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Abstract

The informal care workforce is an important but under-researched

population. Unpaid non-professional carers—mostly female and family

members—make up the majority of this workforce. Informal family carers

play an important role assisting impaired family members in their daily

functioning and ability to live at home. However. this role is often under-

recognised and ambiguous in the health system. Using stroke—a condition

which often requires chronic disability management—as an example, this

study aims to investigate the lived experiences of European and Chinese

family carers living in Auckland. This was done through the examination

of ) the family carers’ role; ) the impact of the carer role on the physical

and psychological health of the family carers; ) the family carers’ relation-

ships with their immediate family members and the wider community;

) cultural differences in knowledge, approach and utilisation of carer

support services, and ) the relationship of gender and family care-giving

experiences.

An interpretive phenomenological analysis (IPA) approach guided

this study. Twenty semi-structure interviews were conducted with ten

European and ten Chinese participants. The participants were family

carers recruited from three NGOs working closely with stroke families

in Auckland. The interview transcripts were analysed inductively for

common themes responsive to the study aim.

The key findings from the study provided complex and varied descrip-

tions of the informal family carers’ role and responsibilities for stroke

survivors in Auckland. The carer role can be a  hours, seven days a week

job for some participants. Unsupported participants reported negative

physical and emotional health outcomes attributed to care-related burden.

Some participants reported evident change in post-stroke relationship with

the stroke survivor, other family members, their social network, and em-

ployment. Female and male participants reported differences in perception

of gender and the family carer role, and their care-giving experiences.

This study offers insight into the informal care-giving phenomenon

in Auckland from a service user’s perspective. The findings highlight

differences in expectations between family carers and health services,

leading to miscommunication and strain in service provider-service user

relationship. The study also highlights changes in family carers’ service

needs at different stages of the stroke management journey. Appropriate

training and education is necessary immediately after stroke survivor’s

discharge. Psychological support is most desired after stroke survivors’

condition stabilised and carer re-engaged with their personal life. Chinese

family carers require additional support interventions appropriate to the

Chinese model of family care-giving.
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Introduction

The informal care workforce is a significant, but mostly neglected, compon-

ent of the health care system (Rea et al., ). The informal care workforce

is inclusive of all non-professional persons involved in unpaid care-giving

roles to maintain the daily functioning of an impaired and/or dependent

individual(Goodhead and MacDonald, ). Informal carers are often the

first point of contact individuals have to health services, and simultaneously,

informal carers are also the first point of communication the health system

has about the impaired or ill individual (Dyall et al., ). Informal carers

share the ongoing care journey with the patients from the beginning of their

illness and/or impairment, and most of them will remain in that care position

until the patient’s full recovery or death. Informal carers spend more time and

have more complex interactions with the patients than any other health profes-

sionals (Jorgensen et al., ). The majority of the population, particularly

women, will take on some form of informal care-giving role in their life time

(Hooyman and Gonyea, ; Moen et al., ).
Most informal carers are family members and close friends of the persons

requiring ongoing care. Informal care-giving within the family context is com-

mon for all cultures and nations (Goodhead and MacDonald, ; Schofield

et al., a). This workforce is particularly prominent in caring for elderly

populations and persons with disabilities. With the impending ageing pop-

ulation in developed nations and an increase in global non-communicable

disease (NCD) rates, the informal care phenomenon is projected to become

more prevalent in most populations (Hussein and Manthorpe, ; Stone,

). The Population Reference Bureau’s World Population Data Sheet

highlighted the global elderly care crisis in our near future due to the sig-

nificantly declining reproduction rate of most developed countries but an

increasing life-expectancy of the elderly population (Population Reference

Bureau, ). The resulting skewed elderly support ratio in the population,

i.e. the number of working age adults divided by the elderly population, means

that by  most developed countries, like Japan (with a ratio of :), will
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experience enormous social and economic pressure to support the aged cohort

(Hussein and Manthorpe (); Population Reference Bureau, ).

Although most governments and services acknowledge the scope and im-

pending growth of this workforce, the well-being of informal carers has rarely

been prioritised in social policy and the formal health system’s agendas. In fact,

in many countries, informal carers are not recognised by formal policy, social

welfare or the health systems (Rea et al., ). It is questionable whether

the full spectrum of the informal care-giving phenomenon—including the

psychological, social and health costs of this role—is understood by the formal

agencies or integrated into the relevant infrastructures and services to meet

the needs of this workforce.

In New Zealand, , individuals reported to have provided informal

care-giving in . Two-thirds were identified as women (for Disability Issues

and Zealand, ). The New Zealand Government announced the need to

review the current policy for informal family carers on the th of June, ,
as a response to the outcome ruled by the Human Rights Review Tribunal on

the Ministry of Health v Atkinson & Others Family Carers case(Ryall, ).
The Human Rights Review Tribunal found the Ministry of Health’s policy of

“not paying close family carers of adults with disabilities” (Ryall, ) to be

discriminative of informal carers due to their family status. A remedies hearing

is set to take place to determine the nature of remedies for this case, of which

“the government believes the most appropriate remedy is a change in policy”

(Ryall, ). This political context has provided a window of opportunity for

experts and interest groups in this area to re-examine and explore the needs

of the current informal care workforce—particularly those occurring within

the family context. Furthermore, this allows for more developed debate on the

Ministry of Health’s former position regarding the role of family care-giving as

“natural support”—support as a natural part of the family relationship—and

part of a social contract (Human Rights Commission, ).

This opportunity to explore the current informal care workforce is ex-

tremely important for filling the gaps in our existing knowledge regarding the

experiences of this group. We have the data for the size and scope of this work-

force, but with regards to qualitative data providing more in depth knowledge

on the informal care-giving experience, there is a pronounced knowledge void

(Jorgensen et al., ). Distressingly, despite rapid changes in the New Zeal-

and demographics, informal care-giving data for minority ethnic groups are

evidently absent. The general knowledge about this workforce rarely extends

beyond the New Zealand European ethnic group (Feigin et al., ; Ministry

of Social Development, ).





.. Personal Reflection as a Family Carer for a Stroke Survivor

. Personal Reflection as a Family Carer for a Stroke

Survivor

In October, , my mother suffered a right hemispheric stroke resulting

in permanent paralysis in her left arm and partial paralysis in her left leg.

Overnight, my father, younger sister and I became informal family carers

caring for my mother. My interest in the informal care population in Auckland,

New Zealand, is directly motivated by my personal experiences as an informal

family carer. The particular focus on Chinese migrant informal care workforce

in this research project was inspired by my observation of the difficulties faced

by migrant family carers, including my father, adapting into the care-giving

role. As a migrant male carer, my father struggled to liaise with the health

professionals working with my mother whilst juggling the care-giving tasks

of being a family carer and maintaining the financial demands of the family.

Ultimately, the informal care-giving dynamic of our family became a collective

effort—each family member took on specific care responsibilities and the

remaining tasks are shared according to each member’s personal strengths and

capacity.

The informal carer role is extremely complex. Navigating the care-giving

pathway and the health care system is confusing, even for individuals familiar

with the layout of the New Zealand health care system. During my care-giving

journey, I often pondered on the questions of “what are the experiences of other

family carers for stroke survivors like ourselves?”, and moreover, “what are

the informal care-giving experiences for Chinese migrants?”. These questions

manifested into the research question for this investigation. My family’s care-

giving experience, along with the current political interest for informal carers

in New Zealand, provided the contextual background guiding the direction of

this research project.

Stroke is an example of NCD that is increasing in prevalence in developed

and developing nations (Feigin et al., ; Johnston et al., ). Tradition-

ally, stroke predominantly affected elderly persons. However, in recent years

there is evidence to suggest an epidemiological shift of this disease to affect

younger populations (Kissela et al., ; Redon et al., ). This observation

means that the future lifetime burden of disability for stroke may increase

significantly as younger stroke survivors are more likely to live with their

disability for longer (Kissela et al., ). In developed nations, the majority

of stroke victims survive from their strokes but are left with extensive and

varied disabilities. Stroke survivors can be expected to live for a long time

with appropriate post stroke care (Anderson et al., ). This ongoing care is

mostly provided by informal carers within the home setting. The increase in
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stroke prevalence will be reflected by the increased demand for the informal

care workforce.

Using the condition of stroke as an example, this research thesis seeks to

examine the lived-experiences of European and Chinese informal family carers

living in Auckland, New Zealand.

. Purpose of the research

The experiences of informal family carers for stroke survivor requires much

needed exploration as there are significant gaps in existing knowledge for

this population in New Zealand (Dyall et al., , ; Feigin et al., ;
Jorgensen et al., , ). With the impending ageing population and the

increase in prevalence of stroke, the size and scope of the informal family care-

giving workforce is expected to increase significantly. Additionally, despite

recent political interest regarding informal carer policy, there has been limited

communication from stakeholders within and outside of the long-term care

discipline to inform policy development (Booth et al., ). The change in

the political response to informal carers in New Zealand is a relatively new

discourse. More research, particularly that providing in-depth information on

the needs, experiences and challenges within the informal care workforce, is

urgently needed.

Adding to this context, the ethnic demographic in New Zealand is also

changing drastically (Ngai et al., ). The ethnic make-up of Auckland

in coming decades will become increasingly diverse. The Asian population

is expected to contribute significantly to the future population of Auckland

(Ho, ; Mehta, ). The Chinese population is one of the largest and

fastest growing ethnic group within the Asian population in New Zealand.

The majority of Chinese in New Zealand are first generation migrants. The

Chinese population is expected to contribute to the ageing population as well

as the informal family carer workforce(Badkar and Tuya, ; Mehta, ).

The settlement process post migration can create additional barriers for

the Chinese population to access support services for informal carers, and

this extends to family carers caring for stroke survivors (DeSouza and Garrett,

). The current health system has limited acknowledgement of the impact

of migration to an individual’s health status and service utilisation. Current

informal carer policy is not inclusive of Asian or migrants’ needs, and does

not account for differences in ideologies regarding family care-giving models

and filial responsibility (Ministry of Social Development, , ). There is

significant need for New Zealand researchers to investigate the health status





.. Research Aim and Objectives

and diversity of Asian migrants’ health needs, particularly in informal care-

giving settings.

Gender differences in informal family care-giving have been highlighted

in the literature as producing significant health inequalities (Berg and Woods,

). Women are significantly more likely to be expected to take on informal

care roles, which mostly occur in the home setting (Aronson, ; Carmichael

and Charles, ; Graham, ; Stone, ). Women have also been iden-

tified as the key informal care-giving workforce supporting stroke survivors

internationally (Alexander and Wilz, ; Roth et al., ). At the current

time, there has been limited research done exploring the impact of gender on

the identity and experiences of stroke family carers in New Zealand. Moreover,

gender contribution to Chinese migrant stroke family carers is an area that

has yet be explored. The added layer of gender discrimination to migrant fam-

ily care-giving experience can result in increased isolation from mainstream

health services for this population (Neufeld et al., ; Remennick, ;
Stewart et al., ).

Another evident gap in the New Zealand informal carer literature is the

unknown responsiveness of support initiatives for informal stroke carers from

this population’s perspective (Booth et al., ). Very little qualitative data

have emerged regarding family carers’ journeys through the different stages

of care-giving for stroke survivor. The needs and types of assistance required

by stroke family carers are expected to change during the course of the stroke

survivor’s recovery (Jorgensen et al., ). These changes in the care-giving

journey have not been documented in the New Zealand context. Consequently,

the appropriateness of services responding to the different stages of needs, or

the lack of services, is unknown for stroke family carers.

The purpose of this research is to provide in-depth information regarding

the experiences of stroke family carers as a response to the lack of knowledge

in this area. Qualitative data is needed to supplement knowledge unable to

be obtained from existing quantitative data. The qualitative data collected

from this thesis will add information to the existing knowledge gaps in the

informal family care-giving literature in New Zealand, particularly in respect

to Chinese ethnic minority and gender data.

. Research Aim and Objectives

The aim of this research thesis is to investigate the lived-experiences of informal

family carers living in Auckland, New Zealand. This is done in the context

of family care-giving for stroke survivors. The exploration of family carer

lived-experiences are motivated by two broad objectives:
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. To offer an in-depth insight into the specific roles and thoughts of family

carers for stroke-impaired survivors in Auckland, New Zealand.

. To compare the lived-experiences of European and Chinese family carers

by exploring the complex impact of migration, cultural/ethnic beliefs

and gender roles on the diverse needs of the multi-ethnic family carers

in the New Zealand population .

It is hypothesised that a stroke produced significant changes in the lives of

family carers for stroke survivors which can affect the quality of life and

general well being for this population. In addition, it is also hypothesised

that different gender groups and ethnic communities in New Zealand will

undergo different experiences as a family carer due to differences in cultural

perspectives, practices and expectations.

.. Research Questions

The central research question for this thesis is “What are the experiences of

European and Chinese informal family carers caring for stroke survivors in

Auckland, New Zealand?”.

Unravelling the notion of “experiences” a number of subordinate questions

emerged as a way to further target the domain of this investigation. The

concept of “experience” implies the knowledge of a particular phenomenon

which is gained through participation in or exposure to the particular process.

Therefore, in order to understand individual or collective “experience”, it is

necessary to explore the contextual situation that is fundamental to facilitate

the experience. Situations—in the forms of cultural beliefs, attitudes and

relationships—shape individuals’ perception and expectations (or “roles”) of

what they are supposed to do. The adaptation of roles shape behaviours. In

the case of family carers, the differences in perception of roles and subsequent

differences in behaviours expressed in their approach to the care-giving journey

will result different in “experiences”. The subordinate questions formed the

guideline to examine family carer experiences.

The subordinate research questions are summarised as below:

. What are the roles of being a family carer for stroke-impaired relatives

in New Zealand?

. How do the different roles of being a family carer influence the interaction

and relationship with the following individual/group:

a) Family member cared for

b) Other family members
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c) Wider society (including employment)

d) Formal carer(s) and the greater health system

. How do Chinese family carers and European family carers differ in

their knowledge, approach and utilisation of social support services and

resources? How do differences in cultural/societal beliefs, ideology and

expectations influence the experience of being a family carer, particularly

for Chinese people living in a Western society?

. How do gender roles contribute to the care-giving experiences for male

and female stroke family carers?

. Definition of Informal Family Carers in the Thesis

Research has identified that key family members are an indispensable form

of support to enable stroke survivors with chronic disability to remain living

independently in their own homes (Aronson and Neysmith, ). These

family members provide care and assistance similar to that provided by formal

health care providers—including physical assistance (such as with walking

and transferring from bed to chair), nursing tasks (such as monitoring of

blood pressure and administering medication), emotional support, social re-

adjustment, and communication (both in verbal and non-verbal forms with

internal and external parties like the formal health system) (Hankey, ).
Family members taking on the role of caring for the stroke-impaired relatives

are considered to be informal family carers due to the lack of formal affiliation

between the family member and the formal health system, and the unpaid

nature of their role (Graham, ; Hankey, ; Parag et al., ).

In relation to this study, family carers are defined as a close relative (spouse,

children, siblings or other relatives) of a stroke survivor who plays a significant

role in enabling the stroke survivor’s ability to live independently at home.

. Organisation of the Thesis

There are eight chapters in this thesis; the organisation of the chapters is

outlined as below.

Chapter two presents a review of the literature on informal care research.

The review aims to provide a targeted background for key theories employed

in informal care studies and to provide a context for overseas and New Zealand

discussion on key issues in informal family care-giving.
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Chapter three provides a comprehensive overview of the stroke manage-

ment history and context in Western health models. The current stroke man-

agement pathway in New Zealand is also summarised.

Chapter four describes the methodology guiding this research study. The

study design—based on Interpretive Phenomenological Analysis—is outlined

in relation to the key objectives and research questions of this study.

Chapters five to seven present the key findings of this study. Chapter

five outlines the basic findings—the family carer role for stroke families in

Auckland, physical and psychological health impacts, and key relationship

changes—as identified from the analysed data. Chapter six reports key vari-

ation in the findings through four variables—gender, cultural family models,

age, and severity of disability. Chapter seven offers a temporal analysis of

the key experiences and service needs of family carers through their stroke

management journey.

Chapter eight presents the discussions of the key findings and the conclu-

sion for the thesis.







Literature Review

The purpose of this literature review is to explore key theoretical approaches

and current discussions and knowledge regarding informal family care-giving—in

both overseas and New Zealand contexts, and for stroke as well as other chronic

conditions—in order to establish the scope and gaps of the literature. The

chapter is divided into five sections: family theories, social role theory, gender

inequality, support and challenges for informal family care-giving, and migrant

family carers.

Family theories have often been adopted to explain the fundamental struc-

ture for informal care-giving within the family setting. This review will draw

on two family system theories—familism and filial piety—to summarise the

main research investigating socio-cultural differences between the Western

and the Chinese approach to family care-giving. Social role theory has been

used in some studies to explore of the varied roles associated with informal

family care-giving. Research findings into key features of the family carer role,

the impact of the family carer role on relationships, as well as family carers’

perception of the care role identity will be summarised.

The literature also highlights significant gender differences in the allocation

of informal care. Relevant research exploring the relationship between gender

and informal care-giving through gender role theory and critiques of filial piety

will be reviewed A focused review dedicated to research identifying effective

support interventions for family carers and barriers to service responsiveness

will follow. Finally, research into the specific barriers faced by migrant informal

family carers will be summarised.

. Two Family Theories Applied in Family Carer Research

Family theories—derived from sociology and systems theories—address family

organisation as a micro-system with its own norms and behaviours (Doherty,

). Different family theories focus on different aspects of family relation-

ships, and they are being adopted into health research to guide our under-
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standing of the differences in the cultural models of family.. As most informal

care occurs within the home setting and is performed by close family members,

the application of family theories in informal care research provides insights

into the fundamental concepts of a “family”. There are a number of different

family system theories employed in the wider scope of family care research, of

which two particular theories—familism and filial piety—are associated more

specifically with cross-cultural family care research.

.. Familism and Family Carer Research

Familism defines the family as a unified and exclusive system (Ruiz, ).
Familism focuses on the strength of family bonds where each family member

is devoted and committed to the kin group and family relationships (Steidel

and Contreras, ). Familial research defines family structure under this

model to exhibit the following attributes: ) having a clear distinction between

“insiders” (persons within the kin group) and “outsiders” (all other groups); )
individual members of the family prioritising the needs of other family mem-

bers over personal needs; ) individual’s actions and resources being dedicated

to the family as a whole with the intention to maximise the achievement and

capital of the kin group; ) being respectful and obligated to family members

including providing unconditional support throughout all life stages; ) the

need to honour and preserve the values of the family to the point of adopting

these values into the individual’s identity (Luna et al., ; Schwartz et al.,

).

Traditionally, familism research was mostly applied to Latino populations,

particularly those residing in predominantly “Anglo” or “White” societies

(Sabogal et al., ; Segura and Pierce, ). Familism was employed to

explain core differences between Latino cultural organisation and norms and

Anglo-European cultures. Native and migrant Latino populations were repor-

ted to exhibit more familism and more collectivistic orientation when com-

pared with Anglo-Europeans (Sabogal et al., ). Anglo-European ethnic

groups were usually involved in cross cultural familism studies as a compar-

ison group for expression of individualistic family dynamics or the lack of

familistic characteristic in their cultural schema (Lesthaeghe and Meekers,

).

However, in the past two decades, research has highlighted the cross-

cultural applicability of familism to most ethnic groups, including Anglo-

Europeans (Bengtson and Roberts, ; Lowenstein and Daatland, ; Luna

et al., ). Some scholars disputing the ideology of a “White culture” cited

an over-generalisation on the complex social fabric of post-modern European
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communities (Leitner, ; Schwartz et al., ). They argued that the

expression of horizontal collectivism in Anglo-European cultures—expressed

through their obligations to their spouse rather than their parents—made

their cultural expression of familism less obvious. Schwartz () examined

differences in familial attributes between Latino and black and white American

young adults, and found the key difference between Latino and the other ethnic

groups was the orientation of their family bonds, which were more strongly

related to obligations to their parents and grandparents. However, the familial

commitment between the three ethnic groups were reported to be the same.

Research into the contribution of familism on the health outcomes of in-

formal family carers has reported mixed findings. Earlier family care studies

had identified familism to be a protective factor for the health outcomes of

the family carers and persons being cared for (Starrett et al., ). Studies

had found that family carers with strong familial structure experienced better

physical and emotional health outcomes because their extended family net-

work was able to ) provide more assistance with care tasks, ) provide links to

the formal health system, and ) reduce social isolation. Markides et al. ()
described increased family cohesion as improving the kin group’s capacity

to provide care because more individuals were available to share care-giving

tasks, or to provide assistance in some other ways, including financial assist-

ance. This was particularly important amongst marginalised ethnic groups

where extended family was the main form of support system for the informal

carers (Markides et al., ).

Starrett et al. () found that an inclusive family support network provided

a link for family carers to support services rather than replacing them. As

such, family carers experiencing increased emotional burden were able to seek

help much sooner. Older family carers with support from multi-generational

extended family networks could rely on younger family members for language

assistance, particularly for those with more significant language barriers (ibid).

Keefe et al. () identified strong family networks as maintaining a con-

tinuing social connection for family carers. Geographical distance did not

reduce regular contact between the carers and extended family members. This

was reported to reduce social isolation and self-rated depression by the family

carer, which was commonly experienced by Anglo-European family carers.

However, recent family care studies have found that family carers with strong

familism display higher risk of emotional burden and depressive symptoms

(Knight et al., ; Luna et al., ; Pinquart and Sörensen, ; Steidel

and Contreras, ). These studies critiqued the over-simplification of fa-

milism in family care-giving of different cultural groups—which often lacked

the consideration for confounding determinants that could alter the impact
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of familism on minority ethnic groups. They reported the fragmentation of

extended family networks and a weakened sense of familism amongst more

acculturated populations to increase the burden of family carers from strong

familial backgrounds.

Factors such as migration and urbanisation can reduce the size and intercon-

nection of family networks for some cultural groups (Pinquart and Sörensen,

). Knight et al. () identified that cultural groups with strong familism

were less likely to seek external assistance for informal care-giving, as the

well-being of family members was regarded as an internal situation and as

being a family obligation, rather than the duty of the health system. Without

the presence of a strong family network linking them to the formal health

system, these family carers tended to become more isolated (Knight et al.,

). Moreover, a reduced extended family network often meant that the sole

care-giving responsibility fell onto one family carer with no assistance—this

could have increased the physical and emotional burden experienced by the

family carer(Pinquart and Sörensen, ).

Some studies also identified a decrease in family structure observed in more

acculturated, younger populations (Gil et al., ). However, older family

members within these communities may have held a traditional model of care.

They may have felt less supported in their family care-giving role due to a

lower level of engagement from the younger generation (Knight et al., ).
Simultaneously, the more acculturated generation may have felt increased

emotional burden towards the care role, as their adoption of the Western

horizontal family care model reduced their level of acceptance of vertical care

structure (Schwartz, ).

.. Filial Piety and Family Carer Research

The concept of filial piety is mostly adopted in family research within Asian

communities in native countries and in overseas migrant populations. Chinese

communities in the Asia-Pacific region—such as mainland China, Taiwan,

Hong Kong, and other Asian nations with a significant Chinese population like

Singapore—still uphold very traditional views in their approach to family care

and generational obligations (Kao and Stuifbergen, ). Based on Confucian,

Taoist and Buddhist principles, the basic family unit forms the foundation

of a society (Bryant and Lim, ). Therefore, members of a family are not

perceived as a collective of individuals but an interrelated unit where it is the

filial duty of family members to care for each other, particularly for the elderly

(Lee, ).

The fundamental beliefs of this interconnected ancestral and familial re-
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lationship are based on the concept of filial piety (Hwang, ; Lowenstein

and Daatland, ). Filial piety emphasises the ancestral obligations within a

vertical, father-son relationship, as there is a male dominance in the continuity

of the family’s lineage. The responsibility of adult children to care for their

parent outranks the responsibility of care for the spouse. Under this belief,

the son has an obligation to fulfil his duty to provide deep loyalty, devotion

and respect to his parents, particularly his father. This can be expressed by the

provision of physical and emotional care when required, dealing with financial

arrangements, and taking over important decision making processes. However,

this process is not a one-sided relationship; the father also has an obligation to

the sons—such as providing a solid education and aid in career prospects—as

a mean of ensuring continuity of future generations (Bryant and Lim, ;
Fan, ).

The key determinants of filial piety expression and expectation are gender

and age (Chappell and Kusch, ). The role of sons has been highlighted in

the Chinese family carer literature as being an important role of continuing

filial piety. A Taiwanese study conducted by Kao and Stuifbergen (),
highlighted sons’ perceptions of stepping up as the head of the family when

their father has been taken ill. Daughters are seen as “belonging” to their

husband’s family once they are married—their responsibility lying with his

family. Sons are considered the first choice of care provision by the family and

the impaired parent—if the family has multiple sons, they and their wives may

share the tasks of caring for the parent in turn. The age of family members is

directly associated with the family hierarchy, where the younger generation

is expected to pay filial respect to the older generation(Chen, ; Holroyd,

).

Filial piety had been adopted into family care research to further the un-

derstanding of the Chinese model of family care in contemporary contexts.

In particular, filial piety was used in studies to explore the gender division

in family care responsibilities within Chinese families, the applicability of

the multi-generational care model in post-modern Chinese society and the

potential challenges of family care reflecting the differences in care-giving

expectations from different generations.

Many family carer studies have outlined the important—but less acknow-

ledged—role women play in the actual day-to-day care for the elderly impaired

individual (Brody et al., ; Holroyd, ; Ng et al., ; Sung, ).
Adult daughter carers in some studies have identified a sense of responsibility

to care for their impaired parents, especially when it is their mother who is af-

fected or if their brother is not in a position to provide the care. Moreover, most

of the care tasks provided within a son’s home are performed by his wife, but
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her actions are acknowledged to be performed in the honour of her husband

(Holroyd, ; Sung, ). Unmarried daughters are expected to provide a

significant amount of informal care for their ageing parents but they are not

culturally or socially recognised as being the key caregiver in the family. For

example, even though unmarried daughters have more in-depth knowledge

of the parent’s condition from attending to the daily needs of the parents, the

sons still retain the authority in important decision making processes (Ngan

and Wong, ).

The multi-generational family organisation expected by the traditional

Chinese family care-giving model has been significantly challenged by changes

in family structure in post-modern societies (Brody et al., ; Hwang, ).
The reduction in family size and changes in living arrangements has made it

difficult for younger generations to assume long-term care for their elderly

relatives (Ng et al., ). The life expectancy of elderly people has increased in

the past few decades, thus families are expected to be engaged in care provision

for longer. Changes in social and economic structure mean that both female

and male adult family members are more likely to work full time to financially

provide for the family (Ng et al., ). In native Chinese countries, full-

time home-help foreign workers from South East Asian nations, such as the

Philippines, have provided an alternative care option for many post-modern

Chinese families(Lan, ; Law, ).

Finally, studies have reported the older generation in post-modern contexts

as still upholding traditional expectations of filial obligations (Ng et al., ).
They perceive the employment of an external carer as a form of neglect on

their family’s part; this creates a constant form of tension between the older

and younger generations. Similarly, generational differences in expectations

are evident around institutional care (Fan, ; Lan, ). In cases where

the elderly parent has become too frail for adult children to care for at home,

institutional care is an available option. However, institutional care is regarded

to be deeply offensive to traditional Chinese beliefs. Decisions around putting

an elderly family member into institutional care are often met with great

opposition from older members of the family and community opinions (Lan,

).

. Role Theory and Informal Care

Social role theory, derived from sociology and social psychology, is an approach

to understand the construct of individual’s attitudes and behaviours in relation

to the greater social norms and expectations (Christensen et al., ). Under

this model, individuals respond specifically to socially prescribed positions or
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“roles” according to external expectations. This is important for individuals

to fulfil socially accepted behaviours in order to achieve social acceptance

and harmony (ibid). Social roles—shaped by factors such as ethnic culture

and gender—are very ingrained into individuals’ perception of who they are.

Individuals form their sense of identity based on the roles they fill in society

(Benson et al., ).

Many informal family care-giving research studies have adopted social role

theory to explore the experiences of carers, particularly how they cope with the

“carer role” emerging from the care-giving experience (Burnette, ; Mui,

; Schumacher, ). The “role” of being a family carer was described

to be complex and challenging (Pickard and Glendinning, ). The carer

role has significant physical and psychological impact on the family carer’s

experiences.

This section will describe research findings on the family carer role and

its impact on other existing family roles and relationships. It will summarise

discussions and impact on family carers’ perception of the carer role as an

identity. Research on the transition of the carer role to be part of the family

carers’ identity will also be summarised.

.. The Family Carer Role

Research into the “role” of the family carer often explored the role from a

number of different angles (Ekwall et al., ; Mui, ). Specific tasks

and responsibilities involved in the carer role, the context of the carer role in

existing family relationships, and perceptions of the carer role and identity

were investigated (Tooth et al., ).

The tasks and responsibilities involved in the carer role had been identified

by numerous studies to be extremely varied in complexity and skills (Ekwall

et al., ; Tooth et al., ). Fundamentally however, most informal care

situations shared common basic care-giving tasks. Some studies have categor-

ised the basic care-giving tasks into three key categories—these are basic (or

personal) activities of daily living (BADL), instrumental activities of daily liv-

ing (IADL), and household tasks (Ekwall et al., ; Tooth et al., ). BADL

includes lower level tasks that are essential for maintaining daily functions of

the family member cared for—such as grooming, bathing, eating and toileting.

IADL includes higher level tasks that are important for the organisation and

logistics of ongoing daily functions of the family member cared for—such as

telephone calls, medication management, money management and transporta-

tion. Household tasks include home maintenance tasks which are necessary

for running a normal household—such as cleaning and laundry. These three
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types of tasks were reported to be the building blocks of the care-giving role

(Tooth et al., ). Ekwall et al. () also identified family members as

assisting with medical tasks (such as changing medical dressing on wounds),

and rehabilitation tasks (such as assisting physiotherapy exercise) as part of

their care-giving responsibilities.

Research into the family carer role has identified key responsibilities in-

volved in the carer role (Dyall et al., ; Jorgensen et al., ). Family carers

have been identified as being often the first point of contact with the health

system, because they are closest to the patient and may be in the position to

make important health decision on the patient’s behalf. In a sense, family

members—particularly family carers—are the informal primary health care

for many individuals, well before the formal medical system (e.g. GPs) (Dyall

et al., ). Many studies have also identified family carers to be the key

liaison between the family member cared for and the major health system.

Family carers were often in charge with organising and planning ongoing treat-

ments or medical consultations on behalf of the dependent family member

(Schofield et al., b). In addition, some studies have described primary

family carers, particularly sole carers, to be engaged in their role  hours a

day, seven days a week (Jorgensen et al., ). The adoption of the carer role

and responsibilities integrated into the majority of family carers’ lives.

.. Family Carer Role and Existing Family Relationships

The introduction of the care-giving role often dominates the physical and

mental capacity of the family carer (Schofield et al., b; Stephens and

Franks, ). To cope with the increased demands of the care-giving tasks

most family carers had to prioritise the care-giving role over personal needs and

other relationships. This significantly disrupted the dynamic and interaction

between the different members of the family unit, as each member of the family

was likely to take on different degrees or aspects of the care responsibilities

(Green and King, ; Moen et al., ).

Many studies had identified relationship changes for family carers as con-

sequences of the acquirement of the care-giving role(Ekwall et al., ; Mui,

). The change in relationships can be observed in the domains of the

relationship between the carer and the person being cared for; relationship

with other family members; relationship with the wider social network and

communities; and engagement in employment (Ekwall et al., ).

The relationship between the carer and person being cared for underwent

significant changes from the time when the illness or disability occurred. In

most instances the existing relationship or roles between the two parties are
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challenged by the introduction of the care-giving role. The care-giving role

may cause role reversal within the relationship (Stephens and Franks, ;
Sung, ). Role reversal describes the process where the carer took over

the care-giving role from the person cared for, thus reversing the dynamic

of the original relationship. Studies have reported role reversal to be more

obvious between traditionally more distinct care relationships—such as the

parent-child relationship (Stephens and Franks, ).

Role reversal can create role conflicts by disrupting the dynamic of the

original relationship (Mui, ; Sung, ). This process is likely to alter the

perception of the care-giver’s original role in the family, as he/she is required

to balance the requirements and boundaries between the existing role and the

newly introduced role (Burnette, ; Mui, ). Mui () described this

experience of role demand overload as “role strain”. Family carers tend to

express higher levels of stress and anxiety when they lack the energy, time and

resources to juggle the various demands expected from the different roles.

The adoption of the carer role promoted changes in other existing family

roles (Moen et al., ; Schofield et al., b, ). Some studies reported an

increase in reliance on other family members as a result of family care-giving.

Schofield et al. (a)found that % of family carers reported to be assisted

in their daily care-giving tasks by family members and friends. This was much

higher than their reliance on formal home support services, which just over half

of the family carers reported to be using. In particular, this study found adult

children (%) and siblings (%) to be the leading groups for ongoing care

tasks support in the family for all health conditions and disabilities. However,

Moen et al. () reported increased physical and emotional burden on family

carers who have to juggle or exchange between multiple carer roles—such as

caring for the impaired elderly and young children.

Studies also found that family carers mostly reduced interaction with

community as a way of coping with their change in lifestyle and identity

(Green and King, ). They did this by restricting the size and scope of

interaction with out of kin-group sources. This could create a feedback effect

where the reduced initiation to interact with external social groups would

lead to isolation and reduced social cohesion or sense of belonging. Prolonged

isolation from non-family social networks increased the affirmation of family

carers’ perception of “insider” (those who are in similar situation to oneself,

therefore an assumed understanding) and “outsider” (those who do not share

personal experience with care-giving) (Magafia et al., ; Schofield and

Bloch, ).

Informal/family care-giving is described as often being perceived by the

family carers as an occupation in the literature (Moen et al., ; Schofield
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et al., b; Schumacher, ; Stephens and Franks, ). The regularity

and demand of the care-giving tasks were compared by family carers to being

employed in a full time job. The adoption of the family carer role limited

family carers’ capacity to engage in other forms of employment. Many studies

reported most informal carers reducing or giving up their employment to

fulfil their care-giving responsibilities (Fredriksen, ). Loss of employment

was identified in these studies to have contributed to a number of negative

outcomes for family carers, such as psychological distress, additional financial

stresses, and increased isolation from normal social networks (Stephens and

Franks, ; Sung, ).

.. Family Carer Role as an Identity

Some studies have discussed how the role of the family carer could be adopted

as the carers’ identity (Jorgensen et al., ; Milligan, ). The onset of

most care-giving roles is often extremely sudden, without choice, and mostly

associated with traumatic health events. The nature of the role and responsib-

ilities associated were very time consuming and could be burdensome. These

factors were identified by some studies to promote the carer role to dominate

other aspects of the carer’s life (Burnette, ; Mui, ). The fact that the

role of informal care-giving can be “ hours a day,  days a week” extends this

role beyond an occupation to become part of the carer’s identity (Jorgensen

et al., ).

Other studies have identified the loss of employment and connection with

the wider social network to have caused the loss of social identity in the context

of the community and wider society for the family carer (Fredriksen, ).
These studies described family carers stopping to see themselves as being

part of the wider social network; instead seeing their primary role as being a

care-giver in the home.

However, cross-cultural research has suggested that the change in sense

of identity is strongly linked to connectedness with the nuclear and extended

family network and obligations to family members (Jorgensen et al., ;
Magafia et al., ; Stephens and Franks, ). These studies suggested

cultural groups with high familism—and therefore high collectivism—to have

reported easier transition into the family carer role. Family carers from these

cultural groups experienced less psychological distress during the process of

carer role adjustment process due to the availability of family support and

connection with social groups.

Some studies has suggested carers were likely to embrace the care-giving

role as their identity as part of their process of reaching acceptance of their
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carer status and making meaning of their situation (Benson et al., ; Moen

et al., ). The ability for family carers to meet the demand of the different

roles was strongly linked to family carers’ sense of achievement and fulfilment

of social obligations (Mui, ). Family carers who had adopted their carer

role as part of their identity felt more satisfaction when they completed the

care-giving tasks. As such, they increased their emotional capacity for coping

with their care role (Benson et al., ; Mui, ).

A number of studies highlighted the challenges family carers faced when

they were required to part with the carer identity—usually when the person

being cared for had regained independence or had passed away (Jorgensen

et al., ; Moen et al., ; Schumacher, ). Family carers usually

experienced great psychological barriers in the process of changing between

their family carer “role” and their pre-care-giving sense of “self”. One approach

of understanding the adoption of care-giving as family carer’s identity is

addressing the carer’s journey through a life course approach (Moen et al.,

). The experiences of the family carer and changes to their identity are

governed by the recovery stages and is a parallel journey to the experiences of

the person being cared for. Parting with the care identity was described to be a

more evident issue for carers at the end of the informal care journey.

. Gender and Informal Care

Internationally, women account for the majority of the informal care work-

force (Aronson, ; Berg and Woods, ; Hooyman and Gonyea, ).
(National Advisory Council on the Employment of Women, ) identified

that two thirds of New Zealand’s informal carers for children and adults are

women, of which the majority are family members (National Advisory Council

on the Employment of Women, ).

Overseas research affirmed that female close relatives—usually the wife,

mother, daughters or sisters—are most likely to take on the primary care giving

role for individuals with impairments or chronic conditions (Christensen et al.,

). Dissecting informal, unpaid care-giving through a gender lens raised

concerns that the significant amount of contribution women made to families

and societies are undervalued and less visible in society (Yantzi et al., ).
Moreover, the reasons for women taking on the family carer role were highly

dependent on socio-cultural expectations across different ethnic groups.

