access to a private 

computer it can also be carried out over the telephone if you would prefer.   During the interview I 

will ask you about your experiences of being a carer for your partner during the Covid 19 pandemic 

and how this has impacted on you and your life.  I hope to make the interview as relaxed and 

comfortable for you as possible, and you will not be asked to share anything that you feel 

uncomfortable to talk about.  The interview is likely to take approximately one hour and, to enable 

me to listen carefully to what you are saying during the interview, I will audio or video record it.  After 

the interview I will transcribe the interview word for word, so that I can take time to study and reflect 

upon everything that you have told me.  
  

Will my data be Identifiable?  
The data you provide in the interview is confidential.  All research data will be anonymised (by 

removing all references to your name) and the data collected for this study will be stored securely on 

University approved secure cloud storage and only myself and my supervisors (Dr Craig Murray and 

Dr Caroline Malone) will have access to this data:  

o All video and audio recordings will be deleted once the study has been examined  o 

Interviews will be transcribed into an anonymised electronic form  

o The files on the computer will be encrypted (that is no-one other than the researcher will be 

able to access them) and the computer itself password protected.  All files will be destroyed 

once the study has been assessed  

o The electronic copy of your interview will be made anonymous by removing any identifying 

information including your name. Anonymised direct quotations from your interview may be 

used in the reports or publications from the study, so your name will not be attached to them. 

All reasonable steps will be taken to protect the anonymity of the participants involved in this 

project. o All your personal data will be confidential and will be kept separately from your 

interview responses.  

o There are some limits to confidentiality: if what is said in the interview makes me think that 

you, or someone else, is at risk of harm, I will have to break confidentiality and speak to a 

member of staff about this.  If possible, I will tell you if I have to do this.  
  

What will happen to the results?  
The results will be summarised and reported in a thesis and may be submitted for publication in an 

academic or professional journal.  If any direct quotes are used within this, they will be anonymised.  
  

Are there any risks?  

There are no risks anticipated with participating in this study.  However, if you experience any 

distress during or after participation you are encouraged to let me know.  In addition there are 

sources of support provided at the end of this sheet.  
  

Are there any benefits to taking part?  
Although you may find participating interesting, there are no direct benefits in taking part.  
  

Who has reviewed the project?  

This study has been reviewed and approved by the Faculty of Health and Medicine Research Ethics 

Committee at Lancaster University.  
  



4-27 
 

 

Where can I obtain further information about the study if I need it?  
If you are happy to participate in this research, please contact the main researcher below by e-mail  

to receive a link to a pre-screening questionnaire. If you have further questions, please contact the 

main researcher below or any of the other contacts displayed below.  Main researcher: Ruth Hirst: 

r.kitchen@lancaster.ac.uk  
  

Complaints   

If you wish to make a complaint or raise concerns about any aspect of this study and do not want to 

speak to the researcher, you can contact:   
  

Dr Craig Murray,   

Senior Lecturer in Health Research Doctorate in Clinical Psychology Programme  

Faculty of Health and Medicine   

Lancaster University   

Lancaster  

LA1 4YG   

c.murray@lancaster.ac.uk  
  

If you wish to speak to someone outside of the Clinical Psychology Doctorate Programme, you may 

also contact:   
  

Professor Roger Pickup Tel: +44 (0)1524 593746   

Associate Dean for Research Email: r.pickup@lancaster.ac.uk   

Faculty of Health and Medicine   

(Division of Biomedical and Life Sciences)   

Lancaster University   

Lancaster   

LA1 4YG  
  

Thank you for taking the time to read this information sheet.  
  

Resources in the event of distress  
As part of the interview, you may choose to talk about things that are difficult for you and cause 

distress. These feelings may go within a few minutes, hours or days. However, should you continue to 

feel distressed, either as a result of taking part, or in the future, the following resources may be 

useful:   

• Samaritans Helpline (emotional support):  Telephone (freephone) 116 123, Website:  

www.samaritans.org Email: jo@samaritans.org   

• Carers UK:  Telephone: 0808 808 7777,  Website: www.carersuk.org,  Email:  

advice@carersuk.org  

• The Carers Trust:  Telephone: 0300 772 9600,  Website:  www.carers.org,  Email:  

info@carers.org  

• Your GP  

   

   

http://www.samaritans.org/
http://www.samaritans.org/
http://www.carersuk.org/
http://www.carersuk.org/
http://www.carersuk.org/
http://www.carers.org/
http://www.carers.org/
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Appendix 4-D:  Consent Form  
  

The experience of being a carer in the UK during the Covid 19 pandemic for a partner who has had 
a stroke:  identifying the implications for psychological support.  

  

I am asking if you would like to take part in a research project to explore the experiences of being a 

carer for a partner who has had a stroke during the Covid 19 pandemic.   
  