This section will summarise the key findings on the gender inequalities in

physical and psychological health outcomes for male and female family carers

from the literature. There are a number of theories in the literature exploring

the social-cultural reasons for women taking on the carer role. This review
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will focus on two particular theories’ explanations for the large representation

of women in the informal family care workforce relevant to European and

Chinese groups—these are the gender role theory critique of the phenomenon,

and gender division of responsibilities in filial piety.

.. Gender Inequalities in Physical and Psychological Health for

Family Carers

Gender inequalities in family care-giving have been observed in the physical

and psychological health of female carers. Both male and female family carers

were reported to experience elevated stress, depression and anxiety if they

were not well supported in their roles (Blonder et al., ; Parag et al., ).
However, most findings in the literature highlighted female carers as having

worse physical and psychological health outcomes than male carers.

Most gender analysis of family carers physical health outcomes identified

female cares as displaying worse health outcomes than male carers (Bäckström

et al., ; Fredriksen, ; Kramer, ; Lai et al., ). Studies meas-

uring the risks for losing the ability to cope with care demands for the carer

role through exhaustion (also known in some studies as “burn-out”) identified

female carers to have higher rates of burn-out (Van Den Heuvel et al., ).
Specifically, female carers described having less energy to perform the neces-

sary care tasks, they had poor self-rated health and they described experiencing

more pains and more physical strains as a result of the care. A few studies also

identified female carers to be more likely to become seriously ill during the

course of their care-giving journey than male carers(Bäckström et al., ; Lai

et al., ; Rice et al., ; Schofield et al., b). Studies investigating the

psychological health outcomes of the two gender groups also reported female

carers to fare worse than male carers in their emotional well-being (Bäckström

et al., ; Kramer, ; Lai et al., ; Ngan and Wong, ; Rice et al.,

). The majority of research evidence demonstrated that the increased risk

of unattended emotional burden from informal care-giving transitioned into

depressive symptoms (Lai et al., ). Female carers described experiencing

more elevated levels of anxiety and depression as a result of the care burden.

Jorgensen et al. () found male family carers—father and son carers—in

their sample to demonstrate high levels of stress, but no signs of depression.

On the contrary, the female family carers in the group—mother and daughter

carers—demonstrated the highest signs of depression. These differences in the

findings suggested gender differences in coping with the emotional strains of

family care-giving.
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.. Gender Role Theory on Gender Inequality in Family Care

Gender role theory—based on social role theory—was employed in many stud-

ies to understand the gender inequalities in informal care-giving(Barkman,

; Berg and Woods, ). Gender is an antecedent social construct under-

pinning the beliefs and expectations of individuals and society, including the

roles men and women should fulfil in life events and daily interactions. The

underlying societal “norms” expressed in gender roles are often deep seated

in a society, where it is very difficult for individuals to distinguish external

expectations from self identity (Hooyman and Gonyea, ; Stephens and

Franks, ). As such, gender expectations for women to be the “natural”

nurturer in the family and in the home provided the gender bias for more

women to provide care than men.

Some studies criticised the harmful influence of socio-cultural stereotypes

and expectation of women in nurturing roles (Arber and Ginn, ; Barkman,

; Irvine and Dreger, ; Salin and Astedt-Kurki, ) argued that little

changes in gender expectations in post-modern societies meant women are still

perceived as the predominant nurturer in the family. Gender inequalities are

still obvious in the labour division for men and women in employment and

in the home. Women are generally paid less than men in equal employment

positions. They are more likely to be expected to end their employment to care

for dependent family members (Berg and Woods, ; Fredriksen, ).

Some studies described this phenomenon to be amplified in cultural groups

with more rigid gender differentiation and prescribed gender attitude and

behaviours (Chadiha et al., ; Roth et al., ). Individuals brought up

with this model were more likely to accept the gender prescription of the carer

role. Members of these societies were more likely to describe the carer role as a

woman’s “duty” or “obligation”. They would be less likely to challenge this role

prescription even when the care demand had exceeded their ability to cope

(Barkman, ; Stephens and Franks, ). These findings suggested that

female carers working under these gender beliefs were more likely to deal with

care related challenges internally and less likely to seek external assistance,

such as carer support services.

Kramer ()investigated the contribution of gender ideologies to female

carers’ self perception of their carer role. They found gender expectations and

stereotypes to have influenced female carers’ care-giving options and decision.

In particular, the female carers discussed the notion of “self” with language

reflective of common gender stereotypical identity traits—such as being more

“caring” and “sensitive” than male carers. The findings suggested that the

female carers’ self-characterisation of internalised stereotypical gender traits
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was helpful for increasing their endurance of care-related burden. However,

this reduced the female carers’ ability to seek alternative solutions to reduce

their carer burden (Kramer, ). This study illustrated that gender can

indirectly promote a woman’s ability to reach acceptance in the carer role.

However gender expectations can also blur female carers’ perception of their

health needs and reduce their help-seeking behaviours. The policies for in-

formal carers were analysed to reflect female care-giving as the normative

environment(Carmichael and Charles, ). They found that the underlying

social gender norms were often reflected in the social policies, where the model

of the masculine “bread winning” and feminine “care taking” still applies.

However, by normalising female’s role in care-giving, the welfare of this group

is often not protected in the policies. In most contexts, women are unpaid

workers in this setting. The unpaid status of their work meant the working

conditions and the well-being of this labour group is unaccounted for and

neglected (National Association on the Employment of Women, ). The

gender-biased policies for informal carers placed more female carers at higher

risk of developing negative health outcomes, such as increased psychological

distress due to shortage in support and protection (Alexander and Wilz, ;
Rice et al., ; Schofield et al., a).

.. Filial Piety and Gender Inequality in Family Care

The family organisational model of filial piety has been criticised by feminist

and gender literature to foster gender inequalities in the informal family care

structure (Chappell and Kusch, ; Holroyd, ; Ngan and Wong, ;
Sung, ). The robust, male-dominant family hierarchy in filially pious

families meant women—particularly younger adult women such as daughters,

daughters-in-law, or sisters—tended to have less choice in their family care-

giving environment compared with other cultural family models.

Some studies identified the expression and expectation of assistance being

different for male and female members of the family under filial piety (Holroyd

and Mackenzie, ; Ng et al., ). Younger women’s contribution to care-

giving, particularly to the elderly, is assumed to be “natural” and part of their

domestic duties (Ngan and Wong, ; Sung, ). The primary care role

and affiliated daily care tasks and responsibilities are considered exclusively to

be a “women’s job”.

Male family members were expected to provide financial support and to

deal with external issues, such as with the formal health system (Barkman,

; Holroyd, ). Decisions around family carer were expected to be taken

by a male family member, such as the husband, brother or son (Ng et al., ).
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Despite female carers having more intimate knowledge of the condition of the

family member being cared for, they were often less involved in clinical health

care settings (Bachner et al., ; Salin and Astedt-Kurki, ; Stephens and

Franks, ). Male family members were expected to act on the family and

women carer’s behalf in the interaction with service providers. They often

were nominated and documented as the primary care-giver in official settings

over female carers.

Many studies discussed how the status of female family carers were reflec-

ted in the policies and infrastructure of Confucian-framed social and health

systems (Chen, ; Fan, ). Most family carer policies of such societies

did not provide female carers specific support in family care-giving policies,

despite their high involvement in day-to-day care (Chen, ). The lack of

recognition of women’s role in Confucian welfare policies resulted in reduced

quality of life for women care-givers and deterioration in health and psycho-

logical well being (Lee, ; Sung, ). This top-down gender division of

responsibilities in family care-giving was reported to be more pronounced in

Chinese contexts, such as in Hong Kong, Taiwan and Mainland China, and

other East-Asian cultures, like in South Korea (e.g. Chan, ; Funk et al.,

; Holroyd, ; Kao and Stuifbergen, ; Lee, ; Ngan and Wong,

; Sung, ).

Some research in this area expressed concerns for the coping capacity of

female family carers working under strict Confucian hierarchy (Fan, ;
Hwang, ; Sung, ). These studies reported female carers under this

structure were shown less acknowledgement within their family for their care-

giving responsibilities. The assumption of the “natural” carer role also limited

the amount of support provided by other family members and external sources

(Ngan and Wong, ). Ngan and Wong () surveyed  randomly

selected care-givers looking after elderly family members in Hong Kong; they

found that % identified only one person outside of the household who could

assist with their care tasks, while % reported they having no one to provide

assistance

There was significant overlap in the discussion of family care-giving under

gender role theory and gender critique of filial piety. Essentially, these discus-

sions were addressing similar concerns, such as the lack of choice, assumed

natural status of nurture roles, reduced access to financial capital and decision

making, and lack of recognition within the family and social policies. The

structure of filial piety and the authority it holds within Chinese families,

culture, social and political systems led to an intensification of the expression

of gender inequality in these settings.
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. Support and Challenges in the Services for Family

Carers

Studies regarding coping capacities for all informal family care-giving agreed

that it is difficult for carers, particularly primary carers, to cope with the

ongoing demand of care without assistance (Chambers et al., ). This

section will review the literature on specific support services and challenges

for the informal care workforce. Specifically, the key factors contributing to

the coping capacity of the carer role will be summarised. Findings on effective

support interventions for family carers will be outlined. Finally, key barriers

that hinder family carers’ ability to seek support services will be described.

.. Health Concerns for Family Carers

Coping capacity varies significantly depending on the type of condition being

cared for, as well as the relationship between the care-giver and the care-

receiver (Chadiha et al., ; Chambers et al., ; Wood and Parham, ).
The tasks and care-giving journey for a spouse caring for a patient suffering

from Alzheimer’s disease are significantly different from those for a mother

looking after her child with autism. The literature identified key factors

contributing to family carers’ ability to cope with the care-giving burden,

including severity of the chronic condition, gender and age of the carer, and

the need to juggle other family obligations (Angel et al., ; Salin and Astedt-

Kurki, ).

Most studies in this field have identified how family carers caring for more

severe and demanding health conditions experienced less coping capacity (Sa-

lin and Astedt-Kurki, ). This was particularly evident for carers of chronic

conditions that required  hour attention, and for carers involved in physic-

ally demanding care tasks. These carers were more likely to report physical

burn-out—such as increased care related injuries, and physical exhaustion.

The reported psychological outcomes also indicated a relationship between

high stress and depression with more complicated care conditions (Angel et al.,

; Salin and Astedt-Kurki, ).

In stroke research, the varying cognitive, behavioural and psychological

changes experienced by the stroke survivors post stroke had been highlighted

as contributing to decreased coping capacity for family carers (Bäckström

and Sundin, ). Even survivors who suffered strokes deemed clinically as

“minor strokes” may suffer severe issues with emotional distress and social

maladjustments. Studies have shown that on average one in three stroke

survivors develop post-stroke depression peaking at three to six months after
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their discharge (Anderson et al., ; Whyte et al., ). This was illustrated

to be a particularly difficult period for family carers, as they would have to

deal with the challenges faced by their stroke relatives as well as deal with

personal struggles around adopting the carer role.

Many research studies identified the gender and age of family carers to

be factors contributing to greater risk of burn-out (Arber and Ginn, ;
Schofield et al., b; Van Den Heuvel et al., ). Van Den Heuvel et al.

() found female and younger carers were more at risk of physical exhaus-

tion brought on by the demands of the carer role. They found that female carers

were perfoming more personal care tasks than male carers. The duration of

the care tasks were also reported to be longer—these all placed more physical

strains on female carers. They suggested that younger family carers reported

poorer physical and mental health outcomes because they had to change their

life routine and life plans more to perform the care than older family carers.

The increased juggling between occupation and other care roles—such as child

raising—made the overall demands of the carer role more pronounced for

younger carers.

Some studies identified the coping capacity of family carers as being inter-

connected with their family financial situation post care-giving (Commission

on the Employment of Women, ; Jorgensen et al., ). The demand of

juggling employment, particularly full-time employment, was reported to be a

key factor hindering the coping of the family carer role. However, decreases

in family carers’ physical and mental health lead to reduction in employment

and the family’s financial status. Ongoing financial struggle leads to a cyclic

decline of the family’s health, including that of the stroke survivor (Jorgensen

et al., ).

.. Support Interventions for Family Carers

The majority of informal and family care-giving research urged for more ap-

propriate and suitable strategies to support the uptake of care-giving (Brunton

et al., ; Chadiha et al., ; Pinquart and Sörensen, ; Wood and

Parham, ) Some of the more effective support interventions included early

training for carers, problem solving interventions, education and counselling

through telephone, and psychological support (Brunton et al., ; Chambers

et al., ).

A review of common support interventions for stroke family carers yield

an abundance of papers on training strategies for carers to be an effective

form of support (e.g. Kalra, ; Lui et al., ; Patel, ; Teng et al.,

). Patel () found early training programmes delivered soon after the
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stroke patient’s discharge from hospital as being very effective in preparing

family carers for their care-giving tasks ahead. In the study it was reported

that the training programme resulted in better overall rehabilitation for stroke

survivors, and was found to be cost effective.

Kalra () supports this finding with their randomised controlled trial

of introducing stroke family carers to a specific training programme. The

participants received training reported better physiological outcomes for them-

selves and the stroke survivor being cared for. This study also suggested a cost

and burden reduction as a direct result of the training. Teng et al. () also

agreed that “early supported discharge” produced better outcome for the carer

and stroke survivor and the programme was cost-effective across all level of

functional limitation—cost was no more or less expensive when the service

was delivered in the home setting.

Interestingly, one study on training intervention for family carers was

directed specifically towards women family carers (Bayik and Uysal, ).
This training programme for women focused on providing education around

appropriate ways of care provision and communication skills. The authors

reported mostly satisfactory evaluations from the participants. However, there

was no clear discussion regarding why this particular intervention was more

suitable for women family carers than other informative training programmes

available.

Psychological support has also been reported to be important for the family

carers, however most of the research studies highlighted a lack of available

services for this population (Anderson et al., ; Bäckström and Sundin,

; Barker-Collo et al., ). Whyte et al. () discussed the psychological

and social struggles experienced by the stroke survivor are often paralleled

by the experiences of the family carers. Family carers are equally unprepared

for the transition into their role as a sole or primary carer. This transition

process happens quickly, giving family limited time to prepare emotionally

and, in many instances, financially, for the homecoming and ongoing care for

the stroke survivors (Whyte et al., ) .

Chambers et al. ()also confirmed the lack of accessible emotional

support provided for family carers for older people. Most family carers who

participated in the study were reliant on their own forms of coping strategies,

which involve anything from full acceptance of the care demand to practical

approaches like taking time out for one’s self. Psychological support services

for stroke family carers were mostly reported to be insufficient.

A number of studies also highlighted the role of respite care as an important

form of relief support for stroke family carers, particularly those who were wo-

men and elderly (Gilmour, ; Jorgensen et al., ; Salin and Astedt-Kurki,
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). Generally, most research reported a reduction in negative emotional

measurements with regular use of respite care. In particular, Caradoc-Davies

and Harvey () found respite care could offer temporary relief and im-

provement in mental health, although overall stress level for carers remained

unchanged.

.. Barriers to Seeking Support

Barriers in the general health system or in the support services for informal

carers have been identified in a number of studies (Dyall et al., ; Gommans

et al., ; Jorgensen et al., ). The main forms of barriers discussed

included lack of coordination, lack of formal recognition for the family carer

role and mismatch of expectations.

A lack of coordination between family carers and the formal health services

was identified by some studies as a key source of barriers for effective adoption

of care-giving responsibilities by family carers (Dyall et al., ; Gommans

et al., ; Jorgensen et al., ; Jorgensen et al., ). These studies

highlighted the lack of leadership from the service provider to prepare family

carers for the changes and reversal/addition of care roles. Most family carers

described an under-estimation of their relative’s dependence (Gommans et

al., ; Jorgensen et al., ). These studies reported family carers as

experiencing increased stress and frustration, as they could not seek formal

support from health services when they were struggling with the care post

discharge. The health system was identified to be distinct and less responsive

once the dependent family member was no longer an inpatient (Jorgensen

et al., ). Sourcing for external support for the dependent relative for

support services was a very challenging task when the family carers were

still coping with the day-to-day care of the dependent family member and

balancing between their own health needs (Gommans et al., ). Family

carers needed health services to liaise them with appropriate training and

education programme in order to gain the knowledge and skills necessary for

the carer role.

Dyall et al. () described further frustration brought on by a lack of

formal recognition of the family carer role in the maintenance of the dependent

family member’s ongoing well-being. They reported family carers feeling

alienated in important care plans and treatment decisions due to limited

engagements with health professionals. This could have significant impact on

the adherence and maintenance of the long term care journey.

Mismatch in expectations and directions on carer support services between

service provider and family carers has been identified as another source of
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barriers to the effectiveness and responsiveness of the available services. A

study by Booth et al. () reviewing the opinions of the informal carer

support strategies from New Zealand experts and a review by the National

Health Committee in New Zealand on family carers’ opinion highlighted

evident mismatch in expectations. In the study by Booth et al. (), a

questionnaire survey was conducted among New Zealand experts for long-

term care regarding their opinion of quality, funding, service, workforce and

regulation of the current service as well as recommendation for the future. A

section in the survey was dedicated to questions around the evaluation of the

current informal care workforce. In response, around .% of the respondents

believed the coordination of formal home care support services to informal

carers to be “effective” or “very effective”, .% regarded the hospital support

for family carers as “fair” to “very good” and .% rated the current services

being provided by the hospice as “very good” to “excellent” (ibid).

Goodhead and MacDonald () report on informal carers’ opinions of the

current support strategies identified key barriers identified by family carers.

They were described as, ) lacking knowledge of available services; ) lack of

information regarding care-receiver, including their prognosis; ) lack of sup-

port from the formal services and extended family; ) high turnover of formal

home support workers; ) being regarded as a contributing factor towards

care-receiver’s pathology by mental health or health professionals; ) power

imbalance in the interaction with formal system; ) difficulty in access and

ill-resourcing of mental health and general health services; ) discrimination

and stigma experienced by care-receiver; ) lack of coordination between

support agencies and service providers. It is interesting to note the differences

in the perception of effectiveness in the carer support workforce between the

experts and informal carers. The limited research in this area means more

investigation will be required to provide more understanding for the disparity

in opinions for these two groups.

. Migrant Family Carers

The literature exploring the experiences of migrant family carers identified

how the added challenge of migration increased the pressure experienced by

migrant families when compared with non-migrant family carers in the host

country. Currently, there is a limited scope of research on the extensive impact

of migration on informal family care. However, the available research findings

suggested that migrant family carers encounter more challenges in accessing

support for their carer role than host family carers (Leclere et al., ; Stewart

et al., ). Consequently, migrant family carers tend to have worse physical
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and psychological health outcomes than host family carers . These studies

also reported concerns with a general lack of information regarding these

minority populations acknowledged by host health systems, and issues around

under-reporting of these family carers’ experiences .

.. Key Barriers for Migrant Family Carers

This section summarises the key barriers migrant family carers experienced in

the care-giving journey identified in the literature. These included reduction in

family and community care support networks, unfamiliarity with host health

system, and mismatch of understanding in care model between migrant carers

and the health system .

Many studies identified that migrant families separated from their exten-

ded family network had a reduced scope and size of family care-giving support

in the host country (Leclere et al., ; Neufeld et al., , ). Migrant

family carers were required to perform more care-giving tasks with less assist-

ance as a result of the diminished greater family structure. This is particularly

an issue for migrant families from more collectivist cultural groups—such

as Chinese—as their traditional family care-giving model requires extended

family support and involvement (Lai, , ; Stewart et al., ). The

loss of the family model and collective care-giving structure increased migrant

family carers’ isolation to the greater social network and put them out of reach

of carer support services.

Lai and Leonenko ()’s findings on the social isolation of migrant

carers—particularly female carers—highlighted the informal family carer role

contributing to long-term social isolation for this group. They explained that

migrant family carers who have reduced engagement with the wider host soci-

ety to concentrate on their carer tasks may miss out on valuable opportunities

to re-establish their employment and connections in the new environment. As

such, these family carers became less likely to be employed or regain social

connection with the host community after their care-giving duties terminated.

These findings suggested the social impact of family care-giving for migrant

families were greater and more prolonged than for host family carers (ibid).

Unfamiliarity of the host health system has also been identified as a main

source of access barriers for migrant family carers (Lai, , ; Meadows

et al., ). The lack of knowledge of the structure and services of the

host country’s health system reduced the likelihood of migrant family carers

seeking appropriate support services for their needs. This is particularly

evident for migrant family members coming from a native health system with

limited support services. Many of these migrant family carers would not be
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aware that carer support services are available and therefore they will not

be actively seeking these services (Lai, ; Lai et al., ; Lai, ). The

lack of service utilisation from the migrant population also reduced the host

health systems’ exposure to their needs. This reduced the opportunities for

appropriate migrant carer support services to be developed.

In some studies, the mismatch in migrant family carers’ care-giving model

and host health system’s treatment plans was identified as a barrier for provid-

ing effective support services to migrant carers (Singh Setia et al., ; Stewart

et al., ). Health and carer support services with limited knowledge of

migrants’ model of health and their preferred approaches to treatments found

it challenging to be responsive to the needs of migrant families (Stewart et al.,

). Holroyd and Mackenzie () also found that migrant Chinese family

carers were less likely to identify themselves as having difficulties coping with

the carer role and seek support services due to their cultural norms and ex-

pectations. Chinese family carers traditionally perceive family care-giving as a

form of family duty, they therefore regarded it inappropriate to admit their

inability to cope with care demands. The lack of mutual cultural understand-

ing between services and migrant families created mismatch in care-giving

expectations and unidentified needs (Holroyd and Mackenzie, ).

Finally, some studies also highlighted the issue of indirectly discriminating

the needs of migrant family carers when the support services being delivered

were developed based on the dominant cultural model of the host system

(Singh Setia et al., ; Stewart et al., ). The lack of integration of

migrant family carers’ needs was suggested to create increased health and

social disparities between migrant and non-migrant groups. Migrant family

carers were also reported to have utilised less carer support services due to

the delivery of the services not meeting their cultural needs Christensen et al.

()Chappell and Kusch ; Hsueh et al. ; Lai .

. Chapter Summary

This review provided an overview of key informal family care research findings

in five areas—family theories, social role theory, gender critique, effective

interventions, and migrant family carers barriers to accessing support services.

The theories introduced in this literature review provided guidance for the

research investigation in this study. These theories allowed for the informal

family care phenomenon to be approached through different lenses.

Firstly, family theories—familism and filial piety—provided the theory

for family care approach to be explored as an expression of deeper cultural

family models. In particular, the findings from this study can add to the
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discussion on the applicability of familism on European ethnic groups. It

also allowed for investigation of the relevance of filial piety for the migrant

Chinese population in Auckland. Secondly, social role theory provided the

specific features of the informal family carer role to be studied. Specifically, the

family carer role included the care-giving tasks being performed by the carers,

the relationships changes resulted from the adoption of the carer role, and

family carers’ personal perception of their care-giving identity. Thirdly, gender

critique of the gender inequalities observed in family care-giving offered an

interesting area of investigation. The differences in opinions and experiences

of male and female family carers for stroke survivors in Auckland will add new

insights into the variations in the informal care workforce. In addition, the

review of studies on the support interventions for family carers informed this

study of the types of services most effective for supporting different aspects

of the care-giving journey. The key barriers to accessing support services

also provided a good information base for further comparisons of service

experiences reported in this study. The additional barriers identified in migrant

family carer studies highlighted the vulnerability of ethnic minority migrant

groups and the need for more investigation into these populations’ needs and

experiences.

The key research gaps identified in this review relevant to the objectives of

this study included the following: the lack of cross-cultural studies exploring

the experiences of informal family care-giving in New Zealand; the limited

available qualitative information on the informal carer role in New Zealand;

the lack of gender examination in family carers’ experiences in New Zealand;

the need for more information into the responsiveness and effectiveness of

carer support services through the service user (family carer) perspective; and

the limited migrant family carer information overall in the literature.









Context of Stroke Recovery in New Zealand

This chapter provides an overview of stroke as a medical condition and global

epidemic, linking to the epidemiology of stroke in New Zealand. Following

this, the prognosis of stroke and the rehabilitation pathways are described ,

together with some examples specific to the services and facilities offered in

Auckland, New Zealand. The social and health policies concerning informal

carers are also outlined in this chapter . A review of the current policies on

family carers in New Zealand is described in relation to the ongoing social and

political debate unfolding at the time of the development of this thesis. Finally,

financial support relevant to stroke families is identified.

. Pathology of Stroke

Cerebrovascular accident (CVA)—commonly known as a stroke, is caused by

neurological damage to a specific region as a result of a sudden loss of blood to

the brain (Adams et al., ). There are two types of stroke: ischaemia, which

causes a lack of blood flow to the brain when a blockage or clot is lodged in the

blood vessel; and haemorrhage, occurring when there is a rupture in the blood

vessel thus causing a leakage of blood, which often causes more severe types of

stroke (Adams et al., ).
A stroke is a medical emergency due to the high risk of permanent and

extensive brain damage, and potential death, if the condition is not atten-

ded to immediately (Wolf et al., ). There are many underlying, and

preventable, risk factors and/or illnesses leading to a stroke. These include

non-communicable diseases such as diabetes and hypertension, other cardi-

ovascular conditions like atrial fibrillation, and lifestyle risk factors such as

cigarette smoking. Co-morbidity is very common for individuals who develop

stroke (Wolf et al., ).
Based on the World Health Organisation (WHO)’s estimate in , stroke

contributes towards approximately ,, deaths or .% of total deaths

in the WHO regions (Feigin et al., ; Johnston et al., ). Whilst rates of
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stroke per capita have reduced in higher-income countries in recent decades,

total stroke incidents are still on the rise in most countries due to population

growth and ageing populations (Redon et al., ).

In New Zealand, stroke is the third leading cause of mortality behind

cancers and ischaemic heart disease (Ministry of Health, ). In , stroke

contributed towards % of the , total deaths from cerebrovascular disease

(Ministryof Health, ). Around , new cases of stroke are expected

annually (Gommans et al., ).

The epidemiology of stroke in New Zealand has traditionally been observed

as most prevalent among the over  years elderly population (Bonita et al.,

, ). The risk of developing stroke is positively correlated to elevation

in age. However, more up-to-date data indicated that the trend of incidents of

stroke is slightly shifting towards younger populations. According to the data

collected by the Ministry of Health (), of the persons suffering a stroke

in ,  in  cases occurred to a non-Maori individual under the age of

 years. The incident rate is more alarming for the under  years Maori

population, where  in  case of strokes belonged to this demographic in ,
indicating evident ethnic differences in health outcomes (Ministry of Health,

). Stroke data for the “Asian” population was not available in this report.

.. Stroke Prognosis

The prognosis and symptoms of stroke are extremely varied between indi-

viduals and can be very specific. Prognosis is dependent on the location and

severity of the lesion to the brain Webster et al. (). Some of the more

commonly observed symptoms include paralysis of limbs, diminished motor

skills, damage to the sensory systems, diminished eyesight or loss of vision

fields, aphasia and other speech impairments, difficulty eating and swallowing,

memory and attention problems, and mood disorders (Hackett et al., ;
Taub et al., ; Wade and Hewer, ). Most mobility-related symptoms of

strokes are usually observed on one side of the body—opposite to the hemi-

sphere in which the lesion was located. Stroke survivors can experience any

one or multiple of these symptoms depending on the nature of his/her specific

stroke(Adams et al., ).

Stroke is the leading cause of disability worldwide and in New Zealand

(Hackett et al., ; Hankey, ). Stroke produces varied and significant

long-term health consequences for its survivors. The majority of stroke sur-

vivors would experience some form of permanent disability (Webster et al.,

), although some studies suggested that around % of stroke survivors

with disability will go on to function independently at months post stroke
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(Wade and Hewer, ). The prognosis and impact of stroke for the individual

varies in nature and severity, the details of which will be outlined further in

the subsections below. At a population level, stroke contributes significantly

to the burden of diseases, particularly physical and speech disability in the

elderly population (Anderson et al., ). It is estimated that around ,
stroke survivors are being cared for by the health system (Child et al., ).
Brown ()calculated that in , the annual lifetime costs of stroke in

New Zealand were at around $million.

. Stroke Management

This section provides an overview of the stroke management services, drawing

on New Zealand specific pathways. The historical context of disability care in

Western nations will be described to provide a context for the development of

the informal care workforce as seen in recent decades. The contemporary stroke

management system, particularly the publicly funded system in Auckland,

will be outlined.

.. Historical Context of Disability Care in Western Societies

To understand the context of post-modern informal or family care-giving

infrastructures, historical and systemic movements that formed the current

Western informal care models are explained below.

Changes in Western social and political ideologies have shaped the treat-

ment of people with impairments in recent history. Prior to the late s,

the well-being and caregiving for an individual with chronic conditions or

impairments was generally regarded as the sole responsibility of their family

and, perhaps, the community (Cummins, ). The scope of public health

services at the time was limited and it did not reach the realm of chronic

or disability care. The dominant discourse on impairments and mental ill-

nesses changed in the late s, where people with disabilities and mental

illness were perceived to be dangerous and a negative contribution to the

collective gene pool. This discourse prompted a boom in institutional care for

people with impairments, as the context within a family or the community was

deemed inappropriate and unsafe to accommodate impaired individuals. The

growth of institutional care continued to the present with a peak of growth

in the s (Cummins, ). The establishment and legitimisation of the

formal institutional care industry became a lucrative economic capital to most

developed Western nations, which further encouraged segregation between

the impaired population and the “normal” population (Cummins, ).
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Human and civil rights ideologies popularised in the political and social at-

mosphere from the s prompted increased public challenges to the formal

institutional care system. Based on humanitarian interests, the public ad-

vocated for the rights and benefits to the impaired individuals, arguing that

institutions were not the best place for this population to be cared for and

rehabilitated. Negative stories of maltreatment and abuse from formal institu-

tions, paired with a change in public sentiment, led to a decline of the role of

state institutional care and the reintroduction of the role of family carers in

the system (Aronson and Neysmith, ).

Priority for chronic and disability care shifted to the principles of providing

the best environment for care and rehabilitation (Arling and McAuley, ;
Rea et al., ). This included catering for individuals’ physiological needs as

well as their developmental, social integration and psychological well-being.

This environment is currently agreed by both contemporary research and

Western dominant discourse to be in the individuals’ homes with support

provided by core family members (Yantzi et al., ).

Under the concepts of neo-liberalism, health system reforms in many West-

ern nations in the s-s promoted privatisation of public health services

and the increase in “user-pay” systems (Aronson and Neysmith, ; Car-

michael and Charles, ). The idea of decreased government intervention

and reduction of public expenditure on human services further encouraged

voluntary or informal workforce—including family carers—to provide a much

more cost-effective solution. According to Johnston et al. () % of the

disability and elderly care services in Australia are provided via the voluntary

workforce with a cost saving of $ billion per year. However, the consequences

of providing the care, particularly for family carers, have been far less attended

to.

Changes in family structure in the late twentieth century meant that provid-

ing familial care for individuals with disabilities became more challenging

than it had been in the s (Cummins, ). Reduction in family size and

increase in single-parent families equates to fewer members to share the tasks

and workload. This increased the responsibility of care; often falling onto one

key family member with limited support from within the family. Changes in

family structure also meant that family roles are less defined; family members

need to take on multiple roles (Moen et al., ). For example, a single parent

will be the key caretaker and financial provider, when these roles may have

been shared between two or more adults in a more traditional family structure.

The increased life expectancy for developed nations leads to family carers

being in an active care role for a significant period of their lives (Booth et al.,

; Jorgensen et al., ).
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The role of family carers in the health system still contains a great deal of

contradictions and ambiguity. Although the health system and health profes-

sionals consider familial care to be superior to that provided via the formal

system, politically and structurally, family carers are not recognised or in-

volved in the formal care for the individuals (Booth et al., ; Gilmour,

). For example, a family carer in New Zealand is still not formally re-

cognised as a legitimate part of the health system (Abbott et al., ; Dyall

et al., ). Most discourse challenging the formal institution of individuals

with impairments has been mostly concerned with the well-being and living

conditions of the impaired individuals, but with little consideration for the

capacity of the families.

.. Contemporary Management Services for Stroke Survivors

Rehabilitation for stroke survivors is also varied to meet the specific needs

of the individual (Gommans et al., ). The aim of rehabilitation centres

concern providing the stroke survivor with the skills and education to regain

independent daily functioning whilst living with their disability(Hale and

Piggot, ). Some symptoms may decrease in severity or can be corrected

given time and appropriate rehabilitation practices. The rehabilitation process

usually includes a team of multidisciplinary staff including nurses, physio-

therapists, occupational therapists, speech and language therapists, physicians

and social workers. International clinical guidelines also recommended a lead

stroke physician to coordinate and guide stroke rehabilitation in acute clinical

settings, such as the hospital (Gommans et al., ). In most cases, family

carers are involved in the informal rehabilitation process from the point of

the stroke patient’s admission to the hospital, however family carers are often

not included in the patient’s formal rehabilitation plan and they are seldom

provided with education and training by the rehabilitation staff (Dyall et al.,

).

There are two pathways of in-patient rehabilitation for stroke survivors in

New Zealand—a pathway for stroke patients over  years and a pathway for

stroke patients under  years (Child et al., ). According to a review study

by Gommans et al. (),  of the  hospitals in New Zealand provided

stroke rehabilitation. However, the majority of these services are designed for

patients over  years. Only  out of the  hospitals have facilities for inpatient

rehabilitation service for stroke patients under  years. Most under  years

stroke patients are transferred to an external publicly funded rehabilitation

centre once their condition has been stabilised (Child et al., ). However,

none of the  hospital based rehabilitation services for the under  years
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were provided in a stroke-specific unit (Gommans et al., ). An example of

an out-of-hospital inpatient rehabilitation centre for stroke patients under 
years in the Auckland region is the RehabPlus centre located in Pt Chevalier.

This facility operates under the Auckland District Health Board (ADHB).

Continuous assessments are conducted on the patients during the duration

of their stay within the rehabilitation centre to determine their recovery and

adjustment process (Hale and Piggot, ). When the patient has met a level

of independence on his/her daily functioning, he/she will be discharged home

with referrals for support from rehabilitation facilities within the community

or at home. In most cases, the patient may also be eligible for home-based

support services for personal care, shopping or house-hold maintenance (Hale

and Piggot, ). A Ministry of Health needs-assessment and service coordin-

ation contractor, such as the Taikura Trust in Auckland, will facilitate the

provision of home-based support service deemed appropriate for the needs of

the individual. The majority of the informal care for stroke survivors living at

home will be provided by unpaid close family members of the stroke survivor

to supplement any gaps in the formal care provision (Hale and Piggot, ;
Hankey, ).

Other community-based, non-government organisations, such the Stroke

Foundation of New Zealand, provide ongoing community support for stroke

survivors referred to the organisation after their discharge from rehabilita-

tion (Baskett and McNaughton, ). Community-based social groups, free

counselling and alternative therapy can be offered through liaising with these

organisations to provide stroke survivors more holistic and well-rounded

psycho-social support.

. New Zealand Informal Carer Policies and Ongoing

Debates

The informal carer workforce is a relatively under-acknowledged group in the

political system of New Zealand. The New Zealand Carer’s Strategy ()
and its Five Year Action Plan are the policy level guidelines currently available

to inform this workforce and the public sectors working closely with this work-

force. At the time of the development of this thesis, the debate concerning the

status and policies around informal carers was considered by the government

and the Minister of Health to be a priority.
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.. The New Zealand Carer’s Strategy and Five Year Action Plan



The New Zealand Carer’s Strategy was created by the New Zealand Ministry

of Social Development (MSD) in  to provide a guideline and five year

action plan to address ) the growing population of individuals, mostly family

members, taking on the informal care role; and ) the lack of specific policy ad-

dressing the needs of informal carers directly (Ministry of Social Development,

). The strategy recognised the role and contribution informal/family

carers provide for the individual cared for, as well as to the greater social,

health and economic system.

The aim of the strategy is to work collaboratively with the Carer Alliance

Group—which includes the membership of  carer relevant non-government

organisations—to provide strategies and services that can help carers improve

the balance between their carer tasks and involvement in family, community

and employment outside of the carer role. The strategy’s guiding principles

are as follows:

• Recognise Diversity—Recognise and acknowledge the diversity of carers’

needs and provide services responsively

• Be Proactive—Increase the accessibility and availability of information

and support to carers

• Enable Carers—Build carers’ capacity within their existing networks in

the family and community

• Be Inclusive—Include carers and their families to participate in the

decision and policy making process

They propose to translate the outlined visions through a five year action plan

with five specific targets summarised as below:

• provide information

• protect the health and well-being of carers

• enable carers to take a break

• provide financial support for carers

• provide training and pathways to employment for carers.

These targets included specific action areas where specific sectors of the govern-

ment are in charge of implementing, measuring/monitoring, and evaluating

their goals. The government agencies involved in this action plan are the
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Ministry of Health, ACC, Department of Labour, as well as the Ministry of

Social Development. The strategy also specified a stakeholder consultation

process to enable informal carers’ involvement in the political discourse and

decision making processes.

The Carer’s Strategy and the five year action plan provided the guidelines

and directions informing the development of services specific to all informal

carers’ needs. As such, the guidelines and directions are applicable to the

development of medical, rehabilitation, formal care and social support services

relevant to informal carers caring for stroke survivors. In particular, the five

year action plan emphasised the development of information systems, training

and financial support for carers; these aspects should also be highlighted as

priorities for support services working with family carers for stroke survivors.

.. Ongoing Debate and Review of Carer’s Policies

In New Zealand, the most available forms of support services for informal

carers are through home support services—providing assistance with care

tasks ; some financial assistance; and respite care (Ministry of Social Develop-

ment, ). During the progression of this research project, there has been

high profile discussion and political development regarding the discourse of

family carers in New Zealand. Despite The New Zealand Carer’s Strategy and

the five year action plan outlining the goal to provide financial support to

family carers, the Ministry of Health denied payment to family carers seeking

funding to pay for care of close family members (such as spouse, parents and

resident family members) based on the argument that care provided by close

family members constitute “natural care” and therefore is not inclusive in the

funding system. In , a group of family carers for adult dependent chil-

dren legally challenged the Ministry of Health and the Human Rights Review

Tribunal declared the Ministry’s policies were breaching the New Zealand

Bill of Rights Act. After appealing to the court’s decision in two attempts, as

of th June, , the current government has acknowledged the need for

current informal carer policies to be reviewed (Ryall, ). No formal plan or

announcement from the government has indicated how this process will be

conducted specifically.

As acknowledged in the earlier chapters, the demand for informal care

workforce for chronic illnesses and disability are expected to rise enormously

in the coming decades. Yet little attention has been placed on the policies

and planning to prepare for this inevitable workforce expansion. The current

Carer’s Strategy and five year action plan are the first step for providing

top-down guidelines for supporting the future direction of the informal care
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workforce. However, the general discourse of informal care-giving at the

policy level is still ambiguous and inconsistent. There is also significant

fragmentation within the system, which can hinder successful implementation

of the strategy and action plan (Booth et al., ; Jorgensen et al., ;
Jorgensen et al., ).

.. Financial Assistance Pathways Relevant to Stroke Family

Carers

There is no specific funding scheme available for stroke families. However,

stroke survivors and family carers may be eligible to apply for financial assist-

ance available to all persons with disabilities in their family. Below are some

of the financial assistance pathways that are relevant to stroke families.

Family carers are regarded as “informal carers” in the health and social

policies of New Zealand, because they are not formally paid to provide care

alike the payment provided for formal home care support workers (National

Advisory Council on the Employment of Women, ). At present, families

providing long-term care for their ill or disabled family members can be eli-

gible for financial assistance through one of the three main funding pathways:

) Domestic Purposes Benefit caring for the sick and impaired (DPS CSI), )
carers being employed by the formal carer system, or ) allowances or benefits

for the individual being cared for (National Advisory Council on the Employ-

ment of Women, ). When informal family carers receive the DPS CSI or

become employed by government funding, their carer status will be changed

to be “formal carers”.

The domestic Purpose Benefit is the most direct form of financial assistance

provided for family carers. This benefit is eligible to individuals caring full-

time at home for someone other than their partner who would otherwise need

one of the following—hospital care, rest home care or residential disability

care. The weekly rates of the benefit is contingent to the individual living

situation and marital status (the weekly rates outlined are summarised in

Table .). This benefit cannot be claimed in conjunction with other benefits,

such as unemployment benefit.

Family members can be employed as formal carers for stroke survivors if

they do not reside in the same residence. In these cases, the funding allocation

would be done based on the assessment conducted by a needs assessor, such

as the Taikura Trust, and the family member would be employed under one

of the official service providers. The amount of hours allocated to the stroke

survivor being cared for will also be assessed by the service provider, thus

even if the family carer would like to work full time to look after their family
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Category (DPB) Weekly Rates (after tax)

Single – years $.
Single + years $.
Sole parent $.
Half Married Rate or Civil Union Rate $.

Table .: Domestic Purpose Benefit Weekly Rates by Age and Relationship
Status

Allowance/Benefit Maximum Amount Paid (per week)

Disability Allowance $.*
Special Disability Allowance $.*

*Received in conjunction with other benefits such as New Zealand Superannu-
ation, Veterans Pension, Unemployment Benefit or Sickness benefit

Table .: Maximum Amount Paid for Disability Allowance and Special Disab-
ility Allowance

they may not be allocated a full time pay schedule. According to a report on

home-based support workforce by the (Health Workforce Advisory Committee,

), the hourly rate of a family support worker ranged between $. to

$. before tax, with the median hourly rate around $.. A family carer

employed under this funding system will expect to receive payment on par

with the hourly rate of the formal home-based support workforce.

Stroke families can also apply for financial support for the stroke survivor

cared for in addition to the Domestic Purpose Benefit to gain extra support

for the household of interest. The financial assistance to consider and the

maximum payment rate are summarised in Table ..

. Chapter Summary

Stroke is a NCD that affects a significant portion of the New Zealand popula-

tion, particularly the elderly. Many new cases of stroke are expected each year;

this will contribute to an increase in the number of stroke survivors living with

disability. The informal care workforce, particularly family carers, is highly

involved in the ongoing management of stroke for stroke survivors. Family

carers caring for stroke survivors can be expected to provide care for their

stroke impaired relative for a long period of time given stroke survivors can

live for decades with their disability with appropriate post stroke care.

The New Zealand stroke management system is founded on the Western

disability care model. In the last few decades, the New Zealand model of eld-

erly/disability care shifted from an institutional system to a family-orientated
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system leading to an increased reliance on the informal care workforce. The

current stroke management pathway available in Auckland, New Zealand gen-

erally begins in the hospital setting where survivors are treated for acute stroke

symptoms. They are then referred to inpatient rehabilitation either within

the hospital setting or in a rehabilitation facility. When the stroke survivor’s

condition is no longer critical and they have regained some functioning, they

are discharged back home for ongoing stroke management and community

based rehabilitation. The informal family care workforce provides the long

term care/management for the majority of the stroke survivor’s post discharge

care.

The most relevant policy responsive to the informal family care workforce

for stroke families is the New Zealand Carer’s Strategy () and its five year

action plan. Although the strategy and the five year action plan provided some

direction for support services to address the needs of the informal care popu-

lation, the current status and rights of informal carers in the greater political

system is still ambiguous. This issue, particularly the possible funding system

for informal family carers, is currently being debated by the New Zealand

government, Ministry of Health and carer interest groups. The outcome of the

current redefinition of the informal care workforce will influence the direction

of the future support services for family carers caring for stroke survivors.









Methodology

This chapter presents the study design, methodology, data collection and

analysis methods employed in this study. A qualitative research approach

was used to carry out the research investigation, and an overview of the study

design will be introduced. Key elements of the interpretive phenomenological

analysis (IPA) which were used to guide the methodology will be presented.

As aforementioned in the introduction, I have two roles of relevance in this

study—I am both the researcher and an informal family carer for a stroke

survivor. Therefore, this relationship of the researcher as an “insider” needs to

be further explored. This will be done particularly in terms of its impact to the

rigour of the data collection and analysis process, and the validity of the data

being presented.

Data collection was performed using semi-structured interviews. The

development and an overview of the interview schedule is summarised. The

ethical considerations for this study will be discussed. The recruitment process

undertaken to gather the sample of  informal family carer participants is

outlined. The process of the data collection will be described in detail. The data

analysis was informed by the IPA approach, where the emergence of themes

were analysed with reference to the researcher’s reflexivity and interpretations

(Smith et al., ).

. Study Design

This section seeks to provide a comprehensive overview of the rationale used

to establish an appropriate study design. The subject of interest in this

study—“experience”—is a phenomenon shaped by individuals’ perspectives,

understanding and interpretations. As such, the particular experiences of

informal care-giving within stroke families of stroke survivors in Auckland

are regarded as a context-specific phenomenon. The shared physical and struc-

tural landscape of the health and social systems of Auckland contributes to

similarities in family care-giving environment. At the same time, differences
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in family carers’ ethnic, cultural and gender backgrounds may impact on the

uniqueness of their experiences as informal family carers. Qualitative research

approach, IPA methodology and my role as an insider of the phenomenon and

a researcher provided the study approach allowing for complex investigation

of the phenomenon of interest.

.. Qualitative Research

Qualitative research encompasses a wide range of research approaches and

methods. Qualitative research is not simply research of “qualitative data”,

data of a qualitative nature, but rather research conducted with a “qualitat-

ive stance or lens” (Attride-Stirling, ). Providing an all encompassing

definition for qualitative research is difficult because as countless scholars

have argued qualitative research is not a fixed model of inquiry but rather a

collective of different paths of inquiry sharing the same philosophical stance

(Crotty, ;Janesick, ). However, there are a number of key elements

that are fundamentally shared between different approaches to qualitative

research. These are, ) research as a holistic and flexible approach where the

context of which the phenomena being researched is regarded as a complex

system; ) naturalism, the focus on research conducted in a natural setting; )
research with the core interest in perspectives, understanding and meaning;

mostly things that cannot be understood simply through the understanding of

numbers; ) research concerned with an inquiry process, where an inductive

approach is mostly used to abstract meaning from data; and ) the inclusion of

participants’ voices and researcher’s reflexivity (Crotty, ; Patton, ).

The five features outlined for qualitative research provided a research

design that facilitated my investigation into the experiences of informal family

carers for stroke survivors. The holistic and flexible nature of this research

approach allowed me to explore the different components and depth of fam-

ily carer’s experiences. This was done through the use of semi-structured

interviews where the participants had the ability to open new pathways of

inquiry during our interaction. The importance of noting the complexity of

the informal family care-giving phenomenon was necessary, as the previous

chapters have outlined the complex nature of this experience and it should be

examined as so.

The emphasis on naturalism guided my interaction with the participants

to take place in the real world setting. In all but three of the  interviews

conducted, the interviews took place in the participants’ homes, sometimes in

the same homes as their stroke relatives being cared for. This allowed for me,

as the researcher, to gain the full sense of the participants’ experiences through
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being engaged in the same space and environment as where the experiences

normally take place. It also meant that the participants were able to interact

with the researcher in an environment which they have control over and are

comfortable in, rather than an environment where the researcher dominates or

has manipulated.

.. Interpretive Phenomenological Analysis (IPA)

IPA was the theoretical framework guiding the methodology of the study

(Crotty, ). The underlying concern of the theoretical perspective is the

stance it takes on the assumption of “reality”. The theoretical origins of IPA

are rooted in phenomenology and hermeneutics perspectives . Both of these

theories fall under the interpretive paradigm, where the assumption of “reality”

is not fixed (Crotty, ). This perspective considers there to be multiple

realities. These realities can co-exist within the same situation or contexts. It is

the socio-psychological situation that construct these “realities”.

Phenomenology examines everyday experiences of individuals in an at-

tempt to provide in depth understanding of the experience in its own contexts,

as the way it occurs (Smith et al., ). Husserl () described the core

philosophy of phenomenology to be an objective study of our understanding

of experiences through understanding our consciousness. In another words,

phenomenology approaches ordinary events and/or activities in everyday

life with an inquisitive lens (Brocki and Wearden, ; Smith et al, ).
Phenomenologists or researchers in phenomenology seek to make meaning

from participants’ portrayal of their experiences understood through the parti-

cipants’ perspectives (Smith et al., ).

In health and psychology research of phenomenology, the purpose of

the investigation is to identify third party experiences that are significant

to their health, well being and engagement with the health system (Brocki

and Wearden, ). Under this branch of phenomenological research, the

key concern of the investigation is the meaning of “being” or the participant’s

subjective life-world under a specific health related condition, such as living

with a chronic illness. Individuals’ experiences are defined by their personal

account of events under such conditions, and these are to be seen as a “reality”

through the participants’ eyes. Phenomenology offered the focus of exploring

individuals’ “experiences” in IPA (Smith et al., ).

Hermeneutics is the theory of interpretations. Within this theoretical

perspective, the varied nature of realities means that realities can only be

understood as they are in their natural state through the use of language. It

is with our understanding and interpretation of language that enables the
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researcher to become aware of the “realities” or “experiences” of the subjects.

Hermeneutics principles overlap the scope of phenomenology, as the latter

approach is very dependent on researcher/participant interpretations of their

experiences. Hermeneutics emphasised the important role of language as the

medium for conveying meanings in IPA (Smith et al., ).

IPA combines the interests of phenomenology and hermenutics; it seeks

to question what individuals’ experiences are like and understanding how

these experiences are interpreted. In addition, the inclusion of the researcher’s

reflexivity—reflection on their personal background and perception which can

influence their interpretation of their participants’ interpretations—provides a

double hermeneutics approach (Smith, ).

The IPA methodology embraces three distinctive features—idiographic,

inductive and interrogative (Smith, ). IPA is idiographic in nature be-

cause it is focused on a relatively small sample of case studies, but applies

detailed examination of these cases to extract complex meanings. Typically,

the sample should contain the most well-informed participants of the studied

phenomenon. The purpose of the study is not to generalise the findings to a

more general population, but to provide a realistic and holistic portrayal of

the experience of the participants in that phenomenon.

The inductive nature of IPA is reflective in both the study design and ana-

lysis. Semi-structured interviews are the most common method for IPA data

collection(Smith et al., ). Asking open-ended questions and allowing for

unanticipated discussions during the interviews are techniques established in

IPA to maintain the flexible and adaptive nature of the investigation. Simil-

arly, IPA encourages a flexible and open state of mind during the inductive

approach to analysing the data. The ultimate aim for the researcher is to

adequately interpret the meaning of the participant’s experiences, but also

allowing for the researchers to learn new insights or perspectives on general

human experiences.

The interrogative aspect of IPA lies in the discussion of the findings. In-

depth analysis is required to be brought back into the context of the phe-

nomenon. This is then discussed in relation to the greater body of the literature.

Even though the focus of IPA is the unique experiences of the individuals; this

alone cannot be meaningful without association with the context (ibid).

The data analysis process of IPA includes specific steps (Smith et al., ).
These are summarised as the following;

• Close reading of interview material to gain a comprehensive initial un-

derstanding of the experiences of each participant





.. Study Design

• Identification of initial emergent themes—these act as the broad categor-

ies guiding the understanding of participants’ experiences

• Developing and engaging in a dialogue between the research, the tran-

scripts (data) and the researcher’s psychological knowledge of the parti-

cipants’ contexts of their experience

• Identification of the relationships between the key themes

• Organisation of data to allow for readers to trace the process—from

initial understanding of transcripts, to the clustering of themes, and the

development of thematic relationships

• Reflection and evaluation analysed data through supervision, collabora-

tion or audit to confirm the validity of the researcher’s interpretations

and understanding

• Development of full narrative of the in depth experiences of the phe-

nomenon being studied

• Researcher reflexivity; identification of researcher’s own perceptions and

preconception

IPA, as a research approach well used in studying experience, was adopted

in the study because it is most suitable for grounding the investigation of the

informal family care-giving experience (Smith et al., ). The assumption

in this study is that the family carer’s experiences are their realities. These

realities are subjective to the socio-psychological situations - such as cultural

differences between Chinese and Europeans—which shaped their experiences.

Therefore, differences in the experiences of different family carers are expected

due to differences in their ethnicity, gender, and migration backgrounds. This

paradigm and methodology allow different realities to be explored.

.. Researcher as an “Insider”

It is a common practice in qualitative research for the researcher to be an active

member, or “insider” of the phenomenon being studied. This is particularly

justified when the research population being studied is from a culturally

and linguistically diverse community (Irvine et al., ). Some evidence

has suggested an increase in the rigour of the research when the researcher

conducting the study shares common language or culture with the participants

(Kusow, ). This may be more important in IPA studies as the shared

knowledge and understanding of a set of cultural beliefs and the way meaning
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is conveyed in language dictates the ability of the researcher to be a valid

interpreter of the participant’s experiences (Kusow, ; Irvine et al., ).

At the same time, some scholars have cautioned issue with an insider re-

searcher blurring between being a subjective participant of the phenomenon

and an objective researcher (Maines, ). The shared familiarity of the

participants’ experiences to those experienced by the researcher may indir-

ectly enhance or affirm the researcher’s preconceptions of the phenomenon.

Similarly, a heightened sense of solidarity between the researcher and parti-

cipants may prompt the researcher to accept the perceptions of the participants

without an objective evaluation of the phenomenon (Waters, ). These ar-

guments highlight the importance for researchers to increase their awareness

of their preconceptions of the phenomenon of interest prior to engaging with

the participants to minimise the contamination of the data. In IPA studies,

the process of bringing forth the researcher’s potential biases is necessary

through researcher’s reflexivity and constant discussion or data checking with

supervisors, other experts in the field or the participants (Smith, ).

In this study, I, as the researcher, can be considered an “insider” from two

different angles. My most obvious role as an insider is my ongoing role as an

informal family carer for my stroke-impaired mother. Through my personal

experiences in this role, I am more aware of the informal care workforce

contexts relevant to the participants. In addition, my ethnicity and my status as

a migrant would also place me as an insider with the Chinese participants and

migrant participants. These commonalities assisted me to establish rapport and

trust with participants and reduced miscommunication due to the researcher

and participants not speaking the same language.

Fundamentally, IPA research is interpretive in nature and requires the

researcher to adopt the lens of the participant to effectively describe and

understand their phenomenon. However, it was important for me to follow the

rigour of IPA research, particularly on self reflection, to identify and isolate

my personal preconceptions of my experiences as a family carer to reduce its

impact on my interpretation of the data.

. Interview Schedule

The development of the interview schedule was guided by the research ques-

tions outlined in the introduction and the literature. They were used for the

purpose of providing context and prompts for the participants, not for dic-

tating the content of the interview. I often explored questions beyond what

was included in the interview schedule when a path of new inquiry emerged

from my conversation with the participants. The participants were also encour-
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aged to explore and elaborate on information that offered rich insights into

their experiences. The full interview schedule is included in Appendix E for

reference.

The questions included in the interview schedule can be broadly divided

into four parts. The first part gathered information on the roles of informal fam-

ily carers for stroke survivors. The second part explored relationships between

the family carer and the other parties affected by their family member’s stroke.

The third part questioned family carers knowledge and interaction with the

greater health system throughout their care-giving journey. The fourth part

touched on cultural and societal beliefs and expectations influencing the role

of the family carer.

In the first part of the interview schedule, the participants were first asked

ten closed questions regarding their background as a family carer. They were

asked to identify their age, gender, ethnicity, marital status, living arrangement,

qualification, employment status, relationship with stroke survivor, health

outcomes of their relative’s stroke, and where applicable, migration history to

New Zealand. The participants were then shown a table of types of common

care tasks (Table .). The tasks and responsibilities provided by the family

carer was also summarised in terms of four categories: basic activities of

daily living (BADL), instrumental activities of daily living (IADL), household

tasks, and others. They were asked the following closed questions—types

of tasks they were involved as a carer, if they share care tasks with others,

and frequency of performing care tasks. In addition, the participants were

asked seven questions regarding their feelings towards being a family carer,

coping capacity, physical and emotional health, and coping strategies. Some

of the questions were open questions to allow for the participants to give free

description of their well being, other questions were closed and specific to

address key aspect of health outcome, such as quality of sleep.

The second section of the interview schedule, the participants were asked

three questions regarding relationship change with the stroke relative being

cared for, other family members, wider social network, and employment. The

questions included closed questions targeting specific changes observed in the

relationship changes, and open questions investigating how the relationship

changes had made them feel. A set of more specific questions were presented

for their relationship with formal carers hired by the government. For those

who have received assistance from formal carers, they were asked to describe

the types of tasks performed by the formal carers, whether the tasks were

shared between the participants and the formal carers, and the frequency they

were receiving this service. The participants were referred again to Table ..

The third section of the interview, the participants were asked to examine
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Types of tasks Participant’s Task shared Frequency
involvement with others (hours per week)

BADL (examples:
eating, grooming,
bathing, dressing,
toileting)

IADL (examples:
telephone calls,
reading, medication
management, money
management,
transportation)

Household tasks
(examples: shopping,
preparing meals, laundry,
light housework, home
maintenance)

Others

Table .: Table of care-giving tasks according to participant’s involvement,
tasks sharing and frequency (as included in the interview schedule)

their knowledge and use of carer support services and resources available

to stroke families. Firstly, the participants were asked to describe how they

deal with challenges faced in their day-to-day carer responsibilities, and the

assistance they used to overcome the challenges. Secondly, they were asked

to identify their knowledge of existing carer support services and resources.

Thirdly, they were asked to outline their usage of these services and reason

for using them or not using them. Finally, the participants were asked to give

recommendations for service improvements to meet their specific needs as a

carer.

The final part of the interview, the participants were asked to describe

their understanding of cultural and societal beliefs and expectations for the

informal family carer role. They were first asked to describe their reason

for being a family carer. Then they were asked to discuss their perception

of the relationship between gender roles and the carer role. They were also

encouraged to describe their experiences in relation to greater societal gender

expectations. Chinese participants were asked to discuss the relationship

between cultural family values and the carer role. They were asked to describe

what Chinese culture meant to them and how this may be expressed in their

care-giving relationships.
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. Ethical Considerations

Ethics approval was granted for this study by The University of Auckland

Human Participants Ethics Committee (UAHPEC) on th of April, . A

number of ethical issues were addressed in order to gain the approval from

the committee.

The interview content included highly personal details of the participants

and the stroke survivors being cared for. Ensuring the privacy and confidential-

ity of the participants were important ethical concerns for this study. Measures

were put in place to ensure the anonymity of the participants. No identifying

information about the participants and their families were included in this

thesis or any future publications. All participants were assigned a numeric

code from the start of their participation, and any relevant data—such as tran-

scripts and sound files—were referenced by the numeric code only. Documents

containing personal details of the participants were locked away at a secure

location at the University of Auckland, and the electronic files were stored in

a secure location. Only I, as the researcher, have access to these documents.

These documents and files will be kept safe and be destroyed after six years.

Another measure to ensure the participants’ confidentiality was through

the recruitment process. Participants made the initial contact with myself to

express interest for participation. This was not done through a third party, such

as the recruiting NGOs. This way, only the participants, the stroke survivor

they cared for, and myself have knowledge of the participant’s participation.

In the one case where an interpreter was present at the study, the participant

was also referred to as her numeric code. The interpreter was briefed about

participant’s confidentiality and signed a confidentiality agreement prior to

the interview. The participant was made aware that the interpreter had signed

a confidentiality agreement.

The role of the stroke survivors being cared for by the participants was

very unique in this study. Even though the stroke survivors were not directly

involved in the interview process, the interview content overlapped significant

personal information of this party. The care relationship between the parti-

cipant and the stroke survivor is a very intimate interaction. Stroke survivors’

privacy will inevitably be breached in the interview process because it would be

impossible to discuss the care-giving experiences of the family carers without

discussing the stroke survivor. Therefore, the participation criteria were set

in a way that ensured family carers couldonly participate in the study with

the consent of the stroke survivor being cared for. A copy of the participant

information sheet and the consent form were sent to each stroke family that

had expressed interest in participation. In some cases, the stroke survivor did





. Methodology

not give permission for the family carer to participate. These family carers

were not included in the sample. The  participants in the sample all gained

consent from their stroke family member cared for to participate in this study.

. Sampling and Recruitment

Sampling in qualitative research is done with the purpose of targeting par-

ticipants with the knowledge to provide insights for answering the research

questions (Patton, ). Therefore, recruitment for participants is usually

done through targeted channels. The exploratory nature of qualitative research

also means that a relatively small sample of well-informed participants is

sufficient for providing the knowledge required for the study.

For this study, the participants targeted for the purposive sample were 
New Zealand European and Chinese informal family carers for stroke survivors

living in Auckland, New Zealand.  New Zealand European and  Chinese

family carers were allocated for the sample. The particular inclusion criteria

were as follows:

• Family carer involved in unpaid support or care for stroke survivor for a

period of at least six months

• Family carer over  years of age

• Family carer from either New Zealand European or Chinese ethnic back-

ground

• Family carer with consent from stroke relative being cared for to take

part

The inclusion criteria of participants aged  and over aimed to only include

adults of a legal age to participate in the study. The inclusion criteria of

recruiting participants who have had six months of care experience was put in

place to reduce the potential burden of participation in the study for newer

family carers. Research has illustrated that the first months post-stroke is

the most traumatic and stressful period for stroke families due to significant

adjustments experienced during that period. Invitation to participate in the

study during the early months of adopting the family carer role may pose as an

intrusion to these newer stroke families. The decision to include participants

with at least six months of experiences was deemed appropriate by the findings

from the literature (Taub et al., ; Van Den Heuvel et al., ). However,

one participant, with only four months of care experience at the time of the

interview, requested to be included in the study. I explained the concerns for
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intrusion and burden to the participant. The participant assured the me she

was satisfied with the scope of the interview and was comfortable to participate

in the early stages of her care-giving experiences, therefore, she was included

in the sample.

The recruitment for the participants was primarily through three non-

government organisations (NGOs) working with stroke families in Auck-

land—Stroke Foundation of New Zealand, Laura Fergusson Trust, and Buddhist

Compassion Relief Tzi Chi Foundation New Zealand. These agencies were

selected due to their established relationships with stroke families and their

wide membership of stroke survivors. I approached these organisations to

advertise the study to their membership. The advertisement was provided in

both English and Chinese. These were targeted to the stroke survivors, who

were the dominant members of the organisations, seeking their interest to

pass the information on to their family members. Interested family carers

made contact with me directly by phone or email to express interest in the

study. They were then sent a set of documents providing an explanation and

information regarding the study. The set of documents included a participant

information sheet for the family carer, a participant information sheet for the

stroke survivor, a consent form for the family carer, and a consent form for

the stroke survivor. Even though the stroke survivor was not directly involved

in the interview process, it was important to gain consent from the stroke

survivor for the family carer to take part in the study. This was done to ensure

the content of the interview concerned personal information of the stroke

survivor. Once the interested family carer read through the information and

gained consent from their stroke survivor cared for, they contacted me by

phone or email to confirm their participation in the study and an interview

was organised.

Snowballing—the use of early participants in the study to recruit poten-

tial participants—assisted with the recruitment process. Some participants

who had taken part in the interview volunteered to pass on the recruitment

advertisement, or through word-of-mouth promoted the study to other stroke

families in their networks. Most of these networks existed within the mem-

berships of the three NGOs. This recruitment method was particularly useful

amongst the Chinese participants. The initial response rate from Chinese

participants through the organisations recruitment was low. However, Chinese

participant responded to recruitment through snowballing very well. This was

a reflection of differences in cultural appropriateness of the two recruitment

approaches (Atkinson and Flint, ). The process of communication between

interested family carers and I was the same as above.  European and 
Chinese family carers were recruited for the study.
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An English version and Chinese version of the advertisements, participant

information sheets, and consent forms are included in the Appendices.

. Data Collection

 semi-structured interviews were conducted between th June to th August,

.  of the  interviews were conducted one-on-one between myself (the

researcher) and the participants. One interview was done with the assistance

of an interpreter. All of the interviews were conducted in Auckland.

After the family carer and stroke survivor were informed of the study and

had given consent to partake, the family carers contacted me by phone or

email to confirm his/her participation. I made an appointment with the each

participant to conduct the interview at a location of their choice.  of the 
participants chose to have the interview at their homes. Of these,  locations

were also the homes shared between the participant and their stroke family

member being cared for. These were the locations where most of the informal

care-giving takes place. Many stroke survivors being cared for were present

in their homes at the time of the interview and I was introduced to them by

participants. The three interviews that did not take place in the participants’

homes took place at a cafe or food court specified by the participants.

Prior to the commencement of the each interview, I highlighted the import-

ant parts of the participant information sheet to remind the participants of

their rights. I reminded them that they were not obligated to answer any of

the interview questions they did not feel comfortable with. They were able

to terminate the interview at any point. I also asked each participant if they

were willing for the interview to be recorded explaining the material would

be transcribed and used for data analysis. I emphasised the content of the

recorded material would be used by myself only. It would be stored in a safe

location at the University of Auckland and destroyed  years afterwards. This

was also the opportunity for the participants to ask any questions they had

regarding the study and for me to clarify any of their concerns. All  of the

participants agreed to have their interview recorded. The interviews were only

recorded from the point when permission was granted by the participants.

As I am a fluent speaker of both English and Cantonese, I conducted all

of the English interviews and all but one of the Chinese speaking interviews

alone. For the only Mandarin speaking interview, I had an interpreter present

to assist with the translation for my part of the interview. For this interview,

the participant was informed of the presence of the interpreter prior to the

interview and gave consent for his involvement. The interpreter was briefed

on confidentiality and signed a confidentiality agreement before the interview.
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Although I am not a native speaker of Mandarin, my comprehension of the

language was sufficient for me to understand what the participant was convey-

ing without translation. This one sided translation process was employed to

reduce third-party interpretation of the data.

The length of the interviews varied between  minutes to over  hours,

with the median interview length to be  hour and minutes. The minute

interview was notably shorter in duration than the other interviews; this was

because the participant who took part in the study was caring for a stroke

relative who has had a minor stroke. The lengthy nature of the interviews

reflected the rich information the participants had to offer. The interviews were

semi-guided by the open-ended questions outlined in the interview schedule.

Throughout the interview, the participants were encouraged to elaborate on

their personal experiences by telling me their stories. I adopted the approach

of introducing myself as a stroke family carer at the beginning of the interview

as a strategy to establish empathy and rapport with the participants. Where

appropriate, I invited the participants to lead in new paths of inquiry reflective

of their experiences.

Each participant was offered a $ supermarket voucher as a koha for their

time. Three participants declined to accept the koha after the interviews.

Staying consistent with the IPA methodology, a process for participants

to help with the checking of the data interpretation was available. After the

interview, each participant was offered a copy of summary notes of the key

topics discussed in the interview. They could check the notes and edit them

in their own time before sending them back to me to be included in the final

analysis. Five out of the  participants accepted the offer of the summary

notes checking, where one participant edited her copy of the notes for the

checking process.

Throughout the data collection process, I kept notes documenting my

personal reflections of the interviews—including my personal feelings and

perceptions, and my immediate memory of the key topics discussed in each in-

terview. This was done to assist with the data analysis process and researcher’s

reflexivity.

The profiles of the final  participants—in terms of age, gender, rela-

tionships, length of care, living arrangement, and migration history—are

summarised in section ..

. Analysis

The data for this study was analysed using the IPA methods as described by

Smith et al. (). The initial phase of data analysis began soon after the
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first interview was conducted. Since the data collection process spanned two

months, the early stages of analysis overlapped the data collection period.

In order to ensure the authenticity of the data, I transcribed the recorded

interviews during and after the data collection period. The process of revisit-

ing the interview content through deep listening in the transcription process

helped me to further engage in the participants’ descriptions of their experi-

ences. The benefit of having same researcher conducting the interviews in the

original environment and doing the transcription is that the nontransferable

data—such as tone of voice, pauses, and laughter—would not been lost in the

transcription process. I also translated the Chinese speaking interviews alone.

The Chinese interviews were directly translated and transcribed in English.

This was done to preserve the authenticity of the meaning conveyed by the

participants, as meaning can often be altered through third-party translation

and interpretation.

Interview transcripts were read and re-read for me to become familiarised

with the content and contexts. Initial thoughts and feelings towards the data

were noted during this phase. These included noting down key phrases used

by the participants, and repetition of key words used linked to various descrip-

tions of their experiences. Some of these notes became summaries distributed

to the five participants who requested a copy. These summaries were used

as data checking and validation of the interpretation. Only one participant

included additional information in her copy of the notes. This was returned to

me and I included the additional content in the revision process.

After reading through and making notes on the first four interviews, some

common themes in the data began to emerge from the descriptions and key

words used. These became the broader categories of themes used to guide the

reading of the latter transcripts.

After reading and reviewing through the first twelve transcripts, there was

enough clustering of themes to create the first set of codes for the analysis. This

coding system, along with the electronic copies of the transcripts was uploaded

into the qualitative analysis software MAXQDA . This software was used

as an organisational tool for sorting out and linking the specific content of

the transcripts to the codes. The analysis was done manually by myself. The

coding process continued with the rest of the transcripts. During this process,

the coding schedule was constantly edited and updated, allowing for new

themes to emerge until it reached saturation. After the coding process was

completed, the themes and sub-themes presented through the coding system

were analysed for similarities and differences between the different variables

in the sample. The variables included ethnicity, gender, age, severity of the

stroke, length of care, migration history, family structure, acculturation, and
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health system journey. Relationships between the themes and sub-themes were

also reflected upon during this stage. The most key themes emerged from the

participants’ experiences were identified. These are outlined in the results

chapters  to .

The final stage of IPA specified the importance of reflexivity of the re-

searcher in order to understand and justify their interpretation of the parti-

cipants’ experiences. This was done throughout the data collection and analysis

process where I have taken notes and reflected on my personal experience

through the process. I have had discussions with my supervisor regarding my

thoughts and perceptions about the information I was encountering and how

this has shaped my personal understanding of the informal family care-giving

journey. I have further summarised and discussed this reflective process in

chapter eight, where my personal perceptions, conceptions and processes are

examined. This is done particularly with reference to my personal background

as a family carer for a stroke survivor, a young woman, and a first generation

Chinese migrant.

. Chapter Summary

The study design for this study was based on a qualitative research approach,

specifically guided by the methodology of IPA. IPA is an inductive approach to

investigate human experiences in specific social and/or health contexts. IPA

is founded on the theoretical perspectives of phenomenology and hermeneut-

ics. As such, it embraces the phenomenological exploration of experiences

through the viewpoint of individuals engaged in the phenomenon, as well as

the hermeneutics interest of how individuals interpret their experiences. In

addition, IPA is also concerned with the process by which the researcher make

sense of the experiences being presented by the participants—therefore, the

interpretations of the researcher is also explored resulting in a double hermen-

eutics approach, unique to IPA. IPA provided this study with a framework to

explore the lived experiences of informal family carers for stroke survivors in

Auckland as a context specific and complex phenomenon.

My role as a researcher and an informal family carer for a stroke relative

positioned me as an insider researcher. This produced benefits for the study in

terms of enabling me to established rapport and trust with the participants.

However, I was also aware of the potential risk of blurring the boundary

between my objectivity as a researcher and my solidarity with the participants.

IPA highlighted researcher’s reflexivity as an important strategy to maintain

high rigour of the research process.

The methodology used in this study included the development of an inter-
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view schedule, gaining ethics approval for the study, sampling and recruitment

of participants, data collection and analysis. The interview schedule was de-

veloped as a guide for the semi-structured interviews. The four key areas of the

interview schedule were responsive to the research questions outlined. Both

opened and closed questions were included.

Ethical approval for this study was gained from UAHPEC before the com-

mencement of the study. The personal discussion of the carer experiences

highlighted the indirect involvement of the stroke survivor in this study. In-

form consent was obtained from both family carers and stroke survivors being

cared for to ensure stroke survivors were aware and were willing for their

family member to participate in the study.

A purposive sample of  informal family carers for stroke survivors was

included in this study. Of which, were European carers and were Chinese

carers. The participants were recruited through three NGOs working with

stroke families in Auckland. The inclusion criteria included family carers

involved in unpaid support for stroke survivor for at least six months, aged 
years and above, of European or Chinese ethnicity, and gained permission to

participate from stroke relative cared for.

Data collection was done using semi-structured one-on-one interviews. The

interviews were mainly conducted in English and Cantonese. One Mandarin

interview was conducted with the assistance of an interpreter. The interview

material were recorded with the participants’ permission and later transcribed

for analysis. Five participants took part in the data checking process. They were

sent summaries of the key discussions in the interview; only one participant

edited the summary.

The analysis of the interview data was done according to the analysis pro-

cess outlined in IPA methodology. The transcripts were analysed inductively

for common themes. The relationships between the key themes were explored

to emerge a more comprehensive narrative of the experiences. The key themes

were checked with the supervisor and participants for consistency. A reflection

of my own preconceptions and perspectives was done throughout the process

to increase objectivity of my interpretations of the data.







Results—Roles of Family Carers for Stroke
Survivors

The following chapters—chapters  to —report the key results of this study.

Eight major themes emerged from the analysis; these were profile information,

stroke outcome, responsibilities of carer role, carer’s identity, carer’s values,

migration, gender roles and interaction with system and infrastructure. The

key themes were then further reflected upon and the inter-relationships of

the themes were explored. Finally, the eight themes and their relationships

were synthesised to address the four key research questions of this study.

The material corresponding to each research question is summarised in the

following three chapters. The description of the eight emerged themes and

their response to the research questions are summarised in Table ..

This chapter presents the findings from the interviews describing the in-

formal family carer role for stroke families in Auckland, New Zealand. Firstly,

a summary of the participants’ profiles is provided. Secondly, the specific tasks

and responsibilities—participants’ perceptions of their duties and obligations

related to their care-giving role—are outlined. Thirdly, the psychological and

physical health impact of the care-giving role are summarised.

In addition, this chapter also describes the impact of the informal carer role

on relationship changes experienced by the participants. Participants discussed

issues around role exchange and subsequent role conflicts. The participants’

coping, or the lack of coping, of the demands of their role are outlined. The

section further summarises coping strategies used by participants to gain

acceptance for their care-giving situation.

The results reported in this chapter aim to address the research questions of

“What are the roles of being a family carer for stroke-impaired relatives in New

Zealand?” and “How do the different roles of being a family carer influence

the interaction and relationship with family member cared for, other family

members, wider society, and formal carers?”.
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.. Description of Participants

European Chinese

Gender
Male  
Female  

Age range
Under   
-  
+  

Relationship with stroke survivor
Spouse * 
Adult Children (including in-laws)  
Parent * 
Sibling  

Currently living with stroke survivor
Yes  
No  
Stroke Relative Deceased  

Length of care
Under  year  
 year + to  years  
 years to  years  
 years +  

Employment
Full Time  
Part-time/Causal  
Unemployed  
Retired  

Total  
*One participant was a carer for both her late husband and her adult son

Table .: Participant Profiles Data: Gender, Age, Relationship, Living Arrange-
ment, Length of Care and Employment

. Description of Participants

This section provides the description of the participants’ profiles. This sample

of  participants displayed varied backgrounds in terms of gender, age, rela-

tionship with the stroke survivor, living arrangement, length of care-giving,

employment and migration history. This is reflective of the diversity within

the informal care workforce. The collective profiles of the participants are

summarised in Table ..
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.. European Sample

Ten European family carers took part in this study. Eight participants were

female and two were male. The age range for the participants in this sample

spanned from  to , of which, five participants were over  years, four

participants were between  to  years and one participant was under 
years.