Before you consent to participating in the study, I ask that you read the participant information sheet 

and the points below.  We will go through each of these points together before the interview begins 

so that you can indicate your agreement verbally and ask any questions; this will be recorded and 

used as confirmation of your consent to take part in the study.  If you have any questions or queries 

about the consent process please speak to the researcher, Ruth Hirst email:  

r.kitchen@lancaster.ac.uk.  
  
  

1. I confirm that I have read the information sheet and fully understand what is expected 

of me within this study   

2. I confirm that I have had the opportunity to ask any questions and to have them 

answered.   

3. I understand that my interview will be video or audio recorded and then made into an 

anonymised written transcript.   

4. I understand that the video / audio recordings will be kept until the research project 

has been examined.  

5. I understand that my participation is voluntary and that I am free to withdraw within 2 

weeks of the interview taking place without giving any reason, without my medical 

care or legal rights being affected.   

6. I understand that my data will have been anonymised and incorporated into themes 

after 2 weeks of the interview so it will not be possible for it to be withdrawn beyond this 

point.   

7. I understand that the information from my interview will be pooled with other  

participants’ responses, anonymised and may be published; all reasonable steps will be taken 

to protect the anonymity of the participants involved in this project.  
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8. I consent to information and quotations from my interview being used in reports, 

conferences and training events.   

9. I understand that the researcher will discuss data with their supervisor as needed.  

10. I understand that any information I give will remain confidential and anonymous 

unless it is thought that there is a risk of harm to myself or others, in which case the 

research will need to share this information with their research supervisor.   

11. I consent to Lancaster University keeping written transcriptions of the interview for 10 

years after the study has finished.   

12. I consent to take part in the above study.  
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Appendix 4- E: Pre-screening demographic questionnaire   

Pre-Screening Questions:  Responses to be gathered via an electronic ‘Qualtrix’ questionnaire  

Introductory information  

Thank you very much for coming forwards to share your experiences of caring for your partner during the Covid 

pandemic.  Certain criteria have been set out to ensure that all of the participants share some key characteristics so, 

before I book an interview with you, it’s important for me to gather a little bit of information about your circumstances.  

This will take about 5 minutes of your time, but ensures that, if you go on to give an interview, I can use your information 

in my analysis.  All information that you give will be kept strictly confidential and treated with the same security and care 

as that outlined in the participant information sheet.   

Inclusion / Exclusion Criteria check  

Please indicate True or False to the following statements.  

Inclusion Criteria (if True then the questions will progress)  

  

  True  False  

My partner has had one stroke which occurred prior to January 2020      

We were living together before and during the Covid 19 pandemic      

My partner requires support from me to manage the outcomes of their 

stroke (this may range from ensuring they are not left alone in the house to 

carrying out intimate care)  

    

We have lived in England during the pandemic       

I have access to the internet or a telephone and speak English.      

  

Exclusion Criteria (if True then the questions will cease and the respondent will be thanked for their time)  

  

  True  False  

Prior to the stroke my partner had a pre-existing condition that required 

care and support for that diagnosis e.g. Alzheimers, Parkinsons, Multiple 

Sclerosis, Motor Neuron Disease etc.   

    

My partner had a transient ischaemic attack, sometimes called a TIA or 

‘mini stroke’  

    

  

Cease Questions Message:  Thank you so much for your interest in taking part in this research.  Unfortunately, I am 

looking to recruit participants with key characteristics in common and your circumstances do not match these.  Thank you 

again for your time and interest and I wish you all the very best.  
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Information about you  

The information you’ve given so far means that you match the key characteristics I am looking for within my research.  I 

have just a few more questions which will help me to understand your personal circumstances more clearly so that any 

patterns, similarities and differences between you and other participants can be taken into account when I’m analysing 

the data.  This will save us a lot of time during the interview.   

Age:  free text entry  

Gender:   Male/female/transgender male/transgender female/nonbinary/other free text entry  

Ethnic Identity:  free text entry  

Sexual orientation: heterosexual, gay, lesbian, bisexual, pansexual, asexual, other  

Marital status:  Married, cohabiting, divorced, separated, single   

Region within the UK:  South East, South West, East Midlands, West Midlands, North East, North West  

Length of relationship free text entry  

Employment status: employed full time, employed part time, unemployed  

The nature of your partner’s post-stroke difficulties Please tick all that apply:   

Physical:  Pain / swallowing / vision / continence / mobility / balance / seizures / fatigue  

Communication:  speaking / reading / writing / understanding others  

Emotional:  low mood / anxiety / frustration / aggression / difficulties controlling emotions (emotional lability) / 

disinhibited  

Cognitive:  Memory / attention / concentration / problem solving   

Engagement in sexual activity:  reduced sex drive / difficulties or discomfort during sex Anything not covered 

above: free text entry  

  

Closing message and email address request  

Thank you so much for the time you have taken to complete these questions.  Depending upon the response rate to my 

advert, I should be in contact with you within the next 2 weeks.  Please would you write your email address below to 

ensure that I am able to contact you and indicate how you would like me to conduct the interview.  