The relationship of the participant to the stroke relative being cared for

was dominantly spouses. Seven of the ten Europeans participants were spouse

carers for their stroke relative, of which there were five wives and two husbands.

The remaining participants were adult daughter carers. Interestingly, one

spouse carer for her late stroke-impaired husband was currently caring for her

stroke-impaired adult son. Therefore, her experiences of being a family carer

spanned across two relationships.

At the time of the interview, seven of the participants were living with

their stroke relative being cared for and three participants were not. Of the

latter three participants, one lived with her late stroke-impaired husband, but

since his passing is living alone. The youngest participant was living with her

parents at the time of her mother’s stroke; she had to move out of her parents’

home after her mother’s discharge in order to become a paid carer. She became

the formal carer for her mother for months. At the time of the interview she

was no longer funded as a carer.

The length of care up to the point of the interviews varied from months

to  years. Five of the participants had between one to three years of care

experience, three participants had between four to ten years of care experiences,

and two participants had over ten years of care experience.

 years of age is commonly regarded as the retirement age in New Zealand.

Persons over this age are eligible to receive a pension. Of the five participants

who are over , four were retired whilst one was working full time. The

participant working full time in this age cohort was  years old at the time of

the interview.

Four of the five participants under  were were employed at the time of

the interview. Of which three were employed full time and one was employed

part-time. The remaining participant, aged , had retired from her job just

before the time of the interview.

Four of the ten participants in the European sample were not born in New

Zealand. Two participants were over  and came to New Zealand from the

UK in their youth; their children and grandchildren were born in this country.

The two other under  participants are members of the same family—a father

and a daughter— are European migrants from South Africa who have lived in
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New Zealand for over  years. The remaining six participants were all New

Zealand born Europeans.

.. Chinese Sample

Ten Chinese family carers took part in this study. Seven participants were

female and three were male. The age range for the participants ranged between

 to . Four participants were over  years, four participants were between

 to  years and two participants were under  years.

Six of the ten Chinese participants were spouse carers for their stroke

relative, of which there were five wives and one husband. Also included in

this sample were three adult children; an adult daughter, an adult son and a

son-in-law. One participant was a sister to the stroke survivor.

At the time of the interviews, seven participants were living with their

stroke relative being cared for. Of the other three participants, two lived with

their late-stroke spouses while they were alive. One participant was living

with his father-in-law for the first two years after the stroke, however because

his father-in-law’s condition had worsened, he was transferred to a rest home.

The length of care at the point of the interviews ranged from months to

 years. One participant had less than one year of care experience, two of the

participants had between one to three years of care experience, five participants

had between four to ten years of care experiences, and two participants had

over ten years of care experience.

In the Chinese sample, four participants were over the age of . They were

all retired at the time of the interview. The six participants under the age of 
had varied employment statuses at the time of the interview. Two participants

were unemployed, two were employed part-time or on a casual basis, and one

was employed full time. The remaining participant under  had entered early

retirement at time of the interview.

The migration background of the Chinese participant was reflective of

the Chinese population’s long migration history in New Zealand. Two of

the older participants were the second and third generations born in New

Zealand. They were from well established Chinese families with very large

and multi-generational extended families in New Zealand. For the remaining

participants, their countries of origin included Hong Kong (four participants),

mainland China (three participants), and Taiwan (one participant).

The length of stay in New Zealand ranged from  years to well over 
years. Of the eight participants who were born overseas, some had children

or grandchildren born in New Zealand. Two participants were second and

third generation New Zealand born Chinese, and they reported to have large,
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multi-generation extended family living in New Zealand. In particular, three

participants were married to European husbands. In two cases, the husbands

were the stroke relative being cared for. The migration background and ethnic

make up of the Chinese sample emphasised the diversity within an ethnic

minority population.

Table . outlines the codes assigned to the participants. Brief profile in-

formation—the participants’ gender, age and relationship with stroke relative

being cared for—are included. This table can provide a reference point for the

interview materials used as examples and illustrations throughout chapters 
to .

. Tasks and Responsibilities

This section outlines the tasks and responsibilities involved in the care-giving

roles as described by the participants in the interviews. The tasks associated

with the informal family carer role outlined the specific activities which make

up the description of this position. The responsibilities associated with the

informal family carer role described the participants’ perception of their ob-

ligations and duty to perform the outlined care tasks to a satisfactory level

expected in the role. These responsibilities were often described in the form of

minor roles included in the carer role.

.. Carer Tasks

The participants were shown the table of tasks involved in the carer role and

asked to describe the type of tasks they have been engaged in. The tasks

were divided according to four broad categories—BADL, IADL, household

tasks, and others—and examples of each task were included in the table as

prompts (see Table .). Most of the participants have been involved in the

provision of more than one type of BADL, IADL, and household tasks. Many

participants reported to provide all of the tasks outlined and additional tasks,

such as psychological support. The tasks described in the responses from the

participants are summarised in Table ..

All participants reported to be actively providing BADL as part of their

carer role. The types of tasks involved included showering, dressing, assisting

with stroke relative’s eating (including cutting up food and feeding the stroke

relative), toileting (including assisting toileting during the night and nappy

changes), and mobility within the home and out of the home. The participants’

involvement in these tasks was reported to have decreased after the initial

six months to first year of the stroke. As many stroke survivors’ condition
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.. Tasks and Responsibilities

improved, they were able to perform more BADL tasks independently, such as

eating. Stroke survivors were more likely to require ongoing assistance from

family carer or formal home support carer for showering, which was described

to be a more complex form of BADL task.

Most participants described to be involved in some of the IADL tasks. The

types of tasks described included making telephone calls on the stroke relat-

ive’s behalf (including medical appointments), reading to the stroke relative,

managing medication for the stroke relative, money management, transporta-

tion, and travel planning. Participants caring for stroke relatives with speech

and language impairments described language related IADL tasks—such as

making telephone calls, reading and mediating between stroke relative and

medical professionals—to be an important part of their carer role. Participants

caring for stroke relatives with reduced cognitive function were more involved

in IADL requiring high attention and memory, such as medication management

and money management. Similarly, participants caring for stroke relatives

with mobility impairments reported transportation to be a significant part of

their care-giving tasks. Most of the IADL tasks, apart from transportation,

were reported to be done solely by the participants. Some participants shared

transportation tasks with other family members, formal home support carers,

or the use of the Total Mobility half price taxi service provided through CCS

Disability Action Trust and the Auckland Regional Transport Authority.

Most participants described increased involvement in household tasks after

their relative stroke. Participants described taking part in grocery shopping,

meal preparation, laundry, light housework and home maintenance since

before the stroke. However, the work load for these tasks increased because

they had to take over their stroke relative’s share of household tasks. This was

particularly highlighted by participants living with their stroke relative in a

two-person household. Formal home support services were reported to assist

some participants with light household tasks, such as cleaning.

Many participants also highlighted the additional tasks they provide for

their stroke relative that were not part of BADL, IADL and household tasks.

These included liaising and assisting medical professionals, assisting with

rehabilitation tasks in inpatient and home settings, and psychological support

for the stroke relative. Most participants described the ongoing liaison with

medical professionals to be a large part of the tasks involved in their carer role.

Participants were often the first point of contact the stroke relative had with

the medical and health system. For example, many participants reported being

present at the time of the stroke or during other accidents post-stroke where

they had to make critical health decisions for the stroke survivor, and admit

them into the formal health system. Two participants also described having
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assisted with medical tasks provided by nurses during their stroke relatives’

stay in the hospital, such as transporting the patient in and out of bed using a

medical harness and assisting the placement of the food tube.

Some participants described to be an active part in the stroke relatives’

rehabilitation process and their treatment decisions. Two participants also

described being trained by some of the allied health professionals engaged in

the stroke survivor’s rehabilitation to do similar therapy in the home setting.

Physiotherapists and speech therapist had been reported to involve the par-

ticipants in specific rehabilitation tasks during their consultations with the

stroke survivors. Some exercises and skills were passed on to the participants

to be repeated in the home.

Psychological support was also described to be a key task of their carer role

for many participants. Stroke survivors became more emotionally vulnerable

as a result of their stroke; it was reported to be common for stroke survivors

to cry or become sad over small issues. Many participants reported being

the first point of psychological support or the only psychological support for

their relative; they provide informal counselling and reassurance for the stroke

survivors.

The frequency of tasks performance by the participants varied. Importantly,

half of the participants identified the occurrence of their tasks involved in

the carer role to be  hours, seven days a week. They also highlighted how

the emotional engagement and attention required by the carer role did not

stop even when they were not actively performing a particular task. Often the

variation in the level and frequency of tasks provided by the participant were

described to be dependent on the severity of the stroke survivor’s disability.

.. Carer Responsibilities—self perception of the carer role

All of the participants described their care-related responsibilities involved

in the carer role. These were usually discussed based on their personal per-

ceptions toward the obligations and duty expected of being a family carer.

Participants’ descriptions of the carer responsibilities varied, such as being an

occupation, as the sole carer for their stroke relative, as part of their duty as

a spouse and as a financial provider as well as a carer. Two participants also

described the overlapped responsibilities when they were funded to provide

care for their stroke relatives.

Almost half of the participants described the carer role as an occupation.

They likened the often professional nature of the role—overlapping with

medical, nursing and formal care-giving tasks—to be like a “job”.
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Apart from the physical sort of aspects of the job, you know, I am calling
it a job, in a way it is, it is a job (E).

Many participants, particularly most of the spouse carers, described their

responsibility as the sole carer for the stroke survivor. Although some of these

participants had received or were receiving some assistance from formal home

support services, this contribution was described as being minimal. Most

of the spouse participants have extended family, mostly adult children and

grandchildren. However, in many cases, they have explained that they felt

the carer role was their responsibility, not the responsibility of their children.

Furthermore, if the adult children already have children of their own, the

participants emphasised the priority of their children’s attention should be to

raise their own family.

I said to them I think you should go away and invest your own time
in your own lives, come and visit us but she is my responsibility. And
I was really clear about that, I could not see that my children should
sacrifice their life on behalf of my spouse and their mother, and I think
it was the right move. It was the right move. It’s difficult but it doesn’t
matter, they have their whole lives ahead of them, the last thing I want
to do is for them to sacrifice them for us (E).

Other participants explained that there was “no choice” but for them to become

the primary carer for their family member. In most of these cases, the stroke

survivor was offered the option of being transferred to a rest home. However,

in the eyes of most of the participants, having their family member living in a

rest home was considered “not an option”. Therefore, they describe a sense of

duty to be there to support their stroke relative, and their decision in doing so

was expressed with a sense of pride.

Well, there wasn’t a choice. There was no choice other than a rest home.
And I must admit that I am very proud of the fact that in the first year
there was such significant improvement that all efforts and work by the
entire family was worth it (E).

Similar to this notion, some participants also described their perception of

being the “only one” who can truly understand and provide the best care

for the stroke survivor. Their long-term bond with the stroke survivor was

suggested to be of more importance and relevance to the stroke survivor’s

ongoing needs than any professional care institution.

Yeah you think, I think that I am the only one who can take good care
of him (C).
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More specifically, some spouse participants regarded their carer role as part

of their duty as a spouse. The bond through marriage was described to be

based on a promise to be there for the other person through sickness and in

health. Therefore, the carer role was considered being part of the fundamental

element of this social contract.

I will help you regardless—this is what husband and wife do (E).

Actually, I don’t think this is a Chinese value. All people from any
culture if you are a married couple, just like they say in the bible, for
better for worse you have to be there for them. Whether Chinese or
English it’s the same (C).

For under  participants who were employed at the time of the interview,

most identified to be the sole financial provider for their family. Therefore,

they described the dual roles of being the main carer and the stroke survivor’s

financial support. In many cases, financial assistance was not available to many

stroke survivors or the participants. These participants had to juggle two sets

of responsibilities needed to support their stroke relative.

Two adult daughter participants became paid carers for their stroke im-

paired mothers for a short period of their care journey. Under this funding

scheme, the participants described how they held responsibility both to their

mothers but also to the service provider that were contracted to. This dual

responsibility at times created conflicts for the participants. One participant

described how she had to perform the care tasks according to the schedule

outlined by the agency, rather than what works best for her and her mother.

The involvement of formal services provided more complications for these

participants.

I find the system very restrictive to family carers—there are a lot of
things that are not suitable for us. For example, we need to tell them
exactly what we are doing at specific times, like we will do the showering
at pm. I had to call up and give a keyword on their end. I found this
system to be very non-trusting to family carers (C).

.. Assistance from Other Family Members and Relatives

Many participants reported other family members, relatives and close friends

to be a key source of support system for the carer role. In most of these cases,

the care-giving tasks and responsibilities identified were shared with other

family members to some extent and the carer role were more likely to be

perceived as a collective responsibility. This was particularly common for

participants living in a multi-member or multi-generation household.
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Yes, it’s always just been us all these years. We deal with it everyday.
Like my daughter and my son-in-law, they have done so, so much. They
were never concerned about the dirtiness, they just get in there and get
things done (C).

However, other participants described themselves to be the sole carer for their

stroke relative even though they have an extensive family network in New

Zealand. The key reasons outlined for the lack of extended family involvement

in post-stroke management were the family member’s availability to perform

the tasks and individual’s personality traits and capacity to fill the carer role.

Participants described availability to provide care in terms of living ar-

rangement or proximity of the stroke relative to other family members to be an

important factor for care task allocation. For some participants, their extended

family members did not live close to Auckland and therefore had limited regu-

lar interaction with the stroke relative. In such cases, these extended family

members were not able to share most day-to-day tasks involved in the carer

role. Similarly, extended family members who work full time or work overseas

did not have the time availability to share the care-giving tasks, which also

prevented them to be an active carer for the stroke survivor.

That’s right. Not much [help from the other siblings] because they know
that I am looking after her now, and I get a bit frustrated sometimes
because I don’t get any time off sort of thing. I did speak to them recently,
well the older sister and she off travelling a lot as well. You know, and
she’s got one daughter so she goes and see her. She was living in New
York, her daughter, but now they are living in Australia, so.... but we
see the other younger sister, she is working full time (C).

In addition to family members’ availability, some participants described the

personality traits and personal capacity of their other family members made

it difficult for them to share the care-giving tasks. In terms of personality

traits, the participants were more likely to describe themselves as being more

“caring” than their other family members and therefore they became the likely

choice to become the sole carer. For example, one participant explained how

she was more suited to provide care than her sisters and therefore she became

the key carer for her mother.

You know people deal with things differently. I mean they [other sisters]
weren’t even good in the hospital; my little sister turns green when she
sets foot in the hospital so (laughs) (E).

Some participants highlighted the compatibility of the stroke survivor’s person-

ality to that of the carer’s as an important element for their family’s decision of
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care allocation. Family members who had had a better pre-stroke relationship

with the stroke survivor were more likely to be actively involved in the post

stroke care. The more favourable pre-stroke relationship between the parti-

cipant and the stroke relative provided an easier transition into the ongoing

post-stroke management relationship.

I think that’s why they [other family members] asked me to come because
I am the closest, our personalities are very similar, I mean we can have
our heat ups and arguments and then it just blows over. And we get
on quite well, we have a similar taste and stuff like that and similar
friends, compared to the other sisters (C).

In terms of personal capacity to provide care, participants described how some

of their other family members were less able to handle the demands of the

care-giving tasks. Therefore, the bulk of the tasks fell upon one or a few of the

family members rather than being shared equally amongst all family members.

For example, one participant became the sole carer for the night time care for

her stroke-impaired mother because her elder sisters were not able to cope

with waking up every night.

With my older sisters, for one, they are not used to it—to suddenly take
on this role over night they can’t cope. Plus, many of them are light
sleeper, once they are up they find it very difficult to sleep again, they
would become insomniac. We tried it, one of my sisters came over, but
she couldn’t handle it. Some of them are getting older too, they are not
really in the position to take care of our mother (C).

.. Assistance from Formal Home Support Services

The types of assistance received from the formal home support services in-

cluded personal care (mostly showering), light housework (included light

cleaning and tidying) and shopping/transportation (this was only offered to

one participant). While most of the participants reported that the assistance

they received was supplementary to the care they were already providing, a

few participants expressed the assistance to be a vital form of support. The

latter mostly applied to the participants who were still receiving on-going

support; these included more severe cases of physical disability.

Some participants reported having terminated the formal home support

services, either by the stroke relative or for the stroke relative. The reasons for

terminating formal home support service usage varied between participants.

These included not getting along with the formal home support worker as-

signed to the role, the perception of the service as an invasion of the family’s
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privacy, the perception that the family’s internal capacity can cope with the

care tasks without external assistance, and the concerns regarding the stroke

relative becoming dependent on the formal support worker.

Some participants reported they were not eligible for formal home support

services. Most of these cases were due to the living arrangement of the stroke

relative with the family; stroke survivors were entitled to less home support

services when they resided with their extended family members, such as their

adult children. In some cases, home support services were terminated because

the service provider assessed the stroke relative had recovered or had regained

their independence and therefore no longer required the service.

. Physical and Psychological Impact of Taking on Carer

Role

The participants discussed physical health or psychological changes that they

have noticed since taking on the carer role. This was prompted through

questions such as “Can you describe your feelings of becoming a family carer?”

or “What are the most evident changes you have experienced as a family carer?”.

Most participants reported the adoption of the carer role to have significant

physical and psychological impacts.

.. Physical Health

Most participants reported a significant decline in their physical health in

the first months to the first year of their care journey. The symptoms of their

declined health status were described through reduced energy and feeling

tired, reduced sleep quality and quantity, weight loss, increased aches and

pain, and increased occurrence of chronic illnesses.

Generally, all of the participants described experiences of fatigue at the

early stages of care-giving journey, particularly during the initial hospital

admission and discharge. Fatigue was described through physical symp-

toms—such as having had low energy levels—and psychological symptoms—such

as feeling emotionally drained or overwhelmed. Some participants described a

reduction in general fatigue after a few years of settling into the care-giving

role.

Yes, physically and emotionally tired. I am really tired. I don’t have any
time of my own (C).

Many participants described the reduction of sleep as one of the most evident

sign of the physical health impact of the informal carer role. Participants
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described the changed habits of the stroke relative—such as waking up at

night more often to go to the toilet—disrupting their sleep patterns. Many

participants were required to assist the stroke relatives’ toileting at night

and therefore they slept intermittently. A few participants described ongoing

difficulty of getting to sleep at night due to the high level of stress they were

experiencing in the carer role.

No, i don’t sleep well. I am a light sleeper because I hear anything you
know that are... Umm... if I get four hours I am lucky (E).

Five participants described obvious weight loss following their relative’s stroke

and the early stages of their care-giving journey. Weight loss was usually

discussed in relation to experiences of physical fatigue and having less time to

address personal health needs and illnesses. Significant weight loss indicated

to the participants the physical strain following the adoption of the carer role.

Well I think it was probably last Christmas, just before last Christmas I
got really down—physically ill. And I lost a lot of weight and I thought
well, you’ve got to take things into your own hands, you’ve got to get
on with it (E).

Over half of the participants described experiencing more noticeable aches

and pains since adoption of the carer role. This was particularly highlighted by

participants who were caring for stroke relatives with mobility impairments

as they were more likely required to physically lift or assist their relative on

a daily bases. A few participants gave examples of physical injuries—such as

pulling muscles—from incorrectly lifting or moving their stroke relative.

I’ve got a lot of aches and pains since then [after the stroke] (E).

Two-thirds of the participants described noticeable increase in occurrence of

chronic illnesses during the early stages of the stroke management journey.

Chronic conditions outlined by the participants included asthma, eczema, high

blood pressure and heart problems. Most of these participants attributed their

symptoms to the high stress environment of the adjustment stage of the care-

giving journey. Consequently, many participants reported evident increase in

doctor visits and medication use during that period.

My blood pressure is really high. They doctor tells me I have to relax
more, but it’s not so easy (C).

No, it was a very stressful time. And my health went down significantly.
Visits to the doctors went up enormously. Medication went up, I am
asthmatic, double if not triple during that time (E).
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.. Psychological Health

Most of the participants provided extensive discussion of the psychological

impact of the carer role. The psychological impact described by the participants

included significant emotional distress at the initial stage of the relative’s stroke.

This was brought on by the fear of an uncertain future and the feeling of being

overwhelmed by the significant life changes. Most participants reported not

having the time or capacity to deal with their emotions until further down the

care-giving journey. A few participants described ongoing anxiety throughout

the care-giving journey, leading to changes in their perception of their personal

and family’s health status.

Participants who were present at the time of their family member’s stroke

gave detailed descriptions of the process, including their initial shock of the

situation. Witnessing a close family member having a stroke was described to

be a very traumatic process. However, psychological distress was reported not

to become prominent until the days which followed the stroke. Participants

talked of powerful feeling of grief, the idea that they had lost the person they

had known and loved forever. This was particularly evident for participants

who have observed more significant changes to their stroke relative.

Yeah it’s just very, very scary, and what you have lost—everything
changed forever. It upsets you (C).

The sense of loss was often transferred into fear. Fear of the unknown—uncertainty

if the stroke patient will survive, uncertainty about their potential recovery,

uncertainty about what might come after the stroke—was a very common

discussion amongst the participants.

It was quite scary and everything is unknown. After that you kind of
just have to face the reality and deal with it and do what you can do
(C).

For most participants, the practical demands of the situation, such as learning

to care for the stroke survivor, liaising with health professionals and preparing

the home for the patient’s discharge, very quickly became the focus of their

attention. Because the participants were kept extremely busy in the early

stages after the stroke, the sense of grief and fear became easier to be dismissed.

However when the practical side of the care-giving journey stabilised, these

unresolved emotions were often revisited by the participants.

It’s sort of like once everything settled, and once you stopped focusing
on mum and making sure she is okay and everything, it sort of when we
got to experience the emotional effect of what had happened (E).
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Ongoing anxiety was a common emotion described by many participants.

The anxiety was particularly apparent when the participants had to begin to

plan towards their future, and realised the plans they had before their family

member’s stroke must be changed due to their new role as a carer. For spouse

participants, the anxiety for the future of their stroke impaired spouse often

added to their own emotional distress.

...my biggest fear is if something happens to me and what’s going to
happen to him [Stroke-impaired husband]—that’s my biggest fear (E).

Some participants’ perception of their personal and family health status was

altered by their carer role. The ongoing anxiety of “bad things are going

to keep happening” influenced the way some participants perceived their

future or their general well being. Participants have described themselves

to have become “paranoid” or a “hypochondriac”. They described increased

anticipation for personal ill health or other family members’ ill health. These

events accumulated to affirm participants’ anxiety, to the point where it affected

their daily life choices and behaviours.

So dad’s heart attacks, mum’s breast cancers, I got a little bit ill and
mum’s stroke and from all of that you start to think that [bad things]
happens all the time! (E)

...the anxiety now, everyone will tell you I am the most paranoid,
anxious person, to the point where I don’t like being home alone, espe-
cially when it gets dark, because you think what is going to happen?
What if this happens? But nobody is here, how do we let people know
and that sort of thing (E).

. Changes in Relationships

All of the participants noted evident changes to many pre-existing relation-

ships after their relatives’ stroke. These relationships mainly concerned four

key groups in their network: ) relationship with the stroke survivor, ) rela-

tionship with other family members, ) relationship with their wider social

network, including friends, and ) engagement with employment.

.. With Stroke Survivor

Most participants had reported experiencing changes in their relationship with

their stroke relative when compared to their relationship before the stroke.

Participants reported changes in the relationships to be observed with stroke

survivor’s personality changes as resulted by the stroke. Stroke survivors’
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changes in personality identified by the participants included the adoption

of a more child-like personality, reduction in confidence and motivation, and

increased aggression. A few participants reported little changed in stroke

relatives’ personalities and their post-stroke relationship.

Changes in the stroke survivors’ personality was highlighted by the parti-

cipants to be an evident aspect that had changed in their relationship. Many

participants observed “child-like behaviours” or “childish personality” in their

relatives after the stroke. The younger participants—mostly daughter carers—

described the adoption of the “parent” role in their interaction with the stroke

survivor. The protective and nurturing elements of the carer role blurred the

boundaries of their previous parent-and-child bond. The relationship dynamic

was described to be reversed.

It’s a complete role reversal. You kind of turned into the mother then,
you know she was incapable to do a lot at first (E).

One participant described her mother’s child-like behaviour to increase her

demand for attention. She became more dependent on her children and

heightened her sense of entitlement to being cared for. The participant de-

scribed the personality change brought both amusement and frustration in

their interaction, which she likened to the experience of having a “baby”.

The feeling of inherent right that everybody else should do something
for her. I guess it was always there, it just become a lot more obvious
now (laughs) (E).

Mainly because I am quite an organised person and like a baby you can’t

organise when they are going to throw up or go to the toilet or do something

else, all of a sudden when my mother had a problem it would over take

everything else that was going on until that was fixed. Regardless of what else

was actually happening. So... she felt she could interrupt everything and did

so. (E)
Many participants caring for the over  years old stroke survivors, noted

evident reduction in confidence and motivation in their stroke relatives. This

was most obvious for stroke survivors who have previously led a very active life.

This personality change was difficult for the participants to adapt to because it

challenged the perceptions they had of the stroke survivor before the stroke,

and placed strain on their post-stroke relationship.

But the biggest change that... for me... with him, he’s lost... totally lost
confidence in himself, and he was always a very, very confident person
(E).
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In these cases, the participants also expressed a sense of grief over the lost of

a planned future they had together prior to the stroke. The stroke survivor’s

personality changes prevented the participants to fulfil some of their mutual

life plans.

Yes, [he was] very active. Always doing something. Umm he has just
given up work, and three weeks into retirement, and he was rubbing
down the windows and the window sills and stuff, and then I found
him on the floor. So he was, yeah, we were always doing something and
he was always busy. And we planned to go away you know, more often,
little trips around New Zealand and that sort of stuff (E).

In two particular cases, participants described how their stroke relatives’

personality had become more aggressive as a direct result of the stroke. The

increase in aggressive behaviours, such as arguments and name-calling, created

additional conflict in their relationships. These participants complained of

psychological strains brought about by ongoing anger and frustration. One

participant also expressed grief for the loving relationship they had once

shared but that was now altered due to the stroke.

He yells at me always for controlling him, “You are the worse. I have
married the wrong person.”. He yells at me like that. Sometime he
would swear at me too. I really get mad sometimes, I told him you are
also saying bad things about my mother. You don’t understand, I get so
frustrated and angry! (C)

Where personality changes were not obvious participants described little or no

change to their relationship with stroke survivors. In these cases, they stated

they were “happy” and “willing” to care for their loved ones and found it

enjoyable at times. They were appreciative for the opportunity to continue

their close relationship.

I don’t mind doing it because I mean she is my sister. Sometimes I get
frustrated. Because sometimes I find that she doesn’t have motivation
to get on with things... yeah... but she is my sister, I suppose.... we love
each other (C).

I was just happy to look after him. I didn’t feel at all burdened by, and
once again I think this is probably due to him, his own sort of out look
on life. He just accepted it, this is me, so he just changed his whole way
of thinking and just got on with it and do what he can do. That was a
real relief to me (C).
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.. With Other Family Members

Most participants acknowledged the stroke to have an obvious impact on all

relationships within the family. The main relationship changes identified by

the participants included the development of closer interdependence on core

family members. Some participants reported increased strains and tensions

between some family members with reduced time to respond to the needs of

other family relationships and unequal distribution of care-giving tasks.

Some participants described increased closeness in their relationship with

other family members—particularly nuclear family members—after the stroke.

For example, one participant noted an increase in reliance on her other parent

and her siblings to fill a void for the “irreplaceable” loss of a mother figure.

She explained that her father had to become “a mother and a father” to her

and her sisters.

...it is irreplaceable, but my dad has done his best to adapt, and he does
have three daughters... there are certain stuff that a daughter doesn’t
want to speak with your dad about so, it’s just sort of in that sense it’s
difficult and you kind of learn to sort of rely on each other as sisters...
Yeah, he has stepped up to be a mother and a father quite well (E).

On the other hand, other participants described increased tension with other

family members after their relative’s stroke. These participants had reduced

time for maintaining the relationship and interaction with other family mem-

bers because of the time-consuming and attention-demanding nature of the

initial stage of the carer role. Participants often had to prioritise their time and

energy for the care of the stroke relative over their other roles in the family.

This had led to increased strains and frictions between some family mem-

bers in the household, particularly between family members from different

generations.

Initially, really good. After about six months to a year they got quite
tough on, especially if they thought she was being overly demanding
which often she was, especially with time and attention. They got really
quite stroppy with that, yeah. So my daughter moved out and my son
spent more time away. So the dynamics of having mother moved in here
was a direct responsibility for making it much more difficult for making
my children living in the same household (E).

Some participants reported the division of care responsibility to had changed

the interaction between family members. Some participants described fric-

tion between other family members and themselves due to unequal share of
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responsibility. These participants noted a lack of input and buy-in from other

family members to cause disappointment and disagreements.

I have got to have a break, but they didn’t. Personally I say they [other
siblings] didn’t step up as much as I think was needed (C).

.. With Wider Social Network

Over half of the participants described a reduction in their social circle as the

direct consequence of being a carer. Generally, the scope and size of their wider

social network was reduced, but most of the female participants described

an increased reliance on a core group of friends. The major reasons for the

reduction in the wider social network were due to participants’ reduced capa-

city to socialise with their greater social network, and difficulties interacting

with the general community with the changed needs of a stroke family. Some

participants belonging to religious groups reported increased cohesion within

their community as a response to their post-stroke needs.

The stroke had led to dramatic changes to the participant’s lives, as a result

all participants found it difficult to maintain interaction with their wider

social networks. Most participants described the demand of the carer role

reduced their capacity to socialise with friends beyond their close circle. As a

consequence, the participants’ relationships with the wider social network and

community reduced significantly immediately after the stroke.

Some participants described the general community’s lack of understanding

of stroke symptoms and stroke family members’ needs made it hard for them

to engage with the wider society. The lack of understanding had led to strain

in relationships with acquaintances outside of the participants’ immediate

support system. Three participants reported to be frustrated by comments or

assumptions given by well meaning people not familiar with a stroke.

I think that was the worst thing for me, having random people coming
up to me and say things are going to be okay—it’s like, you don’t mean
anything to me, and you can’t tell me everything is going to be okay
because you don’t know! (E)

Simultaneously, many female participants described an increase in their inter-

action and reliance on a “core” group of friends. Such participants highlighted

intimate groups of friends had provided much needed support for them and

their family during the most difficult times. These friends were instrumental

to their ability to cope and function as a family carer, particularly in the early

stages of the stroke. Interestingly, the reliance and support from friends were

not reported by the male participants.
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I’ve got a good relationship with lots of girlfriends. I had a good support
in a boyfriend at the time and everyone was very positive towards
helping to cope with this instant situation when it arrived in my life
(E).

I think for the first few days because I didn’t know what to expect it was
the early stage and I was quite worried and luckily I got a few friends
they helped me and give me food or cooked for me. And then they came
to see us to give me support. Yeah without them the first probably the
first couple of weeks, I don’t know how I would have survived (C).

In particular, four of the participants were members of a stroke family carer

support group founded in collaboration with the Stroke Foundation. These

members spoke of the benefits of having a safe and empathetic environment

for them to discuss their concerns and fears. The information shared in this

network was acknowledged by the members to be the best source of inform-

ation for accessing appropriate support services available in the community.

Interestingly, all the members of the support group were identified to be female

carers. The participants encouraged male carers to participate in the support

group, as no support group specific to male carers were available at the time

of the study.

That we can go along and we can talk about things. And we know other
people understand what we’re saying. My brother doesn’t understand,
my children don’t understand; because they’re not living with it /,
you know... so yeah, so that’s why I started the group...you know we’re
not a big group, we’ve got a meeting tomorrow... but we stay in touch,
and that’s the important thing. And it’s a place that sometimes people
come and they just... unload. The frustrations. Because we all have
those frustrations (E).

Participants with strong religious affiliation described less reduction in social

interaction. Their relationships with networks within churches or other reli-

gious setting were reported to become closer after the stroke. This finding was

reported by both ethnic groups. Three of the participants from the European

sample were members of the same church. They highlighted the church com-

munity to have provided them with regular socialisation after their husbands’

strokes.

Um, we belong to the Salvation Army as well, so we go to Glenfield
Salvation Army, so we have a lot of friends, and good network there
as well. And the people there are great. And I guess that that’s the
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difference, they don’t treat [my husband] any differently from before he
had his stroke (E).

Two Chinese participants with strong religious affiliation also identified their

religious community to be a consistent source of socialisation for them. One

Chinese participant described her church network to be like her “family” and

provided support for her and her family throughout their journey. The other

participant identified her Buddhist meeting group as her “sanctuary”, and as

being a place where she could talk to people freely and be happy.

Our church friends are very good—really very good. We are like a
family. When he was in the hospital many people came to visit him. He
had visitors almost everyday. All from the Church (C).

Yes, the Buddhist meeting. I call it my sanctuary. I am the happiest
there. Just talking with people and hear things (C).

.. With Employment

Eight of the eleven participants under  years of age were employed to some

extent at the time of the interviews. One over  participant was also employed.

Eight participants reported that they were employed full time prior to their

relative’s stroke, however at the time of the interview five participants were still

employed full time. Some of the participants had quit their job or had reduced

their employment to part-time or casual bases in response to the pressure of

the carer role.

Participants highlighted the challenge of being a full time carer and sustain-

ing their employment. The carer responsibility was described to be very energy

and time consuming. The need to maintain employment on top of care-giving

responsibilities placed enormous physical and psychological burden on some

participants. To cope with the demands of the carer role, some participants

under  described the need to reduce or give up their job in order to fulfil the

demands of the carer role.

I had a shop here. But I gave that up. I have to look after my mother,
which is very energy consuming. You have to save some energy from the
day to care for her at night. But if I used it all in the day time than I
won’t have any left at night. I know I will be flat out, so I was forced
to stop. So I had no choice but to give the shop to my sister to manage
(C).

Five participants described the difficulties in juggling between full time em-

ployment and performing the tasks as a full time carer. Balancing the tasks
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and responsibilities of both roles often left the participants feeling physically

and emotionally tired. This also reduced the capacity and time for the parti-

cipants to attend to their own needs. Consequently, many of these participants

described the need to cut back on the time at work to allow for more flexibility

in their time at home to juggle the demands of the carer role. However, many

of these participants reported they cannot afford to forgo their employment all

together because they had to provide financially for their family, including the

stroke relative.

Yes, once in a while I work a bit. But much less than before...You don’t
know when the elderly would pass away so I gave up my day job and
rather do some work at night. I do feel a little bit burden sometimes—I
have to work as well. But in the end I gave up my day job to look after
them. It’s fortunate that we have some savings at the time that we can
afford to do so, but otherwise you can’t deal with your own life and
theirs (C).

Three participants explained that it was still difficult regaining full time em-

ployment after the stroke survivor’s condition has stabilised. As such, one

participant described the need to look for employment opportunities over-

seas in order to maximise his earning potential to provide for the impending

retirement of himself and his stroke-impaired wife.

...no I haven’t regained my teaching practice which was lost during the
time that my mother was here (E).

Sometimes I even toy with the idea that I might go across to teach for
a term and come back and see my wife and then go back to teach, you
know something like that? So I am starting to sort of consider how best
to manage things in the last  or  years that I have to work. That’s
quite critical. Because she would never go back to work (E).

. Issues with Role Exchange and Role Reversal

Participants described conflicts and challenges in the relationships that res-

ulted from more obvious role juggling (or role exchange) and role reversal.

Participants also described the difficulty of letting go of their carer role when

the stroke survivor’s condition improved or stabilised.

Role exchange was described by most participants to be challenging. Seven

participants described themselves to be engaged or have been engaged in more

than one role with a care-giving nature. Of which, some participants also

reported to be caring for other ill or impaired family members in addition
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to the family carer role for the stroke survivor. For example, one participant

described her multiple responsibility as the carer for her stroke-impaired

mother as well as for other disabled members in her family. They resided in

the location to facilitate the multiple care roles she had to perform.

Actually my niece has disability. You haven’t met her because she is out,
but both her and her husband here have disability. So for our family,
the cases you can mention we have it—we have the elderly, the weak,
the disabled (laughs), we have them all. And I am looking after them
all. If you can see my role, it’s is multiple but nobody can pay me (C).

The need to exchange from multiple care-giving roles created additional emo-

tional and physical burden on the participants. The participants were required

to liaise with complex schedules of different health professionals to meet the

different needs of the dependent family members. Additionally, they described

to provide significantly more care related tasks than caring for one family mem-

ber. This led to reduced personal time to attend to their personal needs and

less time to cope with the additional stress from the multiple care demands.

That was I suppose, yeah, that was a really challenging time, my hus-
band was sick. But my mother was, of course, living with my other
sister, and at times I have to also run over there because if the district
nurse came, because she had ulcers on her leg, they had to dress her leg
and because she wasn’t capable to get to the door very quickly, and the
carer would keep screaming and if nobody comes they think that nobody
is there so they go away (C).

Role reversal was highlighted by some participants as a key concern from

their relationship with the stroke survivor. Some participants discussed the

carer role and the pre-existing relationship between themselves and the stroke

survivors as conflicting with each other. In many of such cases, the role reversal

experienced by the two parties was evident. This usually included relationships

where the stroke survivors performed a more distinctive care-giving role to

the carer prior to the stroke.

Some participants described role reversal to be psychologically challenging

for both themselves and the stroke relative. They grieved the loss of their

former relationship dynamic and at times struggled to adjust to the new carer-

patient dynamic of their post-stroke relationship. This sometimes led to added

tensions and stress for the parties involved.

It’s just they have to got to realise this change in role. And it’s difficult,
especially I think for a mother. You know that change in role of their
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daughter looking after them opposed to them looking after their daughter
(E).

The change in relationship dynamic also challenged some participants’ per-

ception of their identity in relation to their other roles in the family, such as

being a spouse. These participants described the carer role and their existing

relationship do not mix well. This had created confusion for the participants

in terms of how to balance the dual role they have with the stroke survivor and

maintain a positive relationship.

I struggled to be both [being a husband and being a carer], and I haven’t
been able to, so I don’t know how do I perceive myself. I don’t know
perhaps my role as a caregiver probably failed as a caregiver, and I
probably failed as a husband, you know it’s a very interesting and
difficult situation for me and I think people don’t care (E).

Letting go of the carer role was described by some participants to be a very

difficult process. These participants had difficulties moving on from the carer

role back to a more normal relationship with the stroke survivor further. They

were at a loss when the stroke survivor no longer needed as much assistance.

They attributed this to the high investment of time into the carer role and their

ongoing focus on the well being of the family. Some of the participants did not

know how to move on with their own life or what to do now that they could

focus on their personal needs. The parting of the carer role was described to

be as overwhelming as the adoption of the carer role in the early stage of the

stroke.

I am not looking after her, I don’t need to focus on the family any more.
It does actually take a couple of years you know for any person of the
family to move on you know. Until you can actually start focusing on
yourself, rather than just full blown focusing on what’s happening with
the family (E).

But after that when you looked after her, you kind of learn to stay strong
for them and that sort of things, and when it’s stopped and it’s all taken
away from you, you just stopped and you realised... oh s***, what do I
do? It’s done, what now? What do I do now? (E)

. Coping Strategies for the Carer Role

Participants were asked to share the methods or strategies they employed to

assist with the alleviating some pressure of the carer role. The main strategies
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identified by the participants included using practical things to distract at-

tention on negative feelings, prioritising personal needs, adapting a flexible

mentality, reaching acceptance of their situation, seeking support from a core

group of friends, and the use of services such as respite and elderly day care.

Some participants also described their spirituality as an important element to

support their coping capacity.

One of the most common methods used by the participant to cope with

the challenges and demands of the carer role was by distracting themselves

from paying attention to negative feelings. These participants described how

the practical demand of the care-giving tasks had left them with no time to

attend to their feelings. This was explained to be helpful because they were

able to get more tasks done and keep themselves busy. Some participants also

acknowledged that this was the “only way” they could cope with the demands

of the carer role.

Well I don’t really dwell on it very much. You dealt something you have
to get on with it and that’s it. And that’s the only way I cope with it
(E).

Some participants described how they learnt to re-prioritise their personal

needs as a fundamental coping strategy. Many of these participants realised

that if they did not start attending their own needs they would not be able to

continue to perform the carer role. This would ultimately produce negative

outcomes for both the stroke survivor and themselves. Some of the examples

of resetting the carer’s life priority included participants going back to study,

increasing their time away from care-giving tasks and began engaging in

activities they enjoy doing such as spending time with friends or spending

time on their hobbies.

And I knew, that if I didn’t look after me, I wasn’t going to look after
him either, it wasn’t going to work (E).

But how do you say it, it’s up to the person to adjust. We all have to
learn how to relieve stress, like going for a massage, otherwise it would
be too hard on yourself (C).

I did go to classes every week, just to keep up that sort of thing. And
gardening keeps me quite healthy (C).

Some participants described changing their attitudes and mentality as a way

to cope with the carer role. They explained the ability to be flexible in their

mindset and to accept unpredictable situations to be helpful in handling the

day-to-day tasks. At times, this ability enabled to them see challenging things
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in a positive light or as “funny”, which made it easier for them to accept

difficult situations.

I think it’s just the changes really, the mental and the emotional—it was
frustrating at times and exhausting at time and then funny at times
(laughs), so it’s very much a learning curve you know. You know things
were different every day (E).

Similar to adjusting mentality, some participants outlined how the ability to

reach acceptance of their carer role was a sustainable method of coping. These

participants described how the process of acceptance was not only to accept

the circumstances of being a family carer, but also the ability to not feel guilty

about balancing their own needs.

I think it’s just an acceptance of how things are and once you have
accepted it, it makes things easier (E).

I think probably why I survived as well, because I realised that I didn’t
have to feel guilty about not doing activities with him (C).

Some participants caring for more severe cases of physical disability or in the

later stages of the care-giving journey reported respite care and elderly day

care to be essential for their coping. These cases mostly included physically

demanding care-giving tasks and round-the-clock care-giving; therefore the

use of the services provided the participants to have some time away from their

tasks. For these participants, respite care and elderly day care were important

in preventing them from “falling to pieces”.

I looked after him, well, it was  years before he died; so I looked after
him most of that time, until the last years where he had to go into a rest
home, because I was starting to fall to pieces (E).

Two Chinese participants highlighted their spiritual affiliation provided them

with the reassurance and faith to cope with the demands of their carer role.

They reported turning to their religion for spiritual guidance and emotion

support when faced with challenges. These included prayers and reciting

Buddhist mantras when they experienced psychological discomfort.

So I always say, because I am a Catholic and I give myself to God, so
even though I am very busy I feel very peaceful. Very comfortable. I am
worry but I give my worry to God. I also know that a lot of people are
praying for us, even in Hong Kong (C).

I am always trying to be thankful, be thankful to Buddha for helping
me. When I encounter any challenges I think about Buddha and that he
would help me (C).
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Turning to close friends and family for support was an important coping

strategy for most participants, particularly for female carers. Close friends and

family members were able to provide empathy and understanding through

shared care experiences with the participants. Although some participants

identified tensions between some family members, strains in the relationships

were often resolved through increased compassion and understanding of each

person’s limitations and capacity.

But initially there were some issues with my emotions—that there is
only talk but no action [from my other family members]. But later I
realised it’s not that they don’t want to help but they couldn’t and they
have their own challenges, so I stop thinking about it. If you don’t think
about it, you are a lot happier (C).

. Chapter Summary

This chapter provided a comprehensive overview of the description of the

informal family carer role caring for stroke survivor in Auckland. The profiles

of the participants were introduced in relation age, gender, relationship with

the stroke survivor, living arrangement, length of care, and employment. This

offered an insight into the demographic diversity within the informal care

population.

The specific tasks and participants perception of the responsibilities in-

volved in the informal family carer role was summarised. Key tasks involved in

the stroke management journey for informal carers included BADL, IADL, and

household tasks consistent to the findings from the literature. In addition, the

participants also highlighted medical, rehabilitation and psychological tasks.

Key responsibilities outlined by the participants as central to their carer role

included the carer role being a job, the sole carer for the stroke relative, a duty

of a spouse/family member, and as a formal carer but also a family member.

Most care tasks were shared with family members to some extent and

with formal home support worker to a lesser extent. The care tasks identified

were often provided by the participants  hours, seven days a week; this was

reported to be more demanding than a full time job.

The participants highlighted significant physical and psychological health

impact of the informal family carer role. Physical health impacts included

significant reduction in energy level, poor sleep, weight loss, increased pain

and more frequent occurrence of chronic conditions. Psychological health

impacts included increased emotional distress and ongoing anxiety. Most of the

health impacts were reported in relation to the stage of the stroke management
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journey when they occurred. The health impacts were also attributed to the

elevated level of stress and physical adjustments required for the adoption of

the carer role.

All participants described the impact of the stroke to have induced changes

in all family relationships within the stroke family. Changes in relationship

were documented with the stroke survivor being more assertive or parental to

the stroke relative, accepting stroke survivor’s reduced motivation and confid-

ence and coping with stroke relative’s increased aggression. Some participants

also noted changes in the relationship with immediate and extended family

members; this either resulted in increased closeness of the family members

or increased strains in relationships dependent on the care task allocation

within the family. Relationship changes were reported for interaction with

the greater social network; family carers tended to reduce overall contact

with their social network due to reduction in time and capacity to socialise.

However, female participants described an increased reliance on a core group

of friends as a source of support and coping. The participants’ engagement

in employment was generally reduced, particularly in the early stages of the

stroke management journey. Those who continued working full time and

juggling the demands of employment reported to experienced greater physical

and psychological strains.

Relating to the discussion of relationship changes, some participants de-

scribed conflicts between the carer role and existing relationships. Some

participants reported role reversal to be most evident in their relationship

with the stroke relative; family carers had to take on a more parental role as

a response to more child-like behaviours of the stroke relatives’ personality

change. A few participants described exchanging between various care-related

roles in their family dynamic. The introduction of the stroke management

tasks required re-prioritisation and rescheduling of other care-giving tasks

to ensure care provision efficiency. Changes in relationships between family

members and stroke survivor created challenges for existing family relation-

ships. Ultimately, all role changes contributed towards increased tensions in

family relationships.

Finally, key coping strategies for the demands of the carer role were iden-

tified by the participants. These included practical distraction of negative

feelings, prioritising personal needs, adoption of a flexible mentality, reaching

acceptance of the car situation, seeking support from a core group of friends,

and the use of services such as respite and elderly day care.









Variations in Family Care-giving Experience

This chapter summarises the key variations in the findings that emerged in the

interviews through four variables—the participants’ gender, cultural values,

age, and severity of the stroke relatives’ disability.

Social construction of gender roles influenced the participants’ perspective

and expectations of the informal family carer role. Exploring the interview

data through the gender variable offered understanding of the similarities and

differences in male and female family carers’ experiences. Different cultural

values and family models dictated the participants’ approach and expectations

of the informal carer role. Key features of European and Chinese family care-

giving perspectives were examined with particular reference to features of

familism and filial piety. Age of the participants impacted on their physical and

psychological capacity to cope with the demands of the carer role. The severity

of the stroke relatives’ disability was a contributing factor the difficulties of

the care-giving tasks.

This chapter synthesises findings in response to the researcher questions

“How do differences in cultural/societal beliefs, ideology and expectations

influence the experience of being a family carer—particularly differences

between Chinese and European family carers in Auckland?” and “How do

gender roles contribute to the care-giving experiences for men and women

stroke family carers?”.

. Gender

The relationship between gender roles and the carer role was an area explored

in the interviews. This section summarises the main discussions of findingds

regarding gender and the family care-giving experience as described through

the perceptions and experiences of participants.

The participants were asked to share their opinions on whether the carer

role and carer’s experiences were influenced by the gender of the family carer.

They were prompted by questions such as “Based on your personal under-
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standing of gender expectations or ideas in the greater society, how do you

think gender has contributed to being a family carer?”, “In your opinion, what

difference may there be between men or women family carers to perform the

carer role?”, and “According to your personal experience, do you feel the health

system is adequate in addressing the needs of women or men family carers in

New Zealand?”.

The opinions of the participants were distinctly divided. The participants

described the informal family carer role as either a gendered construct or a

non-gendered phenomenon. These opinions were shared amongst both female

and male participants. In addition, the experiences described by both female

and male participants in their care-giving journey are also compared and

contrasted for key similarities and differences.

.. Female Participants’ Opinions

Ten of the  female participants shared the perception of the informal carer

role as being a gendered construct. Most of these participants were spouse

carers of which many were the sole carer for their stroke-impaired husbands.

In their opinions, the carer role was directly related to the “gendered charac-

teristics” of women. Women were described to be “nurturers”, “sensitive” and

“caring”. The notion of “women are born to be care-givers” was also discussed;

there was a shared belief in the discourse of these participants that women are

“naturally” better at being care-givers than men. Some participants considered

the caring nature of women are innate, almost as an internal characteristic.

Women are from Venus and men from Mars. I just think that they are
programmed differently, yeah... women are just naturally more caring I
guess (E).

Contrasting their opinion of women’s natural ability to provide care, some

participants discussed their assumption of men’s capacity as family carers in

a negative light. The participants did not believe men could cope with the

demands of the carer role. Men were described to be “selfish”, “uncaring”, and

lacking the skills required for care-giving. Again, when asked to elaborate

on why they thought men may exhibit such characteristics, some participants

reasoned that these were just innate characteristics of men.

I think men just don’t cope. Because they’re men! (E)

The negative perception of men’s lack of care-giving capacity was extended to

many of the participants’ own husbands. Many participants shared that if they

were the one who had the stroke, rather than their husband, they believed their





.. Gender

husband would not have looked after them as well, or at all. Some believed

that their husbands would simply put them into a rest home.

I am sure you have seen a lot, husbands really are not as sensitive as
wives—no matter who the husband is. They would look after you but
the situation would not be the same (C).

I can tell you several cases when the woman has the stroke she is in a
rest home for the rest of her life because he can’t cope with it. That’s the
fact. And I know it would happen to me as well. There is no use kidding
myself, I know that would happen to me. He says no it wouldn’t, but of
course it would (E).

Conversely, the remaining five female participants perceived the carer role to be

a non-gendered phenomenon. These participants were mostly younger, daugh-

ter carers. These participants referred to the strict gender constructs within

our society and culture to being the root of gender differences in care-giving

capacity. They highlighted the gendered role prescription and expectations in

our society—such as men needing to work and earn money to support the fam-

ily, while the women staying at home and caring for the children—provided

women with more practice and experiences in care-giving. Therefore, when

the situation arose for families to provide care for stroke patients, women were

generally better equipped to take on the tasks.

But I think for men, I think there are all these other needs that society
made it that men provide and women look after, and that’s it. And it is
very rigid (E).

I would generally say that time and ability and the women that have
cared for children and raises children is probably more suitable to teach
a stroke person to rehabilitate. A man probably hasn’t done any of those
things so doesn’t have so many skills in that area or abilities (E).

The participants did not regard gender as the underlying determinant for

individual’s capacity to care. Rather, most participants highlighted individual’s

personality, upbringing and the cultural environment where the care takes

place, had more significant influence on individual’s care capacity.

It’s definitely a personality trait base more than anything. It depends
on upbringing and it depends on the person’s personality (E).

These female participants acknowledged a change in the greater societal culture

in terms of care-giving in general and family structure. Many noted the

observation of younger men—either within their family or in their wider
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network—taking on more roles as care-givers. The diffusing gender aspect

of the care-giving roles, e.g. with more men becoming stay-at-home fathers

and taking on care-giving occupations like nursing, was agreed to provide

future men with more skills and capacity to adopt the carer role. It was

generally noted that as societal expectations change with each generation, the

non-gendered nature of being a carer will become more evident.

It’s definitely changing in some ways because a lot men are hands on
with their children (E).

.. Male Participants’ Opinions

Two of the five male participants shared the opinion of the informal family

carer role as being a gender specific construct. Both of these participants were

carers for a stroke relative with relatively minor ongoing disability, and they

shared their care-giving tasks with multiple family members. The participants

discussed men and women to be good at different tasks. They described women

to be “naturally” more capable for providing the tasks necessary in the family

carer role, such as cooking and cleaning. Therefore, they believed it would be

extremely difficult for any men to adopt the carer role because they lacked the

ability to provide the appropriate care.

Thinking back now, I think we are really lucky that my wife had such a
minor case of stroke. I think it would be so much more difficult for men
to do this [care-giving]. First of all, they would need to learn to cook! It
would just be very hard (E).

On the other hand, three male participants believed the care-giving roles to

be a non-gendered position. These participants were two husband carers and

one son-in-law carer; they identified themselves to be the primary carer for

their stroke relative where the care-giving tasks were shared amongst a few

core family members. For these participants, the carer role was discussed

not in relation to gender differences, but as an obligation or duty that is just

“something you do” when you are in a relationship with an impaired family

member.

On the one hand I am a caregiver, on the other there is no gender role
for care giving, I think that’s just something you do (E).

In particular, one male participant expressed concern over a female co-worker’s

perception of the lack of care capacity for men. He was surprised to hear

women have so little faith and trust in their husbands. He felt quite confronted

by this expression of ill-faith; it challenged his perception of men in general:





.. Gender

Well you know I have a woman who is a tutor at school, she said to me
if she would have had a stroke she doesn’t think her husband would look
after her and that surprises me, it’s sad. I don’t know if it is a stereotype
or whether men are so horrible? (E)

.. Female Participants’ Experiences

The female participants’ descriptions of their care-giving experiences identified

gender to have limited impact in their interaction with the greater health and

support system, and with their social support network. The key discussions

related to female carer’s experiences of informal care-giving were related to

having had less support from male family members than female family mem-

bers the care-giving tasks, and the importance of female-to-female support

through female family members, friends and stroke carer support group.

Most of the female participants identified key female family members—such

as daughters, daughter-in-laws, sisters or mothers—to be their main source of

emotional and physical support for the carer role. In contrast, far fewer male

family members—such as sons or brothers— were described to be actively

sharing care-giving tasks. Some participants noted less expectations from male

family members to share the care-giving tasks.

They’re [daughters] always there for me if I need them, and I know
that [youngest daughter’s name]’s the one who understands where I’m
coming from (C).

The importance of female-to-female bonds was an evident gender-related

theme emerging from the female participants’ descriptions of their experi-

ences. Most of the female participants described having a closer relationship

with female family members or friends since their relatives’ stoke. Female fam-

ily members—mostly daughters—were particularly important for providing

physical support for the female participants in the form of sharing care-giving

tasks. Both female family members and female friends were reported by the

participants to provide emotional support, such as providing the participants

the opportunities to socialise and priorities their personal needs. Female family

members and friends were described by the participants to be more “caring”

and “understanding” of the challenges they faced in their carer role. As such,

the participants felt more comfortable to share their burden with their female

networks.

I have a really good friend in Christchurch, and I talk to her just about
everyday. We grew up from around the road from each other as kids.
We are really good friends. And I have another really good friend in
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Auckland, she’s been very, very good. We are very fortunate to have a
couple of friends—very fortunate (E).

My daughter, she is so good. She helps me so much. I don’t know how I
would have got through it [care-giving] all without her (C).

.. Male Participants’ Experiences

The male participants varied in their discussions of gender impact on their care-

giving experiences. Two male participants caring for stroke relative with minor

disability reported gender to have no effect on their care-giving experiences.

The other three male participants acting as primary carers for their stroke

relatives described some gender impact on their care-giving experiences.

Similar to the female participants’ experiences, three male participants

described increased reliance and closeness with their female family members

after their relatives’ stroke. Adult daughters were identified to be an important

source of physical and emotional support in the participants’ coping of the

carer role. In all three cases, adult daughters were present from the beginning

of the stroke management journey to share significant portion of the care-

giving tasks. This was particularly important for reducing the physical burden

of the carer role, as two of the male participants also had to juggle their

employment with the care-giving tasks. Their daughters were able to take over

the care-giving duties when they were away at work.

Yeah, she [adult daughter] came during the day so I could of course go to
work and stuff, so that was good. Which is really important, otherwise,
you know all the significant changes are happening already (E).

The close care-giving dynamic between the participants and their adult daugh-

ters enabled them to establish strong solidarity and emotional support. The

participants described their daughters to be very good at understanding the

challenges they had faced in the carer role and were able to offer mutual

emotional support when necessary.

However, unlike the experiences of the female participants, none of the

male participants identified support network outside of their family unit. The

participants did not have support groups or male friends they could share

their emotional burden of the carer role. One participant expressed how

he specifically attempted to look for carer support services targeted to male

stroke family carers—such as counselling or talking to other male carers. He

was unable to find any support services dedicated to male carer needs. All

three participants described their family members to be their sole source of

psychological support.
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I can’t go to talk to other men, I looked it up on-line. I searched it
on-line to see if I can reach out to other guys, how did you do it, how
did you manage this, but no (E).

This participant felt that the general health and social system had very little

consideration for men in terms of providing support for men in the carer role.

He felt that the emotional needs of men were marginalised, where male family

carers struggling to cope with care-giving burden were expected to “just get

on with it”. He believed that the challenges he has experienced as a male carer

in the health system was a reflection of the general attitude the greater society

has toward men.

I don’t think anybody ever considers a man, literally I don’t think men
are considered in society any more. There is a lot of history of females
being obviously repressed and the feminist movement but I think men
have just been marginalised. So when it comes to that, [if] men can’t
manage, [they] just get on with it (E).

. Cultural Groups—Europeans and Chinese

One of the main objectives of this study was to identify cultural differences

in the expectations and approach to informal family care-giving between

European and Chinese family carers in Auckland. Exploring the interview data

from the two cultural groups highlighted similarities and differences European

and Chinese participants’ perception of family model in relation to informal

care-giving.

The key similarity between the family values of the Europeans and Chinese

participants was their mutual emphasis on prioritising other family members’

needs over personal/individual needs. The well being of the participants

were seen as the family’s responsibility rather than the responsibility of the

health system. All of the participants expressed this family value through their

willingness to do anything within their capacity to provide for their stroke

relatives. This was amplified by the contexts of the stroke management journey,

where the well being of the stroke relative being cared for was dependent on

the care provided by the participants.

The main difference between the two cultural groups’ expressions of their

family model was through their definition of carer responsibility in relation

to family relationships. The European participants highlighted the carer re-

sponsibility to be the priority of horizontal family members, most notably the

spouse. The Chinese participants described the importance of family care-

giving through vertical family relationships, particularly adult children caring
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for their elderly parents. The key similarities and differences in the family

models and family care-giving approach defined by the European and Chinese

participants resembled features of familism and filial piety.

.. European Family Model

The European participants all defined caring for ill or dependent family mem-

bers within the family context to be a priority for their personal and family val-

ues. However, the responsibility of care for the stroke relative was described to

be the priority of their spouse over the priority of their adult children. The fam-

ily model of European participants influenced more participants—particularly

spouse carers—to be the sole carer for their stroke relative, which impacted on

their approach and expectations of support services provided by the greater

health and social systems.

The family model of European participants was described to emphasise

family orientation in the time of high needs or family crisis. All of the parti-

cipants agreed that the care and maintenance of the well-being of their stroke

relative to be a family priority rather than the responsibility of the health sys-

tem, such as a rest home. The participants describe their sense of responsibility

towards the stroke relative to be irrespective of the quality of the pre-stroke

relationships. For some participants the carer role was described to be a col-

lective family obligation, where family members were expected to share the

care-giving tasks.

It’s like whatever, we all do it so what. In that sense when someone gets
sick I was always the one that looks after them no matter how crap our
relationship was (E).

Well, there wasn’t a choice. There was no choice other than a rest home.
And I must admit that I am very proud of the fact that in the first year
there was such significant improvement that all efforts and work by the
entire family was worth it (E).

The emphasis of the care for dependent elderly family members was on the

spouse, not the adult children. Participants with adult children did not expect

their children to take on the primary carer role—they did not consider this

as their priority and one specifically said that he as a parent did not want

their children to “sacrifice” their personal pursuits in life to look after their

parent—there is a sense that because informal care-giving is not the expected

duty of the adult children, any care they provide is additional and they should

not be take for granted. All of the daughter carers in the sample were caring

for their widowed stroke-impaired mothers.
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And I won’t push it [assistance], I think well it’s not their [adult chil-
dren’s] problem (E).

I said to them I think you should go away and invest your own time
in your own lives, come and visit us but she [stroke survivor] is my
responsibility. I could not see that my children should sacrifice their life
on behalf of my spouse (E).

More European than Chinese participants reported providing the care alone

or with fewer family members to help. This was particularly evident amongst

spouse carers over the age of . The context of their cultural family care model

increased their need for external assistance from the formal support services.

All of the European participants described the expectation of adequate services

from the health system to assist their day-to-day care tasks. These included

formal home support and health services support, such as community based

rehabilitation. The European participants as a whole had more engagement

with the carer support services provided in the community.

.. Chinese Family Model

The Chinese participants discussed the Chinese traditional family model ex-

tensively in their description of family care-giving responsibility. Traditional

Chinese family values—notably the emphasis on family cohesion and solid-

arity—were described by most participants to be a central cultural identity.

In particular, the philosophy of filial piety was highlighted by most of the

participants to be a very important value system guiding their approach to

family care-giving. As such, specific gender expectations of Chinese fam-

ily care-giving model were described by the participants to have influenced

their care-giving experiences. The intra-family care-giving model influenced

Chinese participants’ usage and engagement with external support services.

The importance of family values was described by most of the Chinese

participants as being a core belief of their personal cultural identity. Even for

participants who were more acculturated, the defining feature of their Chinese

culture was still being described as the emphasis placed on being “family

orientated”.

I think being ethnic Chinese I guess we are all a bit more family orient-
ated than the Europeans (C).

The family values of the Chinese culture were described to prioritise ver-

tical family relationships. Adult children were always considered as being a

core part of the family. As such, adult children were expected to share the

care-giving responsibilities even if they had other family responsibilities of





. Variations in Family Care-giving Experience

their own, such as young children. This value was discussed by most of the

Chinese participants as being central to their care-giving identity and what

distinguished their culture most from European New Zealanders.

It’s a culture thing. I think in Asian culture we are very family oriented
and we are just close to each other, it’s seems to be yours is mine. I look
after you, you look after me. It’s not just you grow up and you have
your own family and you are independent. No, you would be always
my child no matter how old you are (C).

Specifically, the Chinese family model of filial piety was discussed by some

participants as the philosophy guiding their care-giving practices. This was

discussed in relation to inter-generation obligations and tasks allocation. One

participant highlighted the necessity for him and his wife to set a good example

to their daughter by caring for his elderly in-laws. In this way, he and his wife

were teaching the next generation about filial piety in their actions and their

current family carer role. Family care-giving provided the context for cultural

education and strengthening inter-generational family bonds.

We are old-fashioned in our values—how do you write the word for
filial in Chinese? [The character for “filial” in traditional Chinese
script is written with the word for “old” on the top and “son” on the
bottom.] Because the young person have to carry the old person—that
is filial piety. You are not going to be filial with your pets. You feed
and look after the cats and dogs but you do not be filial with them. So
filial piety is about giving them support physically and emotionally.
Everybody would be old one day, everything you do now for your elders
your children will see—they will learn (C).

Interestingly, three female Chinese participants specified the male dominance

in traditional Chinese culture. They described a cultural expectation for

female family members to take care of male family members as a fundamental

component of family relationships. The expression of filial piety was expected

differently from a son and a daughter. Sons who expressed concern and spent

time with their parents were considered filial; however, daughters (including

daughter-in-laws) were generally described to be providing the care because

they are more “caring”. As such, these participants described a feeling of being

under-appreciated by their stroke relative being cared for, which in turn had

negative impact on their emotional coping with the carer role.

Chinese traditions to our family? The Chinese tradition is the role of
the big man, whatever the man says goes, right? The men are still all
alpha males so men are at the top and women are always the last (C).
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Daughters are always more caring—for sons, talking on the telephone is
considered filial, my son calls his father everyday to see how he is doing,
that’s very filial (C).

However, the description of gender differences in Chinese family care-giving

was not shared by two Chinese male participants. These male participants

described filial piety to be based on personal commitment to family honour

and integrity, rather than based on gender. One participant described filial

piety as an expression of individual selflessness over the needs of the collective

family. He gave the example of his decision to give up his job in order to take

on the share of responsibility from his wife. He explained it was necessary for

him to alleviate the burden on his wife as a carer to reduce friction between

the family members and restore harmony.

It depends on the person if their nature is selfish. If you are selfish
you can drop everything and leave. Like, if you think why would I
leave everything to my wife and children solely—as a husband that does
not sit well with me. So I have to be involved in the end. This is our
childhood upbringing that makes us this way (C).

The participants highlighted the Chinese traditional family care-giving model

to encourage seeking internal support from within the family network rather

than relying on external support from the health system. As such, this model

had impacted on some Chinese participants’ approach and engagement with

carer support services offered in the community. Six of the ten Chinese parti-

cipants reported to have never used or known of formal home support services.

Most of these participants mentioned they did not wish to use this service

even if they have had the information because they are concerned their stroke

relatives would not be comfortable with an unknown home support worker

to assist them. This was particularly of concern for intimate care-giving tasks,

such as showering. Most of the participants suggested other forms of ser-

vices—such as free transportation for stroke relatives and translation services

in primary health care centres—would be more culturally and appropriate

forms of services for their families.

. Age

The age of the participants demonstrated a relationship with the participants’

physical and emotional capacity to provide the care-giving tasks. The age

of the participants reflected the life stage they were at, and subsequently

the context of their life stage translated to their coping with the carer role

differently. Participants over  years were more likely to describe limitations
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in physical capacity to perform physically challenging care tasks, such as heavy

lifting. Participants under  years, particularly participants under  years,

described emotional difficulties in accepting the carer role because this was a

responsibility not typically expected in their particular life stage.

.. Older Family Carers ( years+)

Many participants in the over  age group reported the natural decline of their

own health. Some participants described how the physical demand of their

carer role had exceeded their personal capacity to cope with. Six participants

identified situations where they had injured themselves when they were per-

forming more physically demanding care-giving tasks, particularly when they

were lifting or transporting the stroke relative with mobility disability. For

two participants, they described these injuries to have accumulated over their

stroke management journey, to the point where they had significantly impacted

on their long term physical health.

Dash! I had a lot of... in the past ten years... a lot of joint replacements,
and you know, quite a lot... I had a left a hip, both knees, right shoulder.
And, um... I also broke my left ankle, slipped in the garden and got pins
in that. And um, I also broke my neck (C).

Four participants who had over ten years in the carer role reflected their

physical health status over the course of their care journey to improve after the

initial decline. They described the recognition of prioritising their own well-

being and state of health to achieve a balanced care-giving experience. This

recognition was reported to occur some time after the stroke relative’s condition

had stabilised. However some participants also acknowledged their physical

health declined again or would decline when the stroke relatives’ overall

health weakened towards the end of their life. Rest homes were discussed as

an option for care at that stage, as the physical demands of the care exceeded

the participant’s physical capacity.

I looked after him, well, it was  years before he died; so I looked after
him most of that time, until the last years where he had to go into a rest
home, because I was starting to fall to pieces. With joint problems and
things. And he was getting beyond being looked after at home (C).

.. Younger Family Carers (under  years)

Participants under —particularly two of the three participants under —re-

ported more emotional challenges in adopting and accepting the carer role.
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The participants described not being emotionally and mentally prepared for

their relatives’ stroke because this was not expected in their life stage. The

relatively early adoption of the informal family carer role was described to

have created a greater interruption in their life plans. This was particularly

expressed by adult daughters where four of whom had to give up their employ-

ment to care for their stroke impaired mothers. The interruption to their life

plans had produced evident psychological distress for these participants. They

reported to experience more obvious anxiety and had more difficulty gaining

acceptance of their care-giving responsibilities.

I am not looking after her, I don’t need to focus on the family any more.
It does actually take a couple of years you know for any person of the
family to move on you know. Until you can actually start focusing on
yourself, rather than just full blown focusing on what’s happening with
the family (E).

. Severity of Post-Stroke Disability

The severity of the stroke relative post-stroke disability was identified by four

participants as being a significant determinant of their care-giving experi-

ence. In terms of physical health, participants supporting stroke relatives with

more severe symptoms reported more evident and ongoing negative physical

health outcomes. Participants who were required to provide round-the-clock

care—such as toileting and monitoring during the night, and physical as-

sistance with stroke relatives’ mobility, such as lifting them in and out of

wheelchairs—suffered the most strain to their physical health. In these higher

demand care cases, participants reported loss of sleep, chronic fatigue, on-

going back and joint pains, and more occurrence of chronic illnesses. They

also reported having less personal time to relax and care for their own health

issues.

It’s hard on me. The long term nature of this role can be very tiring.
Like my mother needs to go to the toilet at least once every night, I have
to get up to change her nappy, just like a baby (C).

. Chapter Summary

This chapter offered a more in-depth insight into the key variations in the

experiences of the participants through four variables—gender, cultural values,

age and severity of the stroke survivor’s disability.
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The relationship between gender role and the informal carer role were

divided between the participants. Variations in opinions of whether the in-

formal carer role was predisposed to the female gender group were evident

amongst female and male carers. Some female and male participants described

the informal carer role to be a gender construction where women were more

capable of providing care based on their gender characteristics. Some female

participants described men to lack the capacity to provide care due to their

gender characteristics. Alternatively, other female and male participants out-

lined the carer role to be a non-gendered position. Individual’s personality

traits and background determined their capacity to adopt the carer role.

The female and male participants described similarities and differences

in their care-giving experiences. Both female and male carers developed

closer relationships and interdependence with other female family members

as a response to caring for their stroke-impaired relative. However, female

participants also identified close female friends to provide emotional support

for their care-related burden. The male participants did not have external

friends to provide emotional support.

The participants’ cultural background—European and Chinese—defined

differences in family care-giving models. Both cultural groups identified family

care-giving for stroke relative was a priority of the family unit rather than the

health system. However, European participants described a horizontal family

responsibility for caring for their stroke relative, and the Chinese participants

described a vertical family responsibility for caring for their stroke relative.

Chinese participants also highlighted their perspectives of traditional Chinese

family values and specifically the importance of filial piety.

European and Chinese participants’ differences in cultural care-giving

model impacted on their approach to external carer support services. European

spouse carers were more likely to provide care alone or with less support from

other family members. Therefore they expected and utilised more support

services from the health system. Chinese carers preferred to rely on internal

family networks for support in their care-giving tasks. They were less likely to

seek external carer support services.

Age was a determinant for participants’ capacity to cope with the demands

of the carer role. Participants over  years found it more difficult to cope

with the physical demands of the carer role due to their naturally declining

health. Participants under  described more difficulties accepting the carer

role emotionally due to greater interruption to their life plans.

Finally, the severity of the stroke survivors’ disability had a direct impact

on the physical health of the participants. Participants providing care  hours

a day and participants involved in physically demanding tasks reported more
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obvious ongoing physical strains to their health.

These results highlighted the complexity and intra-differences of the in-

formal carer role. Family carers can be expected to have very different exper-

iences based on their individual background, demographics and the stroke

outcome for their relative cared for.









Differences in Care Journey Through the
Health System

This chapter provides an analysis of the participants’ stroke management

journey through the health system, highlighting key barriers and enablers

identified by the participants. The temporal dimension of the data was an

additional area emerging from the interviews which was not expected in the

original hypothesis. The analysis of the data highlighted how the experiences

of the participants were directly responsive to the changing health needs of

the stroke survivors. This information provided a temporal connection to the

participants’ health and psychological outcomes outlined in chapters five and

six. It allowed for deeper understanding of the participants’ health needs at

different stages of the care journey paired with the necessary support services

required to meet their needs.

In this chapter, four care stages are identified. The unique features of each

care stage, including the types of physical and health outcome experienced by

the participants and the services described to be most necessary for effective

coping of the carer role are discussed. The second part of the chapter outlines

the key barriers and enablers experienced by the participants throughout their

care-giving journey. The discussions provide insights into the appropriateness

and responsiveness of the stroke management support system from the service

users’ (family carers) perspective.

. Stages of the Care Journey

All of the participants described changes to their health service needs at dif-

ferent periods of their care journey. These were periods corresponding to the

important stages of the stroke survivors’ health conditions. The most evident

changes in the demand for health system intervention were broadly categorised

into four stages of the care journey: ) the initial hospital admission of their

stroke relatives and their stay in the inpatient rehabilitation centre, ) the
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transition into stroke management in the home setting following discharge, )
ongoing stroke management, and ) end of life care for the stroke survivors.

At the time of the interviews, one participant was at the transition stroke

management stage which spanned from discharge to about one year post-

discharge. Fourteen participants were at the ongoing stroke management

stage which covered stroke management from over one year post-discharge to

over ten years of care. Three participants were in the end of life management

stage for elderly stroke survivors. This stage can occur any time after hospital

discharge depending on the post stroke health status of the stroke survivor.

Finally, three participants (including one participant who was looking after her

stroke impaired son at the time of the interview) were ex-carers for stroke rel-

atives who had deceased. As such, these participants recalled their experiences

through all stages of the stroke management journey retrospectively.

Due to differences in the participants’ length of care-giving, more parti-

cipants were able to contribute to the earlier stages of their experiences in the

stroke management journey and fewer participants were at a place to discuss

the last stage of the stroke management journey. All of the participants were

able to recall the initial stage of the stroke relatives’ hospital admission and

inpatient rehabilitation. At each stage, the participants provided descriptions

of the context of the post stroke management situation, the key features of their

experiences, and the health system interventions identified as most necessary.

.. Hospital Admission and Inpatient Rehabilitation

The first stage of the stroke care journey commenced from the time of hospital

admission to the end of the stroke survivor’s inpatient rehabilitation. The

participants described this period to last between two weeks and two and a

half months. The stroke survivor’s length of stay as an inpatient was dependent

on the severity of their stroke and post-stroke recovery progress. Key features

of this stage of stroke management included ) the participants’ emotional

responses to the stroke, ) the sudden onset of carer responsibilities and )
increased interaction with health professionals. In addition, the participants

highlighted the most necessary service support for this stage to be education re-

garding stroke rehabilitation, basic training for day-to-day stroke management,

and psychological support for post-traumatic stress.

Fourteen participants recalled being at the scene of their relative’s stroke

when it occurred. All of these participants identified that particular moment

as marking the beginning of their stroke management journey. In all of these

cases, the participants were able to identify their relatives as being critically

unwell, and organised their stroke relative to be transferred to the emergency
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department of a hospital.

Well I knew straight away when he had the stroke what it was and I’ve
never came across a stroke before. And then I rang the ambulance and I
said, he’d has a stroke (E).

The other six participants were not present at the occurrence of their relative’s

stroke. They were informed of their relative’s stroke through a family member

or close friend who had been present. Three participants were able to join their

other family members to be with the stroke relative at the hospital shortly after

they were notified. However, three participants were overseas at the time of

their relatives’ stroke and did not begin caring for their relative until one to

two months after their relatives’ stroke. They required time to terminate their

work and living arrangement overseas prior to returning to New Zealand to

take on the carer role. Consequently, these participants were not present for

part of the first stage of the care-giving journey as described in this section.

All of the participants described this stage of their stroke management

journey to be emotionally overwhelming and daunting. The most common

emotions described by the participants were their initial sense of fear and

uncertainty, and then later feeling overwhelmed and confused over the care-

giving situation.

I think it was overwhelming and daunting and I was anxious in the
beginning. It’s just you wonder about the future and you know how
will she survive (E).

The participants recalled elevated feelings of fear and uncertainty in the first

 hours post hospital admission. Many described themselves to be in shock

during this time. This was described to be more evident for participants present

at the time of their family member’s stroke. This was a time of uncertainty

regarding the outcome of the stroke. Most participants did not know if their

family member was going to survive. They described being confronted with

the fear of losing their family member, which brought them great psychological

distress.

Sometimes the doctors or the therapists they couldn’t give you a certain
answer because there is no certain answer, so all they can say it could
be the worse scenario, which could make you lose hope for some people
or some times (C).

Most participants described feeling confused and overwhelmed following the

stabilisation of their stroke relatives’ condition. This was the critical period

for the stroke survivor’s rehabilitation. Most stroke survivors were transferred
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to a rehabilitation ward in the hospital or an inpatient rehabilitation centre

for stroke survivors under the age of . The participants had to handle many

adjustments in a very short period of time, including a sudden increase in the

interaction with multiple health professionals working with the stroke survivor.

Half of the participants found this process to be very confusing, because the

staff they interacted with were continually changing and the participants did

not always know how best to be involved in the care of their stroke relative.

...when I got there to tell the [medical professionals], I kind of shouted
at the doctors, like STOP! Because they [medical professionals] were all
talking and not listening and they were all fluffing about so I got pissed
off and just stop what you are doing, I can give you the run down in five
minutes, less than five minutes, just listen and you will know what the
hell is going on [her mother’s symptoms leading up to the stroke] (E).

It’s like we just got used to these nurses and now you are getting us used
to those nurses—No! It’s not okay! We were in tears in this rehab going
we don’t like this. We didn’t like it, we only just got used to the nurses
(E).

In addition, the participants described feeling overwhelmed with the onset of

taking on the care responsibilities for their stroke relatives. Most of the parti-

cipants outlined the commencement of key care-giving tasks at the hospital

setting, particularly BADL tasks such as feeding, showering and grooming.

They described to be physically and emotionally tired at that point of the

care journey, therefore the adoption of the new care-giving tasks sometimes

overwhelmed their physical and emotional capacity.

Retrospectively, many participants suggested some interventions as being

helpful for coping with the first stage of the care journey. These included

education on stroke rehabilitation, basic training in stroke management and

psychological support.

Firstly, the participants described that more targeted education on stroke re-

habilitation and post-stroke development could benefit family carers’ logistical

and mental preparation for the carer role they had adopted. Specifically, parti-

cipants wanted education on the possible prognosis of stroke and strategies to

assist their stroke relative to maximise their recovery.

But when I say it’s not good enough it’s probably from a family member
point of view I find I want more information about how I can help him,
rather than just okay you do all you know and you are doing a good job
but maybe because that’s all they know (E).
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So that’s probably one of the issue that I have to dealt with was a lot
of frustration. Like how am I suppose to coordinate this woman’s day
without having a properly structured schedule [of the different types of
rehabilitation] from her doctors? (E)

Secondly, they identified the need for basic training for managing stroke sur-

vivors’ disabilities. The participants wished for targeted training on practical

skills most useful for the care of their stroke relatives’ disabilities. For example,

many participants wanted training for effectively and safely transporting and

lifting stroke survivors with mobility disability. Some participants wanted

training for communication with stroke survivors who acquired aphasia. These

training would allow them to become better equipped to take over the care

tasks when the stroke patient was discharged from the hospital.

There is no training for anybody. And there is no advice either (E).

And they don’t actually give you any advice about, actually it’s a good
thing if you can help him to do a bit of these or a bit of that. They kind
of just leave it all up to you (C).

Finally, a few participants emphasised the need for appropriate psychological

support for the family carers. These participants highlighted that witnessing a

family member suffering a stroke was a very traumatic experience, resulting

in significant emotional distress. They suggested that psychological distress

experienced by the family carers should be treated similarly to post-traumatic

stress disorder. Specific psychological support services suggested included

family counselling and group therapy with other stroke families.

There is not enough [psychological] family support like that, and espe-
cially family counselling sessions without someone who is sort of like I
am just doing this as my job or I don’t get paid. Someone who genuinely
knows what is like to go through something as traumatic and disruptive
as that. So I think in that sense there is not enough support for families
as a whole and for the individual person (E).

I think there should be a PTSD support group or something. I think
every family would suffer from PTSD after something like that (E).

.. Stroke Management Immediately Following Discharge

The second stage of the care journey was the transition period that followed

immediately after discharge. The stroke survivors were discharged home and

the family had to learn how to live with the stroke relatives’ disability in the

home setting. This transition period was described by the participants to last
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between a couple of months and up to a year post-discharge from the inpatient

rehabilitation. The key features of this stage included ) difficulties coping with

the physical and psychological demands of the complex care-giving tasks, and

) participants feeling alone and socially isolated in their newly adopted carer

role. The participants identified having access to home support services and

appropriate information on community-based support services to be useful for

this stage.

Eighteen participants identified the adoption of the complex care-giving

tasks during this early stage of the stroke management journey to be very

challenging. Most participants described having taken on all or most of the

care-giving tasks required for supporting the stroke survivor’s daily living at

home with very little preparation. They had to provide the care tasks necessary

to maintain the daily functioning of the stroke survivor, which extended

beyond the BADL being provided in the hospital setting to more complex tasks.

The additional care-giving tasks included IADL and household tasks, such

as transportation and liaising with different health professionals involved in

the stroke survivor’s ongoing rehabilitation. Participants described having to

develop new schedules to cope with the demands of the carer role.

After the hospital there were so much to do... I basically have to give up
work to look after him. I have to give up everything to look after him
(E).

I had to cope with this instant situation when it arrived in my life. No
preparation or warning (E).

Most participants described this stage to be physically demanding and having

a negative physical impact on their health. The physical demands of the

care-giving tasks were challenging and required much of the participants’

energy and time. Many participants reported being mentally and physically

unprepared for the transition of responsibility at this stage of the care journey.

They reported not knowing how to seek appropriate support services, such as

home support services, to lessen the demands of the carer role.

The issue of balancing the carer role and employment was most evident in

this stage. Participants who had resumed their employment reported having

limited time and energy to balance between their newly adopted carer role and

their existing job. The physical and emotional demands of juggling the two

roles had obvious negative effects on their health outcomes, including elevated

emotional burden and increased occurrence of illnesses.

I also have to make about $ or $ extra a week on top of my salary
just to cover our costs. So I work all the time. I am downstairs trying to
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do my work for people that come to see me, it’s really difficult...I come
home, cooked the food, eat the food, I feel pretty worn out I don’t really
want to go there so it’s difficult you know. It does add to the stress you
know. But it is what it is (E).

The change in relationships with the wider social network was most notable

for participants during this stage of stroke management. Twelve participants

described a heightened sense of being left alone with the carer role, given

the sudden change in the stroke management situation—from the collective

setting of the hospital to the home setting. These participants described the

sense of isolation from support services and their social networks due to the

increased time commitment to the care-giving tasks.

I lost my freedom—I lost my ability to, like four years ago, one phone
call and I fly out the door. You understand? But now, it’s not like that
(C).

Reflecting upon their experiences, the participants outlined specific interven-

tions necessary for stroke families to transition into stroke management at

home. These were improving the access to home support services and to having

more appropriate information regarding how to access community-based carer

support services.

Some participants highlighted the need for more accessible home support

services during the first stage of home stroke managements. Increasing the

availability and quantity of home support services was acknowledged to be

helpful for reducing domestic task related burden. This was particularly

necessary for participants who could not give up their employment and/or

had no other family members for support.

I think one of the things, is, you know the physical taxation of trying
to do everything. And certainly, I believe that there should be more
home help available. For people. At least. Even if it was three hours a
fortnight, or something like that, so that the hard stuff of the housework
would be done for you, something like that? (E)

Some participants suggested more access to available carer support services

in their community would have helped to reduce their feeling of social isol-

ation during this stage of the care journey. In particular, the suggestion of

establishing a “buddy system” between newer and older/past family carers

was nominated by six participants to be useful for reducing social isolation

during this period. Some participants also suggested that having a single

source for community support services related information would make it
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easier for carers to seek and access carer support services in the community

that are appropriate to their needs.

I think that to start off with there should be a buddy system in the
hospitals or something like that, that you have somebody you can talk
to, somebody you can ring up if you have a concern, AND somebody
who can give you correct information (E).

Yes, yes, [to have a person] who actually know what everybody else[services]
is doing. Yes, almost like a person you can go to ask (E).

.. Transitioning into Ongoing Stroke Management

The third stage of the care journey most necessary for health system interven-

tion was the participants’ transition into their ongoing stroke management

routine. This usually occurred after the stroke survivor’s improvement in

ability had plateaued, about one and a half to two years after the stroke. This

was also the stage where many participants experienced challenges in their

relationship with the stroke survivor and issues with their identity of the carer

role. The key features of this stage included difficulties realising the long-

term outcome of their relatives’ stroke, experiencing emotional distress due to

altered relationship with stroke relative and confusion over self-identity, and

plans for personal future integrated with carer role. Intensive short-term psy-

chological support was discussed as being most necessary for family carers to

transfer into their new relationship with the stroke survivor and their ongoing

stroke management life plans.

At the time of the interviews, the majority of the participants were engaged

in this stage of the stroke management journey. Most described having exper-

ienced emotional distress when faced with the permanent situation of their

stroke relatives’ disability and ongoing care. Improvements in stroke surviv-

ors’ physical and cognitive abilities reached saturation after a year or two of

rehabilitation. The participants and their family had to come to terms with the

stroke survivor’s permanent situation. The realisation that the stroke survivor

would not make further process was distressing for some stroke families.

I think all the drama and all the excitement getting better is now plat-
eaued out. So, it’s sort of like we are looking at it and thinking this is
probably as good as it is going to get you know. I think she feels disabled.
I think she feels all those sorts of things and it’s difficult for someone
who was so active and good. You know she feels now she is not, well not
even active, capable, now she feels dependent. And I am having to learn
a whole lot of new things around that too (E).
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Some participants identified how concerns for the future, mourning of lost

future plans, and an altered relationship with the stroke relative were common

reactions in this stage. Many participants acknowledged the relationship

changes with the stroke relative as being a permanent situation. This prompted

a sense of grief for a lost relationship with the stroke relative and caused many

participants to question their identity with relation to their carer role. The

participants’ negative psychological response mirrored the stroke survivors’

sadness or loss of motivation about the reality of their future.

My husband has actually lost the motivation and for some reason or
another it has affected him in the stroke... I think it has affected his
brain that way, and that’s just something that we have to accept. I found
it very, very hard that he won’t do anything. Won’t even tried, without
me doing it for him. And I just, nah, it’s very hard that... to accept that
one (E).

This stage was described as the time when the participants were beginning to

make decisions about the direction of their personal life. For stroke survivors

who had regained enough capacity to become more independent in their

functioning, the need for the participants to provide care was reduced. The

participants reported the need to shift some of their focus back into personal

development. This had been discussed as an emotionally challenging process.

Some participants described the feeling of being lost and not knowing how

to move on with their own lives. Often, unresolved emotions—such as the

anxiety acquired from the first stage of the care journey—were also reported

to become an issue for some participants during this time.

It’s sort of like once everything settled, and once you stopped focusing
on mum and making sure she is okay and everything, it sort of when we
got to experience the emotional effect of what had happened (E).

Some participants identified short-term intensive interpersonal therapy to be a

necessary intervention for family carers during this transition stage. Targeted

therapy, such as counselling, can help carers reach acceptance of their situation

and to identify their future direction and life plans integrated with the ongoing

stroke management. Importantly, therapy can also help carers to resolve some

of the earlier emotional distresses unresolved from the early stages of the

care journey. This form of support needed to be accessible in terms of cost

and availability. None of the participants were able to access this form of

psychological support during this stage of their care journey.

But really the main thing is that there is no real emotional and psycho-
logical support, that’s probably the biggest weakness in terms of family,
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like I haven’t really had time to deal with the kids their feeling around
that, there is no access to (appropriate) psychological help (E).

Like me have to go hunting out [for appropriate psychological services],
I have tried sort of a reassurance from a psychologist, you have to paid
a hundred and something bucks or you have to go to the public system
and get told you are schizophrenic. It’s like not, I am probably suffering
from post traumatic stress disorder, it’s probably the reason why I still
hear my mother’s yell at night when I am sleeping. That’s all (E).

.. End of life Care and Management

The last stage of the care journey was the end of life care for the stroke survivor.

The descriptions and discussions of this stage of the care journey came from six

participants who had already been through this experience or were involved in

the end of life care situation at the time of the interview. This stage can occur

any time after the relative’s stroke. The key features of the stage included a

decline of the participants’ physical and psychological capacity to cope with the

increased care-giving responsibilities and the conflict of emotions regarding

recess from carer role. The support services identified to be most helpful for

this stage of the care journey were elderly day care, respite care and rest homes.

The participants described the demand of their care-giving tasks became

more intensive as their elderly stroke survivors’ health naturally declined.

Participants who had experienced or were experiencing this stage of care were

mostly elderly themselves. The period of care also extended to include night

shifts when the stroke survivor required assistance with toileting at night.

They reported their physical capacity also declining over the care journey and

the intensity of the care tasks to have impacted on their physical health. In

addition, some participants also described emotional distress because of the

increased demand of the role but also the potential loss of their loved ones.

Most of the participants described their need to have regular breaks from

the carer role to maintain their physical and psychological well-being. How-

ever, for some of these participants the need to have a break from the care

tasks was often describe to create a sense of guilt. They did not want the stroke

survivor to feel rejected but could not sustain the demands of the carer role

without some form of recess. The conflicting of emotion can create additional

emotional burden for the carers.

I feel a little guilty sometimes when I leave him [using respite care], I
do not want him to feel rejected (E).
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The participants highlighted a number of services identified to be helpful for

family carers in the end of life stage of care to be elderly day care, weekly or

monthly respite care, and for the very worse case, rest homes. Elderly day

care and respite care were identified to be able to provide temporary time-off
from the carer role. These were deemed appropriate for stroke survivors who

were still able to live in the home setting. However, for cases where the stroke

survivors were becoming increasing frail, participants had described the use

of rest homes and hospice care to be appropriate for these stroke families.

Four of six participants had utilised rest home services for their stroke relative

during the last stage of their lives. The other two participants identified had

considered rest home as an alternative option of care for their stroke relative

in the near future.

So at present, well at the time I could not really look after two elderly
people, it was too much. Now my father-in-law is in a rest home (C).

. Key Barriers Identified

In the discussions of their usage and knowledge on health and social support

services, the participants outlined a number of key barriers that had hindered

the effectiveness of their care journey. The most commonly discussed barriers

amongst the participants described in this section were: ) issues with post

stroke management information delivery, ) mismatch of expectations between

family carers and service provider when interacting with health and support

services, and ) specific barriers identified by participants who were first

generation migrants.

.. Issues with Information Delivery

Most of the participants identified issues with care and service related inform-

ation delivery from health services to be a major barrier in their care-giving

experiences. There was an evident mismatch in the types and delivery formats

of information expected by the participants and provided by the services. The

participants wished for specific information on their stroke relative prognosis,

rehabilitation, community based support services, and training for stroke

management. They expected the information to be delivered via interactive

methods. However, the types and formats of information received from health

services and professionals were generic and mostly delivered through written

formats.

Most of the participants wanted to receive detailed information on stroke

outcomes and rehabilitation during the first stage of their stroke management
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journey. Specifically, they wanted to know details of their stroke relatives’

prognosis and the long-term outcome of their disability. The participants

described expecting medical professionals at the hospital—particularly doctors

and nurses—to be able to provide them with this information.

In addition, the participants also described the desire for community-based

support service related information to be available at the first stage of the care

journey. Having information on what support services were available and how

to access the services would have benefited their plans for the stroke relatives’

ongoing rehabilitation and stroke management. The participants expected

other staff in the hospital setting—such as social workers—to provide them

with this information. In addition, many participants desired basic training for

appropriate management of their relatives’ disabilities to be provided within

the hospital setting.

When he was in hospital, I was told to go home, you know I spent too
much time up there, but unless I was with him when he went for his
exercises to the gym and all the rest of it, how was I going to learn how
to handle him? How was I going to learn? (E)

The participants wanted the information and training to be delivered in a

practical and interactive format. Specific suggestions for suitable information

delivery methods included presentations and demonstration, focus groups,

workshops, or a buddy system, where carers can interact and form connections

with service providers and other stroke families. These methods of information

delivery and training were described to be easier to comprehend and more

appropriate to meet their diverse care-giving needs.

And we went to this expo, and it was brilliant. And it was about all the
services available for the elderly. And it was fabulous the way it was
set up... And to my knowledge, we haven’t got anything like that on the
Shore. Something similar for stroke families would be fabulous (E).

However, most of the participants described the type and delivery of informa-

tion they had received from the health services as not meeting their expecta-

tions. The information provided for stroke prognosis and rehabilitation were

described to be generic and did not account for individual differences in the

stroke survivor’s disability and the stroke family’s situation. Moreover, the

information was mostly delivered in print, such as through brochures and

pamphlets. The participants regarded these methods of information deliv-

ery to be impersonal and inappropriate for addressing their questions and

concerns.
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The lady from the hospital gave me a brochure about different things,
but then some of the... I don’t think they are so suitable to us (C).

Consequently, many participants felt frustrated and disappointed with med-

ical professionals and services. They perceived that the health services did

not provide the most appropriate assistance at the early stage of the stroke

management journey, which they felt was instrumental for family carers to

learn new skills and get prepared for their care-giving tasks to come.

The hospital doesn’t give you much information at all. And you are
there to find out for yourself. And you really come home and you sort of
think—what am I going to do and where am I going to go? (E)

.. Mismatch of Expectations Between Family Carer and

Medical Professionals

A major barrier identified by the participants was the mismatch of expectations

between family carers and medical professionals in their model of post-stroke

management. The participants perceived the post-stroke management journey

to be a family-orientated intervention. The medical professionals approached

the post-stroke management care based on a patient-centric model. The mis-

match of service user and service provider expectations led to increased strain

and misunderstanding between the two groups.

All participants identified the ongoing care of their stroke relative as being

a family priority. As such, the participants described expecting to be involved

in the stroke survivor’s management process from the beginning of the journey.

In particular, they expressed having the desire to be informed of their relative’s

recovery process and progress, and how they wished to be involved in key

decision-making and planning of the ongoing stroke management plans. As

such, they expected to be able to communicate with the medical professionals

freely about the stroke patients’ medical condition and for the medical profes-

sionals to tend to their concerns and questions. Many participants reported

becoming upset and disappointed when the medical professionals did not

actively involve them in the early process of the stroke management.

And the other thing that really upset me, was not being allowed to
communicate with the doctor. Now that really got to me. And I wanted
to talk to his doctor at the hospital about how he was doing, and what to
expect and so on. And I said, could I make an appointment. Oh no, you
can’t do that. Why not? We don’t do that. I said, how can I talk to the
doctor, when can I see the doctor. Oh, she does rounds in the morning,
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so if you hung around about  you might be able to catch her and she
might be able to talk to you. That is ludicrous (E).

From the descriptions of the participants, the medical professionals had to

adhere strictly to medical regulations regarding patient confidentiality. This

extended to their interaction and communication with the family members of

the stroke patient. Medical details of the stroke patient were not to be shared

freely with family members.

That’s why I stuck by his side and went to all the group sessions and
stuff like that. Because they can’t give you all the information because
the health system won’t allow them to (E).

No, they [medical professionals] respect their [stroke survivors’] per-
sonal space, they respect your privacy. They don’t tend to tell the family
member a lot unless you ask. So... but the thing is if you don’t know
and you don’t know how to ask the right questions you don’t get the
right answer, the answer you need. So sometime I found in this way,
patients may not get the best recovery as they could. And it’s a bit of
just your luck, what kind of family you have and everything (C).

The mismatch of expectations led the participants to report increased strain

in the relationship between medical professionals and family carers. Many

participants were frustrated with the communication model of the medical

professionals. They described developing more assertive manners and be-

haviours when interacting with medical professionals in order to gain their

acknowledgement. Some participants reported their negative interaction with

the health system to have formed mistrust towards medical professionals.

I am not normally stroppy by nature or demanding by nature and yet
it became obvious that I have to put in writing and be absolutely firm
about anything dealing with the health services (E).

...looking back I would say from what I know now it was very good
that I was ignorant. Yeah, I would say that the staff relied on that—the
doctors and things when they set you down in the family meeting they
relied on the fact that you do not have a clue. So they take complete
advantage of that and all you are thinking of is I want to look after or
give my mum the best. And so you go forth with good intentions and
no knowledge (E).
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.. Migration Related Barriers

The migrant participants highlighted additional health service barriers. In

particular, language issues, the reduction in support network, and unfamiliar-

ity with the New Zealand health system were described as being some of the

major hindrances the participants experienced in their care journey.

Some Chinese participants identified how language barriers prevented

them from effectively using support services. The lack of English proficiency

made it difficult for these participants to communicate with the services. Al-

though interpreters were reported to be available in the hospital settings, for

many support services no interpretation service was available. This made it

impossible for these participants to access the appropriate services.

But also there is the language issue. Often you cannot explain yourself
clearly—you can’t say exactly what you are trying to tell them or they
may not grasp your main needs (C).

Many first generation migrant participants reported having a reduced support

network as a result of their migration, especially their extended family. The

physical distance between them meant that the extended family network could

not provide much-needed practical assistance to the participants.

Some participants explained how their unfamiliarity of the New Zealand

health system and the disability care model had led them to develop low

expectations of out-of-family assistance. They reported that they did not know

that many of the social support services existed. They also did not know what

type of services or financial assistance they were entitled to. Many Chinese

participants had never received any form of home support services, and they

reported to be less likely to be part of any carer support groups.

I don’t know... part of our problem is that we come from a background
where there is no social services you know. You make do with whatever
you have or how you do it. So I am not very good at trying to access any
funding or anything like that (C).

Perhaps they thought we were living with our children so they don’t
give us that service. But at the moment, I don’t think we really have
the needs. It’s not just the two of us old people you know, there are our
children and grandchildren. So whatever I can do I will try to do (C).

. Key Enablers Identified

As summarised in chapters five and six, interpersonal relationships, partic-

ularly close relationships with family members and close friends, were an
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instrumental form of support network for the participants. The key enablers

identified by the participants mainly cover participants’ interpersonal rela-

tionships with two groups: ) support from the other family members, wider

community and other stroke families, and ) rehabilitation services and so-

cial support services—particularly allied health professionals working in the

communities.

.. Other Family Members, Community and Other Stroke

Families

Other family members, partners, close friends and the wider social network—including

other stroke families—in the community were identified by most participants

as an important enabler for their survival and perseverance as family carers.

Family members within the stroke family were reported to offer under-

standing more than any other groups. The shared emotional journey, and for

some also the shared care journey, provided the participants with a sense of

security when other aspects of their lives were uncertain.

Particularly for some Chinese participants, their extended family in New

Zealand and in their native country were identified to be their main financial

support system. In three cases, the participants reported their post-stroke

living costs being partially subsidised by extended family members overseas.

One participant described her sisters overseas offered her family financial

support after her husband’s stroke.

When our financial situation became really tight, my sisters will give
me money [financial support]. They are really wonderful (C).

Many Chinese participants also described a collective family approach to mak-

ing decisions concerning the stroke impaired family member. This decision-

making process was discussed as a wider family issue concerning extended

family members. This was particularly the case if extended family members

were providing financial assistance. Although only a smaller number of family

members were described to be involved in the actual care tasks, there was a

tendency for more established Chinese families to pool their resources for care.

For example, one participant was caring for her stroke impaired mother but

she was also living with two other extended family members with varying

disability. They pooled their resources to look after one another and they were

financially supported by their wider family.

Even though they are disabled, they are not fully disabled in all ways.
You understand. They can offer assistance in their way, as long as you
know how to manage it all. For example, he knows how to cook, even
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though he is slightly disabled, he can cook. And he can help with the
physical aspect of the care, like the lifting. So that’s helpful in some
ways (C).

Close friends were also reported to offer emotional and physical support. For

example, one participant was living overseas at the time of her mother’s stroke.

A close friend took on the informal carer responsibility for the first month

after the stroke to allow for the participant to sort out her situation before

coming back to care for her mother. Some participants also described their

close friends to be in a better position to offer support than immediate family

members because they were not so directly involved in the grieving process.

These discussions were similar across the European and Chinese participants.

I think for the first few days because I didn’t know what to expect it was
the early stage and I was quite worried and luckily I got a few friends
they helped me and gave me food or cooked for me. And then they came
to see us to give me support. Yeah without them the first probably the
first couple of weeks, I don’t know how I would have survived (C).

Some participants with strong networks within the wider community, includ-

ing religious communities, described this network to be an irreplaceable source

of support. Their network was able to provide them with practical, emotional

and spiritual support. These participants described their networks with senti-

ment likened to that towards their family.

We have been Catholics for decades, it’s not a new thing. So most of our
network is from the church. They are like our brothers and sisters, we
are very close. So I never feel lonely (C).

Three participants were members of a stroke carer support group. These

participants described how being part of the group was a prominent source

of support for their practical and emotional needs. Having regular contact

with other stroke family carers was described to be the most useful source

of information. The participants were able to find out about rehabilitation

services and support services that they did not have access to otherwise. The

participants also described the sense of comfort they experienced by being

part of a community where everyone understood what it was like to be a carer.

The shared understanding and empathy had been outlined to be helpful to the

participants’ emotional state.

And I love it, and I love the people that come along, and I love to see
the new ones make progress. And you know we’re not a big group,
we’ve got a meeting tomorrow... but we stay in touch, and that’s the
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important thing. And it’s a place that sometimes people come and they
just... unload. The frustrations. Because we all have those frustrations
(E).

Generally, other participants not belonging to the carer support group had also

described other stroke families to be an enabler for their ability to cope with

the carer role. They described the other stroke family carers to offer empathy

and to provide good information through first-hand experiences.

There are two other ladies in the same situation, and perhaps we would
never ever had sort of meet up each other, you know separately these
three different people, but find that’s really a huge help—just talking
to each other, laughing about things, and get angry, sharing it (laughs)
(E).

.. Rehabilitation Services and Social Support Services

Many participants described particular aspects of the health and support

services to be supportive to their journey. These included the allied health

professionals, social support services run by NGOs and respite services.

Almost all of the participants highlighted the allied health workforce to

be the leading enabler in their care journey. Allied health professionals, par-

ticularly physiotherapists and occupational therapists, were reported to have

the most ongoing interaction with the participants and stroke survivors post-

discharge. They engaged the participants in the treatments, decision-making

and ongoing communication. Often allied health professionals filled the gaps

of other services. These included liaising with GPs and doctors on behalf of

the stroke survivor or family carer, providing training for family carers, and

making suggestions or referrals for stroke families to social support services.

I could see the improvement with the combined help of everybody: the
physio, the OT, friends and just the improvement in herself. Especially
things like the Laura Fergusson programme they were a big incentive
(E).

Social support services run by stroke related NGOs—such as the Stroke Found-

ation and Laura Fergusson Trust—were reported by many participants to be

an enabler in their experience. They found these services to be important

channels in maintaining connections with the stroke community. The social

activities were low-cost and accessible for the stroke survivors and the par-

ticipants. These activities provided some structure to the new post-stroke

schedules of these families. The stroke survivors were able to form connections
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and friendships with other stroke survivors. They were also provided with

much needed entertainment. Many participants described gratitude to these

services. By having these events, the participants had a regular opportunity to

pursue their own interests and be away from the carer role.

It gave her (mother) something to look forward to going and meeting
other people, the social aspects. Because basically they are stuck in their
own little environment and if they can’t get out then you know it’s not
very interesting for them (E).

That’s why we go to Conductive there twice a week and we go to Stroke
Club where he plays bowls and housie and has a cup of tea and some-
thing to eat. And he is with people that he can talk to. It’s really
important, his life hasn’t stopped (E).

The participants looking after very elderly stroke survivors described respite

services to be an important enabler for their care journey. The care tasks

involved in these cases were more physically demanding. The availability of

respite care allowed participants the time to balance the other aspects of their

lives. For some of these participants, this was the only opportunity where they

could have a “break”.

I think that they do a very good thing by providing respite care and I
think that is more worthwhile to know that you can have a break and
somebody else would be responsible (E).

And also as I say as time went by I needed more and more time off really,
because things are getting, because I have to do more physically and
they just sorted the time, yeah (C).

. Chapter Summary

This chapter illustrated the temporal relationship between the physical and

psychological health needs of the carer role and the health service interventions

necessary to address the needs at four key stages of the stroke management

journey.

The first stage of the care journey covered the period from the initial hos-

pital admission and the stroke survivors’ stay in the inpatient rehabilitation

centre. The participants’ physical and emotional response to their relative

stroke and the sudden adoption of the carer role were the key concerns of this

stage of the stroke management journey. The participants reported common

emotional response of fear of losing their relative and being overwhelmed by
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the sudden onset of the carer role to have negative impact on their psycholo-

gical health. The participants recommended stroke outcome education, early

post-stroke management training and psychological support for PTSD to be

necessary support interventions for family carers during this stage.

The second stage of the care journey highlighted the difficulties participants

encountered during the transition into stroke management in the home setting

immediately following discharge. The participants described increased phys-

ical burden with increased care-giving tasks as the key or sole carer for the

stroke relative. Other key features of this stage included difficulties juggling

carer role and employment, and increased social isolation. The participants

recommended increased access to home support services and the establishment

of a family carer buddy system to be helpful for family carer during this stage.

The third stage of the care journey identified the emotional challenges

experienced by the participants when they transitioned into a more stabilised,

ongoing stroke management routine. The participants identified that both

relationship changes with the stroke relative and coping issues with the carer

identity to have heightened psychological distress during this stage. The

stroke survivor’s recovery had plateaued and the participants had to focus on

their own life plans. Short-term counselling therapy was identified by some

participants as a beneficial intervention for supporting family carers through

the transition period.

The final stage of the care journey described the care of stroke relatives in

their end of life stage. Fewer participants had experienced this stage of the

care journey. The physical demand of the care tasks increased as the stroke

relative became more frail. The natural decline in the physical health of the

participants themselves reduced their ability to perform certain care tasks.

Elderly day care and respite care were most necessary for family carers to have

some break from their carer role. Rest homes may be necessary for some stroke

families at this stage.

In addition, three key barriers were identified throughout the care-giving

journey. The first two barriers concerned interaction with the formal health

system and medical professionals. Participants highlighted how the types and

methods of post stroke management information delivery by the health ser-

vices lacked consideration for individual differences of stroke families. It was

evident that the mismatch of expectations between family carers and medical

services created barriers in their relationships, causing misunderstanding and

frustration. First generation Chinese migrants outlined how language barriers

and unfamiliarity with the New Zealand health system prevented them from

effective seeking appropriate support services.

Participants’ interpersonal relationships with support networks were high-
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lighted to be the key enablers in their stroke management journey. Support

from close friends, as well as immediate and extended family members was

identified to be the most important support for coping with the burden of the

carer role to most participants. Good relationships with allied health profes-

sionals and community-based support services for stroke families were also

key enablers for many participants.

The temporal analysis allowed the interview data to be explored through the

life course perspective. This highlighted great variation in family care-giving

experiences at different stages of the stroke management journey. Combining

the findings from chapters five and six, the results illustrated the informal

family care workforce to be a complex population made up of diverse demo-

graphics, backgrounds, different family models and approaches, and to have

varying needs at different stage of their care journey. Policies and services

supporting the informal family care workforce need to be flexible and adaptive

in order to be responsive to the great diversity and variability of this workforce.









Discussion and Conclusion

The objective of this study was to provide an in-depth investigation into the

specific role of family carers for stroke survivors in Auckland, New Zealand. It

also sought to compare the lived experiences of European and Chinese family

carers by exploring the impact of cultural beliefs, gender roles and migration

upon the diverse needs of the informal family carer workforce. This chapter

presents a discussion of the key findings from the study. Firstly, the research

questions presented in chapter one will be discussed to examine the extent to

which they have added to the greater informal family carer literature. Secondly,

service and policy recommendations from this study’s findings will be outlined

in relation to existing carer policies in New Zealand. Thirdly, the strengths and

weaknesses of this study will be evaluated. In particular, the reflexivity of my

personal perception and background will be discussed in order to bring forth

my position as an insider of the family carer experience but also my role as the

researcher in this study. Finally, this study’s contribution to future research

directions for informal family carers for stroke survivors in Auckland and in

New Zealand will be discussed.

. Discussion of Key Findings

Four research questions were used to guide the investigation of this study.

The discussion of the key findings in this section is structured to respond to

the four research questions as outlined in chapter one. These four research

questions are:

. What are the roles of being a family carer for stroke-impaired relatives

in New Zealand?

. How do the different roles of being a family carer influence the interaction

and relationship with the following individual/group:

a) Family member cared for
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b) Other family members

c) Wider society (including employment)

d) Formal carer(s) and the greater health system

. How do Chinese family carers and European family carers differ in

their knowledge, approach and utilisation of social support services and

resources? How do differences in cultural/societal beliefs, ideology and

expectations influence the experience of being a family carer, particularly

for Chinese people living in a western society?

. How do gender roles contribute to the care-giving experiences for male

and female stroke family carers?

.. Role of Family Carer for Stroke Survivor in Auckland

The informal family carer role was identified in the literature to be a complex

and multidimensional phenomenon. As such, the role of family carer for

stroke survivor was investigated in this study through different components:

the specific care tasks involved in the carer role, physical and psychological

health impact of the carer role, and family carers’ perspective, identity and

recognition of the carer role.

The participants’ descriptions of the care-giving tasks involved in their

carer role provide a vivid picture of the variations in tasks types, demands

and frequency. Specifically, the participants reported performing BADL, IADL,

household, and additional tasks throughout the stroke management journey.

BADL tasks were identified by the participants to commence immediately

following their relative’s stroke and continued to a lesser degree throughout

the duration of the care journey. IADL tasks were reported to commence

after the stroke relative had been discharged home from inpatient care and

continued to the end of the care journey. Household tasks were described by

the participants to have increased significantly after the adoption of the carer

role due to decreased support from the stroke relative. In addition, other tasks

related to assisting the stroke relative’s medical and rehabilitation treatments

were identified to be part of the family carer’s tasks.

Variations in the types of tasks performed and the level of involvement

between participants were based on three variables: severity, type of disability

acquired by the stroke survivor, and whether tasks were shared between family

members or performed as a sole carer. Family carers caring for stroke survivors

with more severe post-stroke disabilities were involved in more care-giving

tasks and had a higher level of involvement. Similarly, family carers who were

the sole carer for their stroke relative had to fulfil all of the care-giving tasks
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alone. The specific types of care-giving tasks varied between family carers

depended on the health outcome of their stroke relative cared for. The health

outcome of the stroke determined the types of tasks performed by the family

carer.

In addition, carers described needing to be available to perform tasks up

to  hours a day, seven days a week. This finding is consistent with another

New Zealand-based study on informal carers in general (Jorgensen et al., ).
Moreover, most of the participants identified being the first point of contact

between the stroke relative and the health system. In particular, having the

ability to make critical health care decisions was described to be a key feature

of the family carer role (Dyall, ).

Although the basic description of key tasks provided through the carer

role was consistent with the findings from the literature (Ekwall et al., ;
Tooth et al., ), one key point of difference identified in this study was

the participants’ role as the main source of psychological support for their

stroke relative. Family carers from this study described offering psychological

support to stroke relatives, particularly when the stroke relatives were not able

to access formal psychological support or the psychological support given was

not appropriate. This description of psychological assistance in the carer role

was not identified in the findings of the literature.

Consistent with the findings from other New Zealand-based informal carer

studies, the analysis of the data from the participants painted a vivid picture

of how physically and emotionally demanding the family carer role can be

(Dyall et al., ; Gregory et al., ; Jorgensen et al., ). Participants

reported increased cases of pains, illnesses and medication use. They also

reported elevated level of stress, fear and anxiety.

Variations in family carers’ health outcomes were identified to be associated

with two variables—the severity of the stroke relatives’ conditions and whether

tasks were shared between family members. In particular, Van Den Heuvel et

al. () found stroke patients suffering from severe cognitive, behavioural

and emotional changes to be the main risk factors for carer’s physical and

emotional burn-out. The findings from this study also identified family carers

who had experienced the greatest relationship change with the stroke survivor

had the worse emotional health outcomes. Family carers with greater support

network to share the care-giving tasks reported better health outcomes than

those who were the sole carer.

Gender differences in physical and psychological health outcomes were one

key point of contradiction to the literature. The majority of gender findings

on physical and psychological health in the literature reported female carers

faring worse than male carers (Ngan and Wong, ; Remennick, ; Sung,
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; Yantzi et al., ). However, there were no obvious differences in

the gender health outcomes outlined by the participants in this study. Male

participants who were the primary or sole carer for stroke relatives with more

severe forms of disabilities reported similar decreases in emotional health

outcomes compared with female participants in similar demanding carer roles.

Moreover, male participants on the whole reported less social support for their

care-giving role beyond their immediate families than female participants.

This finding is in contrast with the findings from many overseas studies on

gender differences in the health outcomes of informal carers.

The lack of gender difference reported in this study may be attributed

to the age and life stage of the primary male carers in this sample. Male

participants who identified themselves to be primary carers were spouse,

under  years, and still employed. These carers were at a life stage where they

had to juggle multiple responsibilities—such as employment and supporting

children or other family members—on top of caring for their stroke relatives.

The increased need for these male participants to juggle the different aspects

of their family responsibilities may have created extra burden in their carer

role. The same level of role exchange may not be expected from male family

carers from other life stages, such as post-retirement.

A key finding of the informal family carer role from this study was the

mismatch of definition and expectations of the carer role between family

carers and health services. To family carers, their role is a legitimate one.

The participants acknowledged that they do as much and more than all other

health professionals working with the stroke survivor, and that their role is

irreplaceable by any single service in the system. The participants also felt

being more responsible for their stroke relative than the health system, they

expected to be a central component to the stroke recovery and management

process.

However, the family carer’s interactions with the health system illustrated

a different perception of the carer role from the point of view of the system.

They felt that families were not regarded as the primary source of ongoing

management for the stroke relative. They were not automatically involved

in the treatment plans and stroke management decision making. The mis-

match between family carer’s perception of the carer role and responsibilities

compared with the health services’ perception created great ambiguity and

confusions around the carer role.
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.. Family Carer’s Experiences in Relationship Changes

The second research question explored family carers’ relationship changes

resulting from the adoption of the carer role with four specific groups: stroke

survivor cared for, other family members, wider society and employment,

and the formal health system. The main focus of the investigation was the

impacts of the relationship change on the family carers’ health outcomes, and

subsequent positive or negative influence on the family carers’ care-giving

experience.

The participants’ relationship changes encountered with the stroke relative

cared for were more often reported to have resulted in negative than positive

health outcomes. Most participants observed evident changes in their stroke

relatives’ personality and cognitive abilities, which were described to be more

“child-like” and “dependent”. Role reversal—the reversal in the dynamic of the

previous relationship—with the stroke survivor in the post-stroke relationship

was one of the most obvious changes experienced by participants. In particular,

adult daughter carers experienced most evident role reversal with their stroke

impaired mothers. More than other types of carers, daughter carers reported

more psychological burden and distress coping with the relationship change

and mourned the loss of the previous relationship with their mothers. Moen

et al. (), Mui (), and Schumacher () reported similar findings of

more distinctive role reversal in post care-giving relationship to have created

more role conflicts within the relationship.

Conflicts within the relationship between the family carer and their stroke

relative cared for could potentially create negative care outcomes for both

parties. The intimate care condition of stroke management demanded constant

interaction between stroke survivors and carers with limited breaks—up to 
hours a day. Family carers’ dissatisfaction with the care relationship could have

potential negative impact on the quality of care being delivered. The quality of

post-stroke relationships between family carers and stroke survivors is an area

little addressed by most health services and policies (Green and King, ).
This finding supported the need for more targeted emotional and structural

support for family carers having difficulties transitioning into their carer role,

such as having counselling available for daughter carers as suggested by Mui

().

Close relationships between family carers and other family members was

identified in this study to be a major source of support for family-based stroke

management. Most participants identified increased dependence and collabor-

ation with immediate and extended family members to cope with the demands

of care-giving. There were specific examples of family members, such as sib-
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lings and adult children, pooling resources and assistance to help the family

carer sustain care for the stroke relative. In addition, other family members

also provided instrumental emotional support, especially when psychological

support services were not available. Participants who reported more internal

family cohesion generally had better physical and (particularly) emotional

health characteristics than participants who were sole carers for their stroke

relative.

Interestingly, the finding of extended family support, particularly emo-

tional support, was consistent between the European and Chinese participants.

Other cross cultural studies on internal family support for carers in the lit-

erature mostly reported more extended family cohesion for care-giving from

non-European groups (Bengston and Roberts, ; Gratton, ). A study

by Dyall et al. () on post-stroke management for Maori stroke families in

New Zealand also reported increased family cohesion but no comparison was

made with Europeans stroke families.

The inter-dependence of stroke family carers and other family members was

a fundamental finding from this study. This highlighted the essential support

system for effective family-based stroke management to lie within the internal

family structure. Regardless of external support, the quality of assistance being

provided for family carers by other family members was instrumental to the

coping capacity of the family carers. It would be difficult for any one service

in the health system to replace this. Therefore, strategies to strengthen the

support system within the extended family networks of the stroke survivor

should be reflected in carer support services and policies (Howe et al., ).

Most participants described feeling more socially isolated after becoming

a family carer. Similar to findings from Stoltz et al. (), the participants

reported diminished interaction with their general social network and a signi-

ficant reduction in employment as a result of their carer responsibilities. This

was reported to be particularly evident during the first year after their stroke

relative’s discharge, when the stroke family had the least capacity to interact

with the greater community while adjusting to the demand of their carer role.

There were evident gender differences in relationships with social networks.

Most of the female participants described a core group of friends who had

become more supportive since their relative’s stroke. Some of these female

participants also identified their religious community to provide them with

regular contact with the rest of the community. The feeling of social isolation

was more pronounced for male participants, where none had identified im-

portant support from outside of the family unit comparable to those reported

by the female participants.

These findings were in contrast with most of the findings from gender fam-
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ily research overseas (Carmichael and Charles, ; Lai et al., ; Kramer,

; Sung, ). In most of the overseas studies, female carers were identi-

fied to be more socially isolated than male carers due to increased expectations

for them to terminate their employment and interaction with their social net-

works. Although more female carers than the male carers ceased employment

to focus on the carer role—similarly to the overseas findings—the reduction of

employment was not identified to be a source of barrier to their engagement

with the wider society. Moreover, the male participants who juggled employ-

ment and care responsibilities reported to have the least support beyond their

family. The contradiction in these findings requires further investigation.

Finally, the findings from this study highlighted mismatch of expectations

between family carers and the formal health system. Family carers interact

closely with health professionals in both clinical and non-clinical settings. The

participants interacted with the health system based on their perception and

expectation of the carer role. They identified themselves as being a legitimate

part of their stroke relative’s care and management process. The participants

often expected the formal health system to acknowledge their role in the stroke

management journey and be recognised as an important component of their

treatment plans and as decision makers with their stroke relative.

However, the reported experiences of the participants identified a mismatch

in the health system’s perception and expectation of their role, particularly

within the medical system. Whilst the role of the family carer is not formally

recognised within the health system, the health system does expect the long

term, day-to-day care for the stroke survivor to be handled by family members.

However, family members felt that they were not automatically requested to

be involved in the planning and decision making regarding the stroke patient’s

treatment plans. Family carers were not officially trained or educated prior to

the transfer of care responsibilities from the health system to the home. They

felt that the health system had become evidently disengaged from the ongoing

stroke management process once the stroke patient is discharged from the

clinical setting and the family carer had taken on full care responsibilities.

.. Differences in Experiences Between Chinese and European

Family Carers

The differences in the care-giving experiences between Chinese and European

family carers were a central point of inquiry in this study. At the beginning

of this study, it was hypothesised that Chinese and European family carers

would undergo different experiences due to their different cultural family

model, practices and expectations (Gil et al., ). The literature suggested
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Chinese culture to be more family-oriented than European cultures. It was also

hypothesised that Chinese participants would place more importance on family

relationships and internal family care-giving than European participants (Luna

et al., ). Obvious differences in the two ethnic groups’ approach to family

care-giving were expected.

Interestingly, the findings from this study found Chinese and European

family carers’ priority for family relationships to be equally important. Both

Chinese and European participants identified their commitment to providing

the care for their stroke relatives. This was driven by a strong sense of love,

loyalty and responsibility for their family, particularly during times of ill

health. These traits were reflective of key features of familism—participants

prioritised the needs of the stroke relative over their own personal needs. This

often extended to participants and their other family members dedicating their

resources and full capacity to improve the well being of the stroke survivor.

This finding affirmed the argument that familism is applicable to all ethnic

populations, including European ethnic groups (Lowenstein and Daatland

(); Luna et al., ).

However, evident differences were observed for the Chinese and European

participants’ perception of the allocation of core care responsibility and family

relationships. Although the carer-stroke survivor relationships for both ethnic

groups contained vertical and horizontal bonds in this study, the discussion

of family responsibility presented cultural differences. Chinese family carers

identified adult children to be predominately responsible for the ongoing care

of their stroke relatives. European family carers identified their spouse, rather

than their adult children, to be the primary carer for their stroke relatives.

This fundamental difference in allocation of responsibility mirrored Schwartz

et al. () discussion of cultural differences in emphasis of vertical and

horizontal family bonds. The Chinese participants’ priority of vertical family

bonds reflected stronger collectivism in their cultural values when compared

to the European participant’s emphasis on horizontal family bonds (Schwartz

et al., ).

The Chinese participants’ prioritisation on vertical family bonds revealed

filial piety as an important underlying model for their approach to family

care-giving. Traditional Chinese family values, particularly filial piety, were

discussed by many Chinese participants to be the most distinguishing feature

of their cultural identity. It was necessary for adult children to care for their

elderly parents in order to continue family cultural teachings (Ng et al., ;
Ngan and Wong, ). Principals of filial piety were discussed by the par-

ticipants to be passed on through multi-generational involvement in actions

of respect and honour; caring for elderly members of the family being a good
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opportunity for the younger generation to acquire this tradition through parti-

cipation (Kao and Stuifbergen, ). The ideas of inter-generational respect

and continuity were important to the Chinese stroke families in Auckland,

New Zealand. This finding is consistent with research into the importance of

filial piety to Chinese migrant families in Australia and Canada (Bryant and

Lim, ; Lai, ).

The differences in the European and Chinese participant’s family care

models were translated to their approaches to the health system and their

behaviours in seeking support services. Overall, European participants were

more likely to be the sole carer for their stroke relative if they were a spouse.

European spouse carers more actively sought external carer support services,

particularly if they did not have the capacity to provide all the care tasks. How-

ever, Chinese participants generally preferred sharing care-giving experiences

with their extended family members as that is more consistent with traditional

Chinese filial values. Regular interaction between European family carers and

the health system means that health services are likely to be more aware of the

needs of European family carers than those of Chinese family carers. Overtime,

the development of support services may become more catered to the needs

of Europeans than Chinese; this can further reduce the incentives for Chinese

family carers to seek support from health services.

.. Gender differences in Family Care-giving

The gender discussion with the participants was the most unanticipated finding

in this study. At the beginning of this study, it was hypothesised that male

and female family carers would have different care-giving experiences due

to differences in gender norms and expectations. The literature highlighted

evident gender inequality in the informal family care workforce where women

were more likely to become the primary carer for stroke survivors (Neufeld

et al., ; Remennick, ; Stewart et al., ). These studies found

gender expectations on female family carers created more barriers for them

to cope with the care-giving burden and to have reduced employment and

social interaction. The opinions and experiences of the male and female

participants reported in this study did not compliment the findings outlined

in the literature.

The results from this study on gender expectations and family care-giving

were distinctively divided. Some male and female participants affirmed the

hypothesised view of family care-giving to be a female orientated role. These

participants described how “natural” female characteristics enabled women in

general to be more suitable and adaptive to take on the role of a family carer.





. Discussion and Conclusion

In these discussions, the participants highlighted the nurturing characteristics

of the women and their sensitivity, which they did not believe to be shared by

men. The participants rationalised gender inequality in male-to-female ratio

in the informal care workforce to be a natural aspect of a woman’s life journey.

These findings are similar to the adoption of societal gender identity into

the individual’s identity as outlined by Barkman () and Salin and Astedt-

Kurki (). These studies outlined how more “traditional” gender expect-

ations are still deeply seated in the schema of many women in post-modern

society. Their perceptions allowed them to be more susceptible to view the

carer role to be a “natural” aspect of their gender obligations.

What was unexpected was that many male and female participants per-

ceived the family carer role to be a non-gendered phenomenon. This per-

spective was not highlighted in gender discussions of informal family care

as reviewed in the literature. The carer role was instead described by the

participants to be a position one takes on because they have the family re-

sponsibility to care when it is required, regardless whether they are male or

female. For these participants, gender did not determine whether an individual

undertakes the role as an informal family carer; rather it was the situation,

personal attributes and personal capacity which govern the allocation of the

role. Many believed that it was the greater societal expectations and construc-

tion of gender that created inequality in the environment and experiences

of family care-giving. Many participants gave examples of how men were

traditionally not expected or given opportunities to care in the family, and

therefore struggled with care-giving responsibilities when they adopted the

family carer role. They described how more men in the current context were

becoming stay-at-home fathers and husbands thus would be more equipped to

provide care if needed.

The analysis of the differences in the care experiences between male and

female carers highlighted more challenges encountered by male family carers

in the social and health system when compared with female carers. These find-

ings were mostly contradictory to the arguments presented in the literature;

women were mostly reported to be disadvantaged in the system as informal

carers (Barkman, ; Kramer, ; Yantzi et al., ). Male participants

from this study reported having more difficulties finding and accessing emo-

tional support outside of their family. They had less connection with close

friends, identified by female carers to be one of their main sources of support.

They found it challenging to seek the appropriate psychological support ser-

vices necessary for coping with their carer role—there was an evident void

in male-orientated support services such as male carer support groups and

appropriate counselling services. Many female participants reported accessing
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carer support groups and other support services.

The unexpected findings for male participants in this study may be a

reflection of the gender orientation in the informal care support system. The

expectations that women were more likely to be family carers established a

more female-appropriate environment for informal care-giving. This poses

questions of the appropriateness of the current services to male carer needs

in a traditionally non-masculine context. The projected trend is for more

male carers join the informal family care workforce in the future. It would be

unsuitable for the system to assume that the female model of care—or services

that are suitable for female carers—are automatically applicable to male carer’s

needs.

There is a need for more detailed investigation into the male carer phe-

nomenon; particularly their interaction with the health system. The system

needs to recognise this and make changes, such as the promotion of gender

equality in services. The system should adopt a more gender-neutral approach

rather than an emphasis on just one gender group. It is important for the

interests of both gender groups to be considered and the way to addressing

their needs will require different approaches. Improving the experiences of

both male and female family carers will benefit the overall informal carer

workforce and the family members they are caring for. The gender findings

from this study generate more questions to be further investigated.

. Service and Policy Recommendations

This study highlighted how the complex needs of the family carer and the

stroke survivor change substantially during the stroke management journey.

The participants provided insights on the responsiveness and appropriateness

of the services available to their specific needs at different stages of the stroke

management journey. Specifically, four key areas of service and policy recom-

mendations emerged from this study as being important for improving the

stroke management experiences for family carers. These were ) ongoing train-

ing and education for family carers, ) legal and policy protection for family

carers, ) holistic psychological support, and ) more culturally appropriate

support model for Chinese stroke families.

One of the key issues faced by the family carers in this study was their lack

of preparation for the care-giving tasks they were expected to perform. All

of the family carers described having had no formal education or training for

what was expected in their role, and they felt very alienated from the system

after the stroke survivors’ discharge from the formal system. The lack of

training and education for family carers increases the risks of exposing family





. Discussion and Conclusion

carers and stroke survivors to serious harm post-discharge. The family carers’

lack of skills and knowledge to provide care means they cannot ensure care

tasks are delivered safely or adopt strategies to protect their own well-being.

Family carers can inadvertently cause injuries to themselves or to the relative

cared for under such ambiguous care conditions.

This lack of guidance and training in this workforce is reflective of the

informal status of family carers. Family carers are not formally recognised by

the system and therefore their work is not regulated or protected. The findings

from this study indicated that formal acknowledgement from the health system

of the important role of the family carer in ongoing stroke management is

essential for long-term structural changes for this workforce.

Family carers needed to be educated and trained by the formal health

system at the onset of their relative’s stroke to equip family carers with basic

skills and knowledge prior to adopting the carer role. From that point forth, it

is also important for the health system to provide ongoing training for family

carers. The care demands of the stroke management journey changes with the

development of the stroke patients’ recovery. Family carers need to update

their skills along the care journey to effectively fulfil their role. Having an

ongoing engagement between family carers and the health system can increase

the accountability and quality of care provided by the family carers, and in

turn ensures that stroke families are properly supported.

The lack of formal recognition of the informal family care workforce by

the health system is also reflected in the lack of policy and legal protection for

this group. Aside from the New Zealand Carer Strategy () and the Five

Year Action Plan, there are no other policies or legislation dedicated to the

protection of the informal family carer workforce. The Carer Strategy provided

guidance and directions for the development of carer support services, but it

did not outline specific boundaries—such as maximum working hours and

formal training—to ensure the safety and health of family care-giving in the

home context.

Both this study and another New Zealand study on informal care workforce

(Jorgensen et al, ) had identified informal family carers to be working up

to  hours a day, seven days a week. This working duration is a significant

undertaking for any groups of individuals; it raised concerns for family care

conditions to have exceeded work period deemed safe and healthy for any

individuals. Moreover, the actual physical and emotional demands of the

care-giving tasks identified by this study and in the literature highlighted the

enormous negative health impact this role has on its workforce (Rea et al.,

). The protection of the health and safety of the informal care workforce

should be the main priority for all services and policies dedicated to informal
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care support.

The availability of holistic psychological support services was reported

by the participants to be desired throughout their stroke management jour-

ney. Consistent with overseas studies, this form of support was particularly

necessary when the stroke survivor’s recovery had plateaued and the family

carer had the chance to reassess their life plans and the future (Bäckström

and Sundin, ; Lai, ; Van Den Heuvel et al., ). The available

publicly-funded psychological services were reported by the participants to be

bio-medically focused and lacked consideration for their spiritual and cultural

needs.

The lack of holistic psychological support services may be a reflection of

the mono-cultural health model currently guiding the service delivery of the

New Zealand health system. The bio-medical model is still the most prominent

approach of health services. The support system for psychological issues is less

prioritised in the system and this is reflected in the participants’ experiences

through their use of the available support services. Both European and Chinese

participants desired psychological support that was more family-orientated,

such as family counselling. This was particularly necessary given that stroke

has psychological impact on all members of the family. The demand for

alternative models of psychological support is illustrating the diversifying

concept of mental health and health approaches in the present mutli-cultural

population of Auckland.

Finally, the Chinese participants from this study highlighted cultural in-

appropriateness in the current carer support system in Auckland. Increased

reliance on internal care support from family member is a central model for

the Chinese model of care-giving. The added factor of migration—where the

majority of the Chinese population in New Zealand is separated from their

extended family network—limited the support received by Chinese family

carers in Auckland. Consistent with overseas Chinese migrant informal carer

research findings, migrant Chinese families preferred to increase the internal

capacity of the family to cope with care situation rather than to seek external

services for support (Lai and Leonenko, ; Lai, ; Neufeld et al., ).

The key source of cultural inappropriateness of the current support services

was their lack of family focus on the services and policies. The extended family,

including family members beyond the family carer, were not included in most

support services. Carer support groups and carer funding are all dedicated

to one particular family member in the unit rather than building the capacity

of the whole family. The health system format of communication with stroke

families through the stroke patient or through a key family member was

also identified by the Chinese participants as undermining their collective
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model for family decision making. The current carer funding model, which

required the family carer to live away from the stroke patient being cared for,

was described by the Chinese participants as a particular contradiction with

respect to their cultural family care model.

Many Chinese participants from this study reported not seeking support

services even when there was evident demand, because the services did not

meet their cultural needs. The lack of appropriate assistance for minority

carer populations in Auckland may create increased disparities in health out-

comes. Having targeted support services for minority carer groups—such as

family-based carer training for Chinese stroke families—can reduce indirect

discrimination in the health system.

. Strengths and Limitations of the Study

The key strengths and limitations of this study will be discussed in this section.

In particular, four key strengths of the study will be discussed; these are: the

exploration of a user’s perspective of family carer support services; cultural

comparison of family care-giving experiences from two ethnic groups; gender

investigation, and researcher’s reflexivity. Similarly, three main limitations of

this study will also be explored; these are: time and scope limitation on the re-

cruitment process; small male participant sample size; and data transferability

to other New Zealand informal family carer population outside of Auckland.

.. Strengths of the Study

The main strength of this study is the in-depth qualitative information which

offers new insights into a very specific but relatively neglected area in the

health system. Existing family carer research available in New Zealand has

tended to have a more general focus on the greater informal carer workforce or

on other non-stroke conditions. This study’s focus on the experiences of family

carers caring for stroke survivors included a more comprehensive view of the

informal care situation for this cohort.

This study had provided a much needed user perspective into the respons-

iveness and appropriateness of family carer support services in Auckland.

This aspect of the informal family care workforce for stroke survivors is not

a well informed area in the current health system in New Zealand and in the

general literature (Dyall, ; Jorgensen, ). This insight is important for

being the first step to identifying the gaps and improvements necessary to be

addressed for development in the future informal family care support system.

The findings from this study are particularly timely for adding insights into
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the current debates over the redefinition of family carers in the government’s

policies (Ryall, ).

The added cultural investigation of this study offered critical discussions

for family carers from two significant ethnic populations in Auckland, New

Zealand. At present, there is a knowledge void for the experiences of Chinese

family carers for stroke survivors in the literature and in the support services’

databases. There had been limited formal acknowledgements for the relation-

ship between family’s care-giving approach—including care division within

the family, resource allocation and support seeking behaviours—and cultural

family models—such as familism and filial piety. The identification for carer

support services to incorporate important features of cultural family model to

their service development as a strategy for increasing its cultural acceptability

is a new suggestion. Moreover, this comparative analysis of European and

Chinese family carers’ experiences identified key commonalities and differ-

ences in their care-giving approach. This information can be used for further

investigating best options for delivering effective services to different cultural

populations with minimal duplications. The cultural findings from this study

highlighted the cultural diversity of the informal care workforce in Auckland.

The gender investigation of the family carer role provided one of the main

discussions for this study. The findings for male participants particularly chal-

lenged the findings identified in overseas gender informal care research. This

study has highlighted an area of priority for future research—the growth of the

male informal care workforce will require appropriate service development

to meet their needs. The experiences and needs of male family carers is an

important aspect of this study which will require further targeted investigation.

My position as a family carer assisted in exploring the depth of informal

family carer experiences. My understanding of the family care-giving context

for stroke survivors meant that I approached the research topic as a complex

and fluid phenomenon. I was aware that no two strokes are the same and that it

was important to portray the great diversity between family carer’s experiences

in order to gain a deep understanding of the complexity of this workforce.

My personal empathy for this phenomenon had allowed me to approach this

topic with greater caution and understanding. This may have improved the

authenticity of the information being presented in the findings.

Researcher reflexivity is a key component of IPA research (Smith, ).
The hermeneutic stance guiding this approach highlighted the importance

of interpretation; it is important for the researcher to understand the parti-

cipant’s interpretation of their experiences. A “double hermeneutic” approach

is necessary in IPA, as it is also essential for the researcher to be aware of their

interpretation of the phenomenon being presented by the participant (Smith
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et al., ). The self reflection of the researcher communicates to the reader

the interpretation process employed by the researcher.

I am a young, migrant, female informal family carer. In conducting the

study, I was aware that my background may predispose the adoption of certain

lenses when I was interpreting and extracting meaning from the interviews

with the participants. To reduce the impact of my personal perceptions on the

interpretation of the interviews, I took on a rigorous process of self-reflection

during the duration of the data collection and data analysis process. I kept

regular notes of my feelings and perceptions after the interviews. I also shared

my reflected material with my supervisor throughout this process to ensure

they were not embedded within my analysis.

During the interview process, I needed to establish rapport with the parti-

cipants as an insider but also approach the interview content with an objective

mindset. I adopted specific strategies to reduce my personal input in the

interview content. Prior to the interviews, I attempted to actively remove

myself from my preconceptions on family care-giving experiences. I asked

open ended questions and encouraged the participants to elaborate on their

personal accounts of their experiences, thus allowing the participants to guide

the path of inquiry where possible. I also tried to maintain an open mind to

the discussions and address the interview content with a sense of curiosity

even if the material may appear familiar with my past experiences.

This process can be demonstrated by the interview I had with the youngest

participant in the sample. She was a young daughter family carer from a

European migrant background. The context of her family’s care-giving story

shared many similarities with the care-giving experiences of my family. I was

conscious of myself being more drawn to her story during the interview than

perhaps the stories told by other family carers. Due to my personal experiences

and my background being similar to that participant, it was easier for me

to empathise with her situation. Although this empathy had enabled me to

be more immersed into her experience as a family carer, I was aware that

the noted similarities in our backgrounds had greater interference with my

objectivity as a researcher. Therefore, it was important for me to be aware

of my own preconceptions and emotional susceptibility. My awareness of

my own emotional state during the interview allowed me to minimise my

input in the interview process and engage with the interview content with

open-mindedness.

Similar strategies were adopted during the data analysis process to minim-

ise my personal experiences colouring the data interpretation. Using the notes

I have collected of my initial reactions and perceptions immediately recorded

after each interview, I was able to identify some of the key perceptions that
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were personal and not relevant to the data. These perceptions were highlighted

and notified throughout the interpretation process to identify potential “con-

tamination” of the interpreted data. The data analysis process was also checked

by my supervisor through ongoing discussions of the themes throughout the

analysis to establish the objectivity of the interpretations.

.. Limitations of the Study

The main limitations of this study concerned issues around recruitment and

sampling. The initial recruitment process for this study met with two chal-

lenges. The time allowance for recruiting the participant was very short due to

the time limitations set out for a master’s research project. It was a challenge

to meet the target of recruiting and interviewing twenty participants given the

short time frame. In addition, the initial response rates from Chinese family

carers were particularly low. There were concerns that the target of recruiting

ten Chinese participants would not be met.

Snowballing was employed to aid the recruitment process in response to

these two challenges. Some early participants of the study volunteered to pass

on the project information to their networks within the NGO membership to

speed the recruitment process. The Chinese family carers responded well to

this strategy. Many of the Chinese participants and some European participants

were recruited through this method.

However, due to the snowballing recruitment method, many of the par-

ticipants who took part in this study were acquaintances from a relatively

intimate carer circle. The eventual sample of participants recruited through

this method may have lacked variations in some determinants, such as socio-

economic statuses and geographic distribution. For example, three of the

participants were members of the same church and carer support group. Most

of the participants also came from one particular region in Auckland. There

is concern that the recruitment process did not reach populations with the

greatest needs and therefore the findings may not represent the needs of these

groups. A longer recruitment duration and reducing the use of snowballing

would enable a future replication of this study to reach more diverse family

carer communities.

The sample of male participants was significantly smaller than the sample

of female participants. The analysis of the combined findings (when not

examined through gender) may represent the voice of female family carers

more than that of male family carers. Specifically, the discussions presented

for the male participants experience may not represent the majority of the

male carer experience in Auckland given the small sample size. A replication
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of the study with a larger male participant sample size or conducting studies

targeting male family carer experiences is necessary to confirm the key findings

for male family carers in this study.

Finally, the participants involved in this study were all residents of Auck-

land. Auckland is the most urbanised and ethnically diverse city in New

Zealand. The participants of this study were all residing in urbanised areas

and within the scope of health services delivered by the three district health

broads (DHBs) in Auckland. The urbanised contexts and structure of the

support services in the communities identified may reflect care situations that

may be unique to Auckland. The density of Chinese ethnic population also

reflected the greater demographic diversity in Auckland informal family care

workforce, which is not shared by other regions of New Zealand. As such,

the findings in this study may not be directly transferable to other informal

care workforce in New Zealand. Replicating this study in other New Zealand

contexts—particularly rural communities—will enrich the findings discussed

in this study.

. Future Research Directions

The findings from this study have indicated key areas for future research

directions. In particular, three topics were highlighted throughout the study

as areas requiring further investigation. These included ) the experiences and

needs of male family carers in New Zealand, ) the service delivery perspective

of the informal care workforce, and ) the experiences of informal family carers

from other ethnic minority groups in New Zealand.

The findings for male family carers from this study raised further questions

regarding the appropriateness of gender support for male family carers in the

New Zealand social and health systems. Future research will be able to shed

further insights into the specific needs and gaps in the support system for

male family carers. This could be done through targeted study into male carer

experiences in stroke management or for other health conditions. In particular,

there should be a focus on investigating cultural differences in perception and

expectations between different generations of male family carers. The findings

in this study suggested changes in our wider social culture regarding men

becoming more prominent in all care-giving roles.

This study provided a user perspective of the informal family care work-

force experience through the stroke management system. However, it is equally

necessary for future research to investigate the service providers’ perspective

on this phenomenon. The finding from this study suggested a mismatch in

family carers and health services providers’ perception and expectations of
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the carer role. Targeted research from the service providers’ perspective can

offer more insight into reducing this mismatched relationship between service

providers and service users. Furthermore, investigation into the connection

between policies and implementations is another area of interest. There is

currently one key policy addressing carer services. Evaluation on how appro-

priate and supportive this policy is on the actual development and delivery of

support services available to carers in the community is necessary.

Auckland has a very ethnically diverse population. There are currently very

limited studies done on highlighting ethnic differences in the informal family

care workforce. This study should be replicated on other ethnic minority

family carer groups. This would be particularly important for replication in

the Maori and Pacific informal family care communities as these two ethnic

groups make up the second and third largest ethnic groups in New Zealand

respectively.

. Conclusion

This study highlighted how informal family carers fill an extremely important

role in the post-stroke management journey for stroke survivors. The family

and home setting is where the majority of long-term care takes place. Family

carers are dedicated and willing to care for their impaired relatives but they

are not always supported to provide this care effectively. In particular, this

study identified three key areas that greatly impact on the lived experiences of

informal family carers for stroke survivors in Auckland: the cultural family

models of different ethnic populations, gender attitudes, and the care capacity

of the internal family structure.

The cultural family models of different ethnic groups—such as familism for

Europeans and filial piety for Chinese—defined their perceptions, expectations

and approaches to family care-giving. A family model defines the philosophy

of what a cultural group considers as a family and as a priority. This model is

very deep seated in the cultural norms and for many individuals and is seen as

an important part of their cultural identification.

In the informal care setting for stroke survivors, the cultural family model

shapes individual families’ approaches to care-giving, resource allocation and

responsibility division between family members. It also dictates the interaction

between the cultural population and the external carer support services.

In an ethnically diverse population such as Auckland, the different cultural

family models held by different ethnic populations are often not reflected

within the general discourse and in the health system. The culturally specific

needs of many non-European stroke families are not acknowledged by the
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health system. Imposing a mono-ethnic family care model onto all its citizens

can create inequalities in the informal care workforce, which can in turn widen

social and health disparities in the population.

Gender norms and expectations influence individuals and systemic atti-

tudes towards informal family care-giving. Through this study, the opinions of

gender attitudes towards the informal carer role were revealed. These opinions

were found to be divided. There are portions of our society that share the view

of family care-giving as being a natural part of women’s identity and respons-

ibility. However, other portions of our society dispute this social construct and

this highlights that there has been a change in our gender norms in care-giving.

Inevitably, men have been adopting a more prominent care role in our

society and this trend is expected to increase in the coming generations. It

would be a priority for our health services and policies to prepare for the

changing needs of the male carer workforce emerging in our society.

Finally, this study enforces the notion that the family context is the central

care structure supporting the ongoing management of stroke survivors in

Auckland. The family unit of the stroke survivor—including the family carers,

immediate nuclear family members and extended family members—should

be the focal point of our carer support services and policies. Family carers at

present are not fully supported in their role to effectively deliver the care—they

are not formally trained, and they are not given basic education regarding the

condition. We need to build the capacity of the family unit to sustain disability

and elderly care in the home and in the community.

There should also be a pathway in the health system to provide ongo-

ing engagement with the family throughout the stroke management journey,

including ongoing education and training to up-skill family carers. It is im-

portant to reduce the detachment between the health system and family carers

to allow for closer support relationships and potential legal protection for this

workforce. At present, more collaboration and coordination between family

carers and the system are needed in Auckland to plan and develop the informal

carer system in respond to the growing age and disability care demands of the

future.
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Secretary
University of Auckland Human Participants Ethics Committee

c.c. Head of Department / School, Social & Community Health
      Miss Cecilia Wong



Additional information:
1. Should you need to make any changes to the project, write to the Committee giving full details including revised

documentation.

2. Should you require an extension, write to the Committee before the expiry date giving full details along with revised
documentation. An extension can be granted for up to three years, after which time you must make a new application.

3. At the end of three years, or if the project is completed before the expiry, you are requested to advise the Committee of
its completion.

4. Do not forget to fill in the 'approval wording' on the Participant Information Sheets and Consent Forms, giving the dates
of approval and the reference number, before you send them out to your participants.

5. Send a copy of this approval letter to the Manager - Funding Processes, Research Office if you have obtained funding
other than from UniServices. For UniServices contract, send a copy of the approval letter to: Contract Manager,
UniServices.

6. Please note that the Committee may from time to time conduct audits of approved projects to ensure that the research
has been carried out according to the approval that was given.





B

Recruitment Advertisements

The following advertisments were used in the recruitment process for the

study.





B. Recruitment Advertisements

B. English-Language Advertisement

Approved by the University of Auckland Human Participants Ethics Committee on 11/04/2012.  

Reference number 7946 

 

Masters Research Participation Wanted 

Seeking Family Carers for Stroke Survivors 

 

 

 

 

I am conducting a Masters research project on the lived-experiences of family carers 

looking after stroke survivors.  In particular, I would like to look into the roles of 

being a family carer and how differences in culture, migration history and gender 

help to shape this experience. A stroke can produce great changes to the lives of the 

survivor and his/her family. I would like to gain more insight into this change by 

listening to your family carer’s stories and perspectives. 

I warmly invite your family member to participate in this project if: 

 Your close relative (‘family carer’) assisting with your day-to-day activities is 

over 16 years of age 

 Your carer is of New Zealand European or Chinese ethnicity 

 Your carer has a minimum of 6 months of unpaid, ‘informal’ home-based 

care experience 

 

 

 

If you and your carer are interested to participate in this project or would like to get 

more information, please contact: 

Cecilia Wing-Chun Wong 

Email: cwc.wong@auckland.ac.nz 

Phone: (09) 373 7599 ext 86347 

Stroke Survivors: Do your family members assist with 

your day-to-day activities? 

IF YES - We want to hear their stories! 

 

A $30 supermarket voucher will be offered to each family as a small token of 

appreciation for your carer’s participation. 

 

Figure B.: English-Language Participant Advertisement





B.. Chinese-Language Advertisement

B. Chinese-Language Advertisement

Master Research Participation Wanted 

招募參與碩士論文研究人士 

 

 

 

 

我的碩士論文是要探索歐裔紐西蘭人或中國裔家人在照顧中風者時的生活

體驗。我會特別深入探討家庭照顧者的角色在不同文化、移民歷史和性別

上如何影響他們的經驗。中風對中風者及其家人的生活產生很大的變化和

影響，我會聆聽照顧你的家人的故事和觀點，進而加深了解這些變化。 

 
我誠意邀請你的家人參加這項研究，如果： 

● 你有年齡超過十六歲的近親（家庭照顧者）協助你的日常活動 

● 家庭照顧者至少六個月沒有工資及有「非正式」的家居照顧經驗 
 
 

 
 

 

如你的家人有興趣參加這項研究或想了解詳情，請聯絡：  

Cecilia Wing-Chun Wong (黃颖津)  
電郵: cwc.wong@auckland.ac.nz   

電話: (09) 373 7599 ext 86347       

 
奧克蘭大學人類參與道德規範委員會(Human Participants Ethics)核准 

日期：4月11日2012年 參考編號：7946       

        
           

中風者們:你的家人有否協助你的日常活動? 

我們希望聽到照顧你的家人的故事！ 

為了多謝你的家人的參與，我們會送每一個家庭一張價值三十元的超市購物券。 

Figure B.: Chinese-Language Participant Advertisement







C

Participant Information Sheets

C. For Family Carer

C.. English-Language





School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd,
Glen Innes
Private Bag 92019, Auckland,
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

PARTICIPANT INFORMATION SHEET

For Family Carers (English Version)

Research Project Title:  'Natural' Care: The lived-experience of New Zealand European and 
Chinese migrant family carers for their stroke impaired relatives – A qualitative study

Researcher: Ms Cecilia Wing-Chun Wong (BA, BHSc, PGDip Public Health)

Dear Family Carers,

My name is Cecilia Wing-Chun Wong and I am a Master of Public Health student at the School 
of Population Health of the University of Auckland.

For my Masters thesis I am doing my research exploring the lived-experience of family carers 
looking after their stroke impaired relatives. In particular, I would like to look into the roles of 
being a family carer and how differences in culture, migration history and gender help to shape 
this experience. A stroke can produce great changes to the lives of the patient and his/her 
family.  Current  research  has  very  little  insight  into  how  this  change  shapes  the  lived-
experiences and well-being of family carers. This information can be useful for future scholars 
and the health system to understand how to give more appropriate support for family carers 
for  stroke impaired patients.  Therefore,  I  warmly  invite  you to  take  part  in  this  research 
project to share your stories and insights on being a family carer.

Your participation in this research project will only go ahead with your permission  and your 
stroke  impaired  relative's  permission.  Copies  of  the  participant  information  sheet  and  the 
consent form have been provided to your stroke impaired relative. 

The research will  involve a one-on-one semi-structured interview which is expected to last 
between 1 to 2 hours. The interview may be continued over two sessions with your permission. 
The interview will  be carried out at  a mutually agreed location and where privacy can be 



guaranteed. The interview can be conducted in English, Cantonese or Mandarin. An interpreter 
will also be present for the Mandarin speaking interviews only. The interpreter is aware of the 
seriousness of keeping the interviews confidential and has signed a confidentiality agreement.

If you agree, the interview may be audio-taped but you may request that the recorder be 
turned off at any time during the discussion. The recorded material will be transcribed by me, 
the researcher only. I will also take notes during the duration of the interview. Your identity 
and the identity of your family member with stroke will be kept confidential, unless disclosures 
that are reportable by law are made (such as disclosures of serious crimes). The transcribed 
material  will  be  identifiable  by  codes  only  known to  the  researcher.  Unless  permission  is 
obtained, no identifiable information regarding you and your family will be used in any reports 
or publications arising from the study. A $30 supermarket voucher will be given to you at the 
end of the interview as a small token of our appreciation for your participation.

After the interview, you will  be sent a copy of the interview notes, and you will  have the 
opportunity to edit/erase any material that you do not wish to be used. The interview notes 
will  not  be  made  available  to  your  relative  cared  for  to  maintain  the  integrity  and 
confidentiality of the contents discussed within the interview.  All data collected in this research
—including digital voice recorder, electronic data and copies of the transcripts—will be stored at 
a secure location at the University of Auckland where it will remain confidential and safe from 
public scrutiny. Data will be destroyed six years after the completion of the research. 

You and your relative cared for may request for a summary report of the research findings at 
the end of the study.  The summary report will contain key themes/ideas emerged from the 
study.  No  identifiable  personal  information  (including  quotations)  regarding  you  and  your 
family will be included in this summary.  A Chinese version of this report will be given to the 

Chinese participants and appropriate organisations.

Your participation in the research study is voluntary, and you may decline to 
answer any particular question.  You also have the right to withdraw from the 
study up until the time the results of the research are being written up at the 
end of July, 2012. 

The interview process is carefully designed to protect participants from physical, psychological 
or social discomfort. In the event that you do feel uncomfortable from issues arising from the 
interview, you can ask to terminate the interview at any time. If you require, you can talk to a 
counsellor at the NZ Lifeline (0800 543 354) or the Chinese Lifeline (08 522 2088 or 0800 888 
880) Please also contact the researcher if  you  and/or your family member  require further 
information on counselling or social services. 

Yours faithfully,

Cecilia Wing-Chun Wong



Contact details

Contact     details  

Researcher:

Ms Cecilia Wing-Chun Wong

Supervisor:

Associate Professor Elsie Ho

Master of Public Health Student
Social & Community Health
School of Population Health
University of Auckland

Head of Section
Social & Community Health
School of Population Health
University of Auckland 

Telephone: (09) 373 7599 ext 86347, 
(09) 418 5190
Email: cwc.wong@auckland.ac.nz

Telephone: (09) 373 7599 ext 86097
Email: e.ho@auckland.ac.nz

For any queries regarding ethical concerns you may contact:

The Chair,
The University of Auckland Human Participants Ethics Committee,
The University of Auckland,
Office of the Vice Chancellor,
Private Bag 92019,
Auckland 1142.  

Telephone 09 373-7599 extn. 83711.

APPROVED BY THE UNIVERSITY OF AUCKLAND HUMAN PARTICIPANTS ETHICS 
COMMITTEE ON 11th April, 2012 for (3) years, Reference Number 7946



C.. For Family Carer

C.. Chinese-Language





School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd,
Glen Innes
Private Bag 92019, Auckland,
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

給家庭照顧者的硏究簡介 (中文版）

研究題目：'  自然  '  照顧：歐裔紐西蘭人及  華裔  移民在照顧中風親屬的生活體驗  。

研究員：Cecilia Wing-Chun Wong (黃穎津)

親愛的家庭照顧者：

我的名字叫黃穎津。我在奧克蘭大學人口健康學院攻讀公共健康碩士課程。

我的碩士論文是要探索家人在照顧中風病人時的生活體驗。我會特別深入探討家庭照顧者的

角色在不同文化、移民歷史和性別上如何影響他們的經驗。中風對病人及其家人的生活產生

很大的變化和影響，現有的研究很少提及這些變化如何影響家庭照顧者的生活及身心健康。

這方面的研究會讓學者及健康系統更加明暸如何支援照顧者，所以我誠意邀請您參加這項研

究，分享您身為家庭照顧者的故事和見解。

您必須獲得您和您的中風家人的允許才可以參與這研究。給中風者的硏究簡介及同意書已提

供給您的中風家人。

這項研究將以單獨面談形式進行，過程大約需時一至兩小時，如有需要可分兩個時段進行。

您可以決定訪問的時間及地點，以確保私隱。您可以選擇用英語，粵語或普通話進行。如選

擇用普通話進行, 硏究員將會透過一翻譯員進行採訪。翻譯員會簽署一 份保密同意書，確保

面談的內容不會洩露。

如果您同意，研究員會進行錄音。在討論過程中，您有權要求隨時停止錄音。研究員會筆錄

採訪的內容, 及將錄音帶轉爲筆記然後作分析。您和您的中風家人的身份將會 被保密，除非

在法律要求下才會被公開（例如嚴重罪案）。面談的記錄不具姓名、是保密的，只用代號給

研究員識別。除非得到您的同意，您和您的中風家人的私人資料不會被用於任何報告或刊物

上。為多謝您抽出時間參與這項研究，我們會送出價值三十元的超市購物券給每個家庭，以

表謝意。



採訪完成後，您將獲得一份採訪筆記的副本，您可以提出修訂或刪除任何您不希望被使用的

資料。為了保護所討論的內容的完整性和保密性, 採訪筆記將不會提供給您的 中風家人。這

項研究所收集的資料，包括錄音、電子資料及筆記將藏在奧克蘭大學一個 安全及保密的地方。

所有資料及數據將在研究完成後六年銷毀。

在完成這項研究後，您和您的中風家人可以要求索取一份調查結果的摘要。這份摘要包括研

究結果的論題及見解。在摘要報告中，個人的資料（包括語錄）不會被引用。

此摘要的中文版本將分發給華裔 參與者和相�的機構。

您被邀請參與這項硏究完全是自願牲質的, 您可以拒絕回答某些問題。您也有權在 二零一二

年七月底研究報告完成前退出這項研究。

這項採訪的過程是經過精心設計的，避免對受訪者造成任何在生理，心理或社會方面的不安。

在受訪的過程中，如您對某些內容感到不安，可以隨時要求中止會談。如有需要，你可以致

電紐西蘭生命線（0800 543 354）或中文生命線（0800 522 2088 或 0800 888 880）尋求

輔導。如您和您的家人想進一步了解更多輔導或

社會服務的資訊，請與研究員聯絡。

黃穎津敬啟

聯絡資料：

研究員：Cecilia Wing-Chun Wong (黃颖津)
奧克蘭大學人口健康學院社會及社區健康學系公共健康碩士研究生

電話：（09）373 7599 內線 86347，（09）418 5190
電郵:     cwc  .  wong  @  auckland  .  ac  .  nz  

導師：Elsie  Ho 何式怡副教授

奧克蘭大學人口健康學院社會及社區健康學系系主任

電話：（09）373 7599 內線 86097，
電郵：  e  .  ho  @  auckland  .  ac  .  nz  

如有任何有關道德規範的疑問，請聯絡：

奧克蘭大學人類道德規範委員會主席
The Chair, The University of Auckland Human Participants Ethics Committee, The 
University of Auckland, Office of the Vice Chancellor, Private Bag 92019, Auckland 1142
電話：09 373 7599 內線 83711

奧克蘭大學人類道德規範委員會(Human Participants Ethics)核准，

日期：4月 11日 2012

參考編號：7946



C. Participant Information Sheets

C. For Stroke Survivor

C.. English-Language





Social and Community Health 
School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd, 
Glen Innes
Private Bag 92019, Auckland, 
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

PARTICIPANT INFORMATION SHEET
For Stroke Survivors (English Version)

Research Project Title: 'Natural'  Care: The lived-experience of New Zealand European and 
Chinese migrant family carers for their stroke impaired relatives – A qualitative study

Researcher: Ms Cecilia Wing-Chun Wong (BA, BHSc, PGDip Public Health)

Dear Stroke Survivors,

My name is Cecilia Wing-Chun Wong and I am a Master of Public Health student at the School 
of Population Health of the University of Auckland.

For my Masters thesis I am doing my research exploring the lived-experience of family carers 
looking after their stroke impaired relatives. In particular, I would like to look into the roles of 
being a family carer and how differences in culture, migration history and gender help to shape 
this experience. A stroke can produce great changes to the lives of the stroke survivor and 
his/her family. Current research has very little insight into how this change shapes the lived-
experiences and well-being of family carers. This information can be useful for future scholars 
and the health system to understand how to give more appropriate support for family carers 
for stroke impaired patients. Therefore, I warmly invite a family member, who assists you to 
live independently at home, to take part in this research project to share his/her stories and 
insights on being a family carer.

The purpose of this information sheet is to provide you with an overview of this study to assist 
you and your family member to decide whether or not to take part in the study.  

This research involves interviews with family carers of stroke survivors. It does not involve 
interviews with stroke survivors themselves. Because the research is about the experiences of 
family carers, it is likely that family members may discuss aspects of your life that are private. 
For this reason, we are seeking your permission for the participation of your family carer in this 
research. 

Your family member's participation in the study will only go ahead with your permission and 
your family member's permission. You are not obligated to give permission. The decision about 
whether to agree to your family carer’s involvement in this research is yours to make. You do 
not have to give any explanation of the decision you reached. 

If both you and your family carer give permission to be involved, your family member will be 
interviewed. The topics to be discussed in the interview will include:

 The roles of family carers for stroke survivors in New Zealand;



 The family carer’s relationship with the relative cared for, other family members, the 
wider society, and the formal carers hired by the health system;

 Knowledge and use of social support services and resources for stroke affected families; 
 Understanding of cultural/societal beliefs and expectations for role as a family carer.

Your identity and the identity of your family carer will be kept confidential. Unless permission is 
obtained, no identifiable information regarding you and your family will be used in any reports 
or publications arising from the study. You and your family carer may request for a summary 
report of the research findings at the end of the study.  A Chinese version of this report will be 
given to the Chinese participants and appropriate organisations.

If you give permission for your family member to take part in this study, please 
fill  in  the consent  form and pass on the Participant Information Sheet  and 
Consent  Form  for  Family  Carer  to  the  family member who assists you to live 
independently at home. 

If  you  require  further  information  on  the  research  project,  please  do  not 
hesitate to contact me. 

Yours faithfully,

Cecilia Wing-Chun Wong



Contact     details  

Researcher:
Ms Cecilia Wing-Chun Wong

Supervisor:
Associate Professor Elsie Ho

Master of Public Health Student
Social & Community Health
School of Population Health
University of Auckland

Head of Section
Social & Community Health
School of Population Health
University of Auckland 

Telephone: (09) 373 7599 ext 86347, 
(09) 418 5190
Email: cwc.wong@auckland.ac.nz

Telephone: (09) 373 7599 ext 86097
Email: e.ho@auckland.ac.nz

For any queries regarding ethical concerns you may contact:

The Chair,
The University of Auckland Human Participants Ethics Committee,
The University of Auckland,
Office of the Vice Chancellor,
Private Bag 92019,
Auckland 1142.  

Telephone 09 373-7599 extn. 83711.

APPROVED BY THE UNIVERSITY OF AUCKLAND HUMAN PARTICIPANTS ETHICS 
COMMITTEE ON 11th April, 2012 for (3) years, Reference Number 7946
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Social and Community Health 
School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd, 
Glen Innes
Private Bag 92019, Auckland, 
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

給中風者的硏究簡介 (中文版）

研究題目：'自然'照顧：歐裔紐西蘭人及華裔移民在照顧中風親屬的生活體驗。

研究員：Cecilia Wing-Chun Wong (黃穎津)

我的名字叫黃穎津。我在奧克蘭大學人口健康學院攻讀公共健康碩士課程。

我的碩士論文是要探索家人在照顧中風病人時的生活體驗。我會特別深入探討家庭照顧者的角色

在不同文化、移民歷史和性別上如何影響他們的經驗。中風對病人及其家人的生活產生很大的變

化和影響，現有的研究很少提及這些變化如何影響家庭照顧者的生活及身心健康。這方面的研究

會讓學者及健康系統更加明暸如何支援照顧者，所以我誠意邀請照顧及協助你的日常活動的家人

參與這項研究，分享他/她身為家庭照顧者的故事和見解。

此簡介是向您提供關於這研究的概述，以協助您和您的家庭成員決定是否參與這項研究。

這項研究涉及硏究員與中風者的家庭照顧者的面談。硏究員不須與中風者面談。但由於這研究針

對家庭照顧者的經驗, 面談的內容很可能涉及一些�於中風者與家庭照顧者照料之間 的私人經

驗。因此，我們尋求您對您的家庭照顧者在參與這項研究的許可。

您的家庭照顧者須有您和他們自己的同意。如果您不同意, 您可以拒絕 允許您的家人參與這項

研究。這是您個人的決定, 您不必給任何解釋。

當您和您的家庭照顧者雙方都同意參與這研究, 您的家人將接受採訪。在採訪將要討論 的議題

包括：

● 新西蘭中風者的家庭照顧者的角色



● 家庭照顧者與中風者，其他家庭成員，社區人士, 及由衛生局聘請的正規照顧者的 關係

● 家庭照顧者對中風社會支援服務和資源的知識和使用

● 家庭照顧者的文化背景及信念, 及他們如何理解自己扮演照顧者的角色和期望

您的家人提供的資料是完全保密的。除非獲得您和您的家庭照顧者的許可，您們的名字或身份將

不會被用於任何報告或刊物上。研究完成後, 您和您的家庭照顧者可以要求獲得一  份研究的總

結報告。此報告的中文版本將分發給華裔 參與者和相�的機構。

如果您允許您的家庭照顧者參與這研究, 請您填寫同意書, 及把附上給家庭照顧者的硏 究簡介及

同意書交給您的家人。

如您想進一步了解更多�於這項硏究的資料. 請與研究員聯絡。

黃穎津敬啟

聯絡資料：

研究員：Cecilia Wing-Chun Wong (黃穎津)

奧克蘭大學人口健康學院社會及社區健康學系公共健康碩士研究生

電話：（09）373 7599 內線 86347，（09）418 5190

電郵:     cwc.wong@auckland.ac.nz

導師：Elsie  Ho 何式怡副教授

奧克蘭大學人口健康學院社會及社區健康學系系主任

電話：（09）373 7599 內線 86097，

電郵：  e.ho@auckland.ac.nz

如有任何有關道德規範的疑問，請聯絡：

奧克蘭大學人類道德規範委員會主席

The Chair, The University of Auckland Human Participants Ethics Committee, The University 
of Auckland, Office of the Vice Chancellor, Private Bag 92019, Auckland 1142
電話：09 373 7599 內線 83711

奧克蘭大學人類道德規範委員會(Human Participants Ethics)核准，

日期：4月 11 日 2012

參考編號：7946
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School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd,
Glen Innes
Private Bag 92019, Auckland,
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

CONSENT FORM
For Family Carers (English Version)

THIS FORM WILL BE HELD FOR A PERIOD OF 6 YEARS

Research Project Title:  'Natural' Care: The lived-experience of New Zealand European and 
Chinese migrant family carers for their stroke impaired relatives – A qualitative study

Researcher: Ms Cecilia Wing-Chun Wong (BA, BHSc, PGDip Public Health)

I have read the Participant Information Sheet, and have understood the nature 
of the research.  I have had the opportunity to ask questions and have them 
answered to my satisfaction. I understand that I  can ask further questions 
throughout the duration of my involvement with the research project.

I understand as a family carer, I will not participate in the research project 
unless both consent from myself  and my stroke impaired relative have been 
provided to the researcher.

I understand that my participation will include a one-on-one semi-structured 
interview where I will be sharing my experience of being a family carer - which 
will include shared experiences between myself and my family member cared 
for- with the researcher. I understand that this process can take between 1 to 
2  hours  and  can  be  continued  over  two  sessions  with  my  permission.  I 
understand that the interview is to take place at a mutually agreed location.

I  understand  that  the  interview  will  be  audio-tape  recorded  with  my 
permission, and that I may request that the recorder be turned off at any time 
during the interview. I  understand that the researcher will  be taking notes 
during  the  interview.  I  understand  that  the  researcher  will  ensure  the 
confidentiality of the information I share with them in the interview, including 
information related to my relative cared for. I understand that my name, my 
relative cared for's name and other identifiable information will not be used in 
any reports or publications arising from the study. I understand that only the 
researcher will have access to the recording or transcript of the interview. No-
one in my family, including my stroke impaired relative, will have access to 
these.



I understand that a third party who has signed a confidentiality agreement will 
be present at the interview for translation purposes for the Mandarin speaking 
interviews only.

I understand that I will be offered the opportunity to edit the interview notes 
after the interview. I understand that the interview notes will not be offered to 
my relative cared for to protect the integrity and confidentiality of the content 
being discussed within the interview. I understand that the recorded data - 
including digital voice recorder, electronic data and copies of the transcripts – 
will be kept for up to six years, after which they will be destroyed.

I understand my relative cared for and I can request for a summary report of 
the research findings at the end of the study.  I understand that this report will 
contain no identifiable personal information (including quotations).

I understand that the topics discussed in the interview may cause emotional distress and I am 
aware that there are counselling services available to assist me if required.

I understanding that my participation in the research study is voluntary, and I may decline to 
answer any particular questions.  I understand that I have the right to withdraw any data 
traceable to me up to the end of July, 2012.

[PLEASE CIRCLE]

• I agree to take part in this research.
• I agree / do not agree to my interview being audiotaped.
• I wish / do not wish to edit the interview notes.
• I wish / do not wish to receive a copy of the summary report.

Name       ___________________________

Signature ___________________________ Date  _________________

APPROVED BY THE UNIVERSITY OF AUCKLAND HUMAN PARTICIPANTS ETHICS COMMITTEE ON 
11th April, 2012 FOR (3) YEARS  REFERENCE NUMBER 7946
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School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd,
Glen Innes
Private Bag 92019, Auckland,
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

Consent Form

家庭照顧者參與研究同意書(中文版）

這同意書會被存放六年

研究題目：'  自然  '  照顧：歐裔紐西蘭人及  華裔  移民在照顧中風親屬的生活體驗  。

研究員：Cecilia Wing-Chun Wong (黃穎津), BA, BHS, PGDip Public Health

我已閱讀給家庭照顧者的硏究簡介並明白這項研究的性質。我的問題已經被滿意的回答，我

明白在參與研究的過程中，我可以隨時問更多的問題。

我明白除非獲得我和我的中風家人雙方的同意, 我將不參加這項研究。 

我明白這項研究將以單獨面談形式進行，屆時，我會和研究員分享身為家庭照顧者的親身體

驗 - 其中可能涉及一些�於我和我的中風家人照料之間的共同經驗。我明白這

個面談過程大約需時一至兩小時，如有需要可分兩個時段進行。我明白我可以決定訪問的時

間及地點。

我明白在我的同意下，研究員可以在面談的過程中進行錄音，我也有權要求隨時停止錄音。

我明白研究員會筆錄採訪的內容,及必須確保面談的內容保密,包括我的家庭成

員的相關資料。我知道我和我的家人的名字將不會被用於任何報告或出版物。我明白只有研

究員可以取數錄音資料和轉錄筆記,沒有其他人(包括我的中風家人)可以取 數這些資料。

我明白如我選擇用普通話進行面談, 硏究員將會透過一翻譯員進行採訪。翻譯員需要

簽署保密同意書。

我明白在採訪完成後，我可以修訂採訪筆記。我明白為了保護所討論的內容的完整性和保密



性, 採訪筆記將不會提供給我的中風家人。我明白所有的記錄資料，包括錄 音、電子資料及

筆記，會被保存六年後才會銷毀。

我明白在完成這項研究後，我和我的中風家人可以要求索取一份研究結果。我明白這份報告

不記述任何可識別個人身份的資料（包括語錄）。

我明白在受訪過程中，我可能會對某些內容感到不安。我也知道如有需要，我可以獲得心理

輔導。

我明白我參與這項研究是自願的。我可以拒絕回答某些問題。我明白我有權在二零一二年七

月底前，收回有闗我提供的資料。

[請圈出]

我同意參加這項研究。

我同意／不同意在面談過程中進行錄音。

我希望／不希望修訂面談的記錄內容。

我希望／不希望收到一份研究報告的摘要。

姓名：

簽署：              日期：

奧克蘭大學人類道德規範委員會(Human Participants Ethics)核准，

日期：4 月 11 日 2012
參考編號：7946
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School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd, 
Glen Innes
Private Bag 92019, Auckland, 
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

CONSENT FORM
For Stroke Survivors (English Version)

THIS FORM WILL BE HELD FOR A PERIOD OF 6 YEARS

Research Project Title:  'Natural' Care: The lived-experience of New Zealand European and 
Chinese migrant family carers for their stroke impaired relatives – A qualitative study

Researcher: Ms Cecilia Wing-Chun Wong (BA, BHSc, PGDip Public Health)

I have read the Participant Information Sheet for stroke survivors, and  have 
understood the nature of the research involving my family carer.  I have had the 
opportunity to ask questions and have them answered to my satisfaction. I 
understand  that  I  can  ask  further  questions  before  my  family  member's 
commencement in the research project.

I understand that my family carer will not participate in the research project unless 
both consent from myself and my family carer have been provided to the researcher. 
I understand that I am not taking part in the interviews, but I need to be informed of 
the interview process to authorise the researcher to talk to my family carer. 

I  understand that  my family  carer's  participation  will  include  a  one-on-one semi-
structured interview where he/she will be sharing his/her experience of being a family 
carer - which will include shared experiences between myself and my family carer - 
with the researcher. 

I understand that the researcher will ensure the confidentiality of the information my 
family carer share with them in the interview, including information related to myself. 
I understand that my name, my family carer's name and other identifiable information 
will not be used in any reports or publications arising from the study. 

I understand my family carer and I can request for a summary report of the research 
findings  at  the  end  of  the  study.  I  understand  that  this  report  will  contain  no 
identifiable personal information (including quotations).

[PLEASE CIRCLE]



• I agree to the participation of my family carer in this research.
• I wish / do not wish to receive a copy of the summary report.

Name       ___________________________

Signature ___________________________ Date  _________________

APPROVED BY THE UNIVERSITY OF AUCKLAND HUMAN PARTICIPANTS ETHICS 
COMMITTEE ON 11th April, 2012 FOR (3) YEARS  REFERENCE NUMBER 7946
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School of Population Health
Faculty of Medical and Health Sciences
University of Auckland
Tamaki Campus, 261 Morrin Rd, 
Glen Innes
Private Bag 92019, Auckland, 
New Zealand    
Phone +64 9 3737599
Fax +64 9 3035932

Consent Form
中風者允許家庭照顧者參與研究同意書(中文版）

這同意書會被存放六年

研究題目：'  自然  '  照顧：歐裔紐西蘭人及  華裔  移民在照顧中風親屬的生活體驗  。

研究員：Cecilia Wing-Chun Wong (黃穎津), BA, BHS, PGDip Public Health

我已閱讀給中風者的硏究簡介並明白這項研究的性質。我的問題已經被滿意的回答，我理解在我

的家庭照顧者參與這項研究前我可以隨時問更多的問題。

我明白除非獲得我雙方的同意, 我的家庭照顧者將不參與這項研究。

我明白我本人不需要接受訪問, 但我知道採訪的議題並同意我的家人接受訪問。

我明白這項研究將以單獨面談形式進行，屆時，我的家庭照顧者會和研究員分享身為家庭照顧者

的親身體驗 - 其中可能涉及一些�於我和我的家庭照顧者照料之間的共同經驗。

我明白研究員必須確保我的家庭照顧者在採訪提供的資料保密, 包括與我相�的資料。

我明白我和我的家庭照顧者的姓名及個人資料不會被用於任何報告或刊物上。

我明白在完成這項研究後，我和我的家庭照顧者可以要求索取一份研究結果。我明白這份報告不

記述任何可識別個人身份的資料（包括語錄）。



[請圈出]

我同意我的家庭照顧者參與這項研究。

我希望 / 不希望收到一份總結報告。

姓名：

簽署：              日期：

奧克蘭大學人類道德規範委員會(Human Participants Ethics)核准，

日期：4 月 11 日 2012

參考編號：7946



E

Interview Schedule

E. English-Language





Interview schedule for family carers

Introduction

Thank you for agreeing to share your experiences and ideas with me today. For my Masters 
research project, I am going to explore and compare the lived-experiences of family carers for post 
stroke relatives. I would like to hear your stories and to share your insights into your individual 
experience as a family carer. The following topics will be discussed during this interview:

A) Your roles of being a family carer for post stroke relatives in New Zealand
B) Your relationships with the relative cared for, other family members, the wider society, and 

the formal carers hired by the health system
C) Your knowledge and use of social support services and resources for stroke affected families
D) Your understanding of cultural/societal beliefs and expectations for your role as a family 

carer

This interview is expected to take approximately 1 to 2 hours to cover all the topics outlined above. 
With your permission, the content of this interview will be recorded for data analysis purpose. The 
recorded material will be transcribed and be made available to you if you choose at a later date. All 
material from this interview will be kept safe and confidential. You do not need to answer any 
questions that you do not wish to, and you can terminate this interview at any given time. The 
interview may be continued over two sessions if we ran out of time to cover all relevant topics. 
[Check if participant has read, understood and signed the consent form]

Are there any questions or concerns you would like me to clarify before we start?

A. The roles of a family carer for post stroke relatives in New Zealand
A1 Background Information

1. Can you please tell me about the following:
i. What is your age?
ii. What is your gender?
iii. What ethnic group(s) would you identify yourself with?
iv. What is your marital status?
v. Who do you live with?
vi. Do you have any children of your own?
vii. What is your highest education qualification?
viii. What is your employment status?

2. What is your relationship with your relative with stroke?
3. Do you live with your relative with stroke?
4. When did your relative suffer his/her stroke?
5. Can you please describe the consequence/symptoms of your relative's stroke?
6. Do your relative have another ongoing illness(es) as well (e.g. cancer)?
7. How long have you lived in New Zealand? And in Auckland?
8. Other than your stroke-impaired relative, do you have other relatives living in New Zealand? 

If yes, which cities?

For participants who have migrated to New Zealand from another country
9. What was the main reason for your decision for migrating to New Zealand?
10. Do you feel that your English proficiency is enough for daily functioning – such as shopping 

for food, going to see the doctor and good to the bank?



A3 Roles and responsibilities of being a family carer

11. Can you please describe in details the  care/help/assistance you currently provide to your 
stroke-impaired relative cared for in terms of the following:

• Types of tasks involved in the care
• Whether the tasks are shared with others
• If yes, who do you share the tasks with

Type of tasks Participant's 
involvement

Task shared with 
others

Frequency
(hours per week)

Basic Activities of Daily Living 
(BADL)
[examples: eating, grooming, 
bathing, dressing, toileting, 
mobility]
Instrumental Activities of Daily 
Living (IADL)
[examples: telephone calls, 
leisure, reading, medication 
management, money 
management, transportation]
Household Tasks
[examples: travel, shopping, 
preparing meals, laundry, light 
housework, home maintenance]
Others

12. How long have you been taking the responsibility as a family carer? How often do the tasks 
you have described occur (in terms of hours per week)?

A4 Coping with responsibilities 

13. Can you describe your feeling towards being a family carer?
14. Which task(s) do you have most difficulties getting done?
15. Do you feel that you have enough energy to do everything you want to do in a typical day?
16. How easy do you find getting to sleep at night? Have you been sleeping well? If not, for 

how long?
17. Do you think you are in a good state of general health? If not, for how long?
18. Do you ever feel overwhelmed or anxious by the tasks you have to do as a family carer? If 

yes, do you have anyone (friends or family) you can talk to about your feelings?
19. What are the other methods you have used to cope with stress?

B. Relationships with the relative cared for, other family members, the wider society, and the 
formal carers hired by the health system

B1 Stroke impaired relative cared for

20. In your opinion, what are the things that have changed with your stroke-impaired relative 
post stroke?

21. Are there anything different about your stroke-impaired relative that you did not expect?
22. How will you describe your relationship with your stroke-impaired relative now?
23. How does the change in your relationship make you feel?



B2 Other family members

24. What are the other role(s) you have in your family?
25. Can you please describe some of the most significant changes to your relationship with your 

other family members since your relative's stroke?
26. How does the change in your relationship make you feel?

B3 Employment/Wider society 

For participants who have responded 'no/unemployed' to Q1 vii
27. Were you employed prior to your relative's stroke?
28. If yes, what was the main reason for your termination of employment?
29. Can you please share your feelings towards the transition of roles?

For participants who have responded 'yes/employed' to Q1 vii
30. Do you currently work full time, part time, or casually?
31. Have your employment status changed since your relative's stroke?
32. How do you feel about fulfilling both your work responsibility and your responsibility as a 

family carer?

33. Has your social life changed since your relative's stroke?
34. How do you feel about the changes to your social life?

B4 Formal carers hired by the health system

35. Does your stroke-impaired relative receive any formal home care paid for by the 
government?

36. If yes, can you please describe the care/help/assistance provided by the formal home carer to 
your stroke-impaired relative cared for in terms of the following:

• Types of tasks involved in the care
• How often do the tasks occur (in terms of hours per week)
• Number of persons delivering the different types of care

Type of tasks Provided by formal home 
carer

Frequency
(hours per week)

Basic Activities of Daily Living 
(BADL)
[examples: eating, grooming, 
bathing, dressing, toileting, 
mobility]
Instrumental Activities of Daily 
Living (IADL)
[examples: telephone calls, 
leisure, reading, medication 
management, money 
management, transportation]
Household Tasks
[examples: travel, shopping, 
preparing meals, laundry, light 
housework, home maintenance]
Others



37. Do you have any interaction with your relative's formal carer(s)? How often?
38. Do you think the amount of care provided through this formal channel is meeting the needs 

of your relative?
39. How does your relative feel towards being care for by the formal carer?

C. Knowledge and use of social support services and resources for stroke affected families

C1 Dealing with challenges

40. Can you tell me about three things that have been the most difficult/challenging for you as a 
family carer since your relative's stroke?

41. How did you deal with this challenge/crisis?
42. Did you consider seeking support assistance when deal with this challenge/crisis? If so, from 

where?

C2 Knowledge of support services and resources

43. Can you please list the support services and resources (including funding and information) 
you know of for stroke-impaired families?

44. Do you know of any additional support services specifically for family carers?
45. If you do not know of any services/resource, would you like to have more information about 

these services/resource?

C3 Use of support services and resources

46. Have you ever used or are using any of the support services you have outlined in Q43 (other 
than the formal home care)?

If yes, 
47. Can you please describe these services/resource in detail?
48. Can you please explain why they were helpful or not helpful to your journey as a family 

carer?

If no, 
49. What were the reasons/barriers for you not using these services?
50. How do you think these services can be improved to suit your needs as a family carer?

C4 Recommendations for support services and resources

51. Have you talked to other people with strokes or their families?
52. Do you think you and your family members should be able to share your experience with 

other stroke patients and their family members?
If yes, 

53. Do you think that a stroke association or community stroke support group would be helpful? 
Do you have other suggestions? 

If no, 
54. What other type of support/assistance would you like to see be available?

55. If we were to help families get information regarding support services and resource more 
easily, what would we do?



56. Do you think it would be a good idea if family carers can be paid for some of the care they 
provide to their stroke-impaired relative?

D. Understanding of cultural/societal beliefs and expectations for role as a family carer

D1 Reasons for becoming a family carer 

57. Can you explain the reasons why you have become a family carer for your stroke-impaired 
relative?

58. Did you have any choice or alternative options for your stroke-impaired relative's care 
situation?

D2 Gender role 

59. The following related to your social role as a woman/man (mother/father, wife/husband, 
daughter/son, sister/brother):

How has your role as a _______  
◦ contributed to you becoming the family carer to your relative?
◦ contributed to your experience as a family carer?
◦ made it easy or difficult to access support services and resources in New Zealand?
◦ share your experiences with your social network (friends and family) and with other 

stroke patients/family carers?
60. In your experience, do you feel the health system is adequate in addressing the need of 

women/male family carers in New Zealand?

D3 Chinese beliefs/values on family carers [For Chinese carers only]

61. How important is Chinese traditional cultural beliefs/values to your family?
62. In your own words, how do you think Chinese cultural beliefs/values see the role of a family 

carer? What are some of the cultural expectations of this role?
63. The following related to your understanding of Chinese cultural beliefs/values:

How has your understanding of Chinese cultural beliefs/values:
◦ contributed to your experiences as a family carer?
◦ made it easier or difficult to access support services and resources in New Zealand?
◦ share your experiences with your social network (friends and family) and with other 

stroke patients/family carers?
64. How different do you think your experience as a family carer would be if the greater society 

shares your knowledge of Chinese cultural beliefs/values (i.e. if you were a family carer in 
your native country)?

65. Overall, do you think the health system in New Zealand is adequate in addressing the 
cultural needs of Chinese family carers?

Thank you very much for taking the time to share this very valuable information with me.
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Interview Schedule for family carers

與家庭照顧者的面談程序

引言

今天，多謝你和我分享你的經驗和意見。我的碩士研究是探索和比較照顧者於家人中

風後的生活體驗。從你身為照顧者的個人經驗裏，我希望聽取你的故事和見解。在面

談中，我們將會討論以下的問題：

A) 在紐西蘭，照顧者對中風親人所扮演的角色。

B) 你與中風者、其他家庭成員、社區和正式受聘的家庭助理的關係。

C) 你所認識和使用為中風家庭而提供的社區服務和資源。

D) 你明白文化和社會觀念對照顧者的期望和看法。

預算需要花一至兩小時討論以上的問題。在你的同意下，面談的內容會被記錄，作資

料分析用途。之後，你可以查看這些文字記錄。所有面談的資料會存放到安全的地方

及保密。如你不願意的話，你可以不回答某些問題，你也可以隨時中止面談。如預定

時間不足以討論所有問題，面談時間會增至兩個時段。

[檢查參與者是否已經閱讀、明白和簽署同意書]

在開始前，你有何問題或疑問需要我澄清呢？

A. 在紐西蘭，照顧者對中風親人所扮演的角色。

A 1 背景資料

1、請你回答以下問題：

i. 你的年齡？

ii. 你的性別？

iii. 你的族裔？

iv. 你的婚姻狀況？

v. 你與何人共住？

vi. 你有否子女？

vii. 你最高的學歷水平？

viii. 你的工作狀況？

2、你與中風病人的關係？



3、你是否與中風的親屬一起居住？

4、你的親屬何時中風？

5、你可否形容中風親屬的症狀和後遺症？

6、你的中風親屬有否其他長期疾病？（例如癌症）

7、你在紐西蘭居住了多久？在奧克蘭居住多久？

8、除了中風親屬外，你有否其他親屬居住在紐西蘭？如果有，在哪個城市？

給從別國移民紐西蘭者作答：

9、你移民紐西蘭的主要原因是什麼？

10、你覺得你的英文水平足以處理日常生活的事情嗎？例如：購買食物、看病、到銀

行辦事。

A 3 身為家庭照顧者的角色及責任：  

11、請詳細描述你現時對中風家人的照顧和協助，這包括以下事情：

• 照顧事務的種類

• 這些事務是否與他人分擔

• 如果是的話，誰與你分擔

事務的種類 你的參與 與他人分擔的事務 每星期需花多少

個小時

日常基本的活動

[例如：吃東西、

梳洗、洗澡、換衣

服、如廁、活動]

工具的活動

[例如：接聽電話、

娛樂、閱讀、藥物

處理、金錢處理、

交通]

家居事務

[例如：旅遊、購



物、預備食物、洗

衣服、輕省的家務、

家居維修]

其他

12、你當了家庭照顧者多久？你每周花多少時間處理上述的事務？

A 4 應付責任

13、可否形容你身為家庭照顧者的感受？

14、哪一項工作你感到難以處理？

15、在平日裏，你是否覺得你有充足的能量去完成你想做的工作？

16、你晚上容易入睡嗎？你最近睡得好嗎？如不理想，這狀態維持了多

久？

17、一般而言，你的健康情況理想嗎？如不理想，這情況維持了多久？

18、照顧中風病人的工作令你有壓力和憂慮嗎？如果有的話，你有沒有

朋友或家人可以傾訴呢？

19、你有沒有其他可以舒緩壓力的方法？

B. 你與中風者、其他家庭成員、社區和正式受聘的家庭助理的關係。

B1 受照顧的中風病人

20、根據你的意見，中風親人在哪方面已有改變？

21、中風親人還有哪方面的改變是超出你的預期呢？

22、你怎樣形容你與中風者現時的關係？

23、你對你倆關係的改變有什麼感受？

B2 其他家庭成員

24 、你在家庭裏還有其他角色嗎？

25、自從家人中風後，請形容你和其他家人的關係有哪些重要的改變？ 

26、你對關係上的改變有什麼感受？

B3 職業／社區

如你在問題 1 的 viii 項回答 “沒有或沒有受僱＂，請回答以下問題。



27、在照顧中風的親人之前，你是否受僱？

28、如果你答 “是＂，你辭職的主要原因是什麼？

29、請你分享對角色的轉變有何感受？

如你在問題 1 的 viii 項回答 “有或受僱＂，請回答以下問題。

30、你現時的工作是全職、半職或臨時替工？

31、自從家人中風後、你工作的職位或工作有什麼改變？

32、對於要兼顧照顧者及工作的責任，你的感受如何？

33、自從家人中風後，你的社交生活有何改變？

34、你對社交生活的改變有什麼感受？

B 4 正式受聘的家庭助理

35、你中風的家人有否得到由政府支付的家庭助理？

36、如果答"是"，請詳述家庭助理對中風家人的照顧和協助，這包括以

下事情：

• 照顧事務

• 這些工作的次數（每星期幾小時）

• 多少人員提供不同的照顧

工作的種類 由正式家庭助理提供 次數（每星期幾小時）

日常基本的活動

[例如：吃東西、梳洗、

洗澡、換衣服、如廁、

活動]

工具的活動

[例如：接聽電話、娛

樂、閱讀、藥物處理、

金錢處理、交通]
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