Email address: free text entry  

I would prefer my interview to take place: online / by telephone  

If online, I would prefer to use: Teams (most secure platform)/ Skype / Zoom  
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Appendix 4-F:  Sample Interview Schedule  

  

Introductory Question:   

Can you tell me a little bit about your relationship with your partner?  E.g. how long you’ve been together, how your 

relationship developed, what you enjoy most about your relationship.  

  

Interview Questions  

I wonder if you could tell me a little bit about your partner’s stroke and what impact this had on their life (have they 

been able to work since?  Has it affected their communication, mobility, physical or mental health?)  

What sorts of things were you doing to support your partner as their carer before the Covid pandemic started?  Has this 

changed during Covid?  

  

During Covid, what sort of support have you had from other people?  Formal carers, family and friends etc?  

  

How has your social life been impacted by Covid restrictions?  How has being a carer impacted upon this?  

  

Has your mental health been impacted by Covid restrictions?  How has being a carer supported or detracted from this?  

  

To what extent have you been able to pursue your normal hobbies, interests and activities during Covid restrictions?  How 

has being a carer impacted upon this?  

  

If you were to think about your day to day life as a carer before and during Covid, how is it the same?  

  

How is it different?  

  

If you could go back in time to life before Covid, and could tell the people that run health and social care services how they 

should run things.  What would you suggest that they do to support someone caring for a partner who’s had a stroke 

during Covid  

  

What would help you now as we move forward through the Covid pandemic and beyond?  

  

Appendix 6 - Example of ‘Group Rules’ set out by Facebook Group administrators – taken from the Caregiver Support 

Group Facebook group.  
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Appendix 4-G 
Faculty of Health and Medicine Research Ethics Committee (FHMREC) Lancaster University  

Application for Amendment to Previously Approved Research  

  

  

1. Name of applicant:   

Ruth Hirst  

2. E-mail address and phone number of applicant:  

r.kitchen@lancaster.ac.uk  

07891 977405  

3. Title of project:  

A case study on the experience of being a carer in the UK during the Covid 19 pandemic for a partner who has 

had a stroke:  identifying the implications for psychological support.  

4. FHMREC project reference number:  

FHM20028  

5. Date of original project approval as indicated on the official approval letter (month/year):  

16/12/2020  

6. Please outline the requested amendment(s)  

Note that where the amendment relates to a change of researcher, and the new researcher is a student, a full 

application must be made to FHMREC  

1. Change from a multiple participant study to a single case study  

2. Change from Thematic Analysis to Interpretative Phenomenological Analysis (IPA)  

3. Consent to approach the interviewee for a second interview  

7. Please explain your reason(s) for requesting the above amendment(s):  

  

1. Ongoing recruitment efforts utilising social media, support group forums and multiple approaches to engage 

the support of 3rd sector stroke organisation networks, have resulted in one participant coming forward for 

interview.  The applicant’s intention to write up the current project as a case study.  

  

2. IPA is a method more commonly used with single-participant data due to its emphasis on idiographic analysis.  The 

demographic and experiential characteristics of the participant are statistically less typical of many spousal 
carers of stroke-affected partners.  As a younger carer, with two young children, living in the context of Covid 
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lockdown in the UK, which was not their country of birth, the applicant considers IPA to be a more suitable 
means of systematically analysing their unique meaning making and experiences.  

  

3. The applicant is seeking consent to approach the participant to request a second interview in order to strengthen 

and increase the data gathered from the first interview.  
  

Guidance:  

  

a) Resubmit your research ethics documents (the entire version which received final approval, including all participant 

materials, your application form and research protocol), with all additions highlighted in yellow, and any deletions 
simply ‘struck through’, so that it is possible to see what was there previously.  

b) This should be submitted as a single PDF to Becky Case There is no need to resubmit the Governance Checklist  

  

  

Applicant electronic signature:    Date  

R. Hirst   05/10/2021  

  
Student applicants: please tick to confirm that you have discussed this amendment application with your supervisor, and 

that they are happy for the application to proceed to ethical review  ☒  

  

Project Supervisor name (if applicable):  Date application discussed  

 

Craig Murray  
 

 

08/10/2021  
 

  

You must submit this application from your Lancaster University email address, and copy your supervisor in to the email 

in which you submit this application  

  

 

 

 

 

 

 

 

 

 


