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Abstract
Introduction: Access to support services for post-stroke care is essential for family/whānau to sustain
their commitment to the long-term care of stroke survivors. Lack of, and inappropriate support along
the post-stroke recovery spectrum can influence how care is provided to stroke survivors and can
affect the wellbeing of whānau caregivers. Cultural factors have been found to influence how whānau
use support services. Ethnocultural research that explores whānau caregivers’ experiences, especially
for Māori is lacking.
Aim: To explore the experiences of whānau caregivers caring for stroke survivors in New Zealand and
find ways of improving accessibility of support services for whānau across the post-stroke caregiving
spectrum.
Methods: Kaupapa Māori research and interpretive description provided the methodological
framework for this study. Semi-structured face-to-face interviews were conducted with three Māori
whānau about their experiences caring for a stroke survivor. Interviews were audio recorded and
transcribed verbatim. Data was analysed thematically within a qualitative framework using open
coding.
Findings: Three general themes were identified: a) caregiver experiences, b) taha Māori: a cultural
perspective and c) support services. The first theme captures whānau caregiving experiences across
the stroke spectrum including their access to, and use of, support services and the 24-hour nature of
caring for a stroke survivor, which for some was experienced as burdensome. The theme of taha Māori
encapsulates a cultural perspective of participants’ caregiving experiences, including the importance
of individual whānau and wider whānau members. The final theme identifies participants’ need for
culturally specific support services, and the possible usefulness of technological solutions in extending
support to caregivers.
Conclusion: This study generated insights into the complexity of whānau caregiving experiences posthospital discharge, as whānau caregiver’s needs changed over the post-stroke care spectrum.
Providing care is magnified by several factors including health and socioeconomic factors, cultural
norms and notions of whānau. Findings indicate the limitations with resource provision and gaps in
the way support was offered by healthcare professionals and service providers. Whānau expressed a
need for culturally specific information and resources that could better equip them to provide
effective care. Strategies that comprise technological solutions could bridge the gap in improving
support for whānau post-stroke.
Keywords: family/whānau experiences; caregivers; ethnic groups; qualitative interpretive
description; Kaupapa Māori Research; post-stroke support.
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“I'm only human, I'm just a woman
Lord, help me believe, in what I could be and all that I am
Show me the stairway that I have to climb
Lord for my sake, teach me to take, one day at a time.
One day at a time sweet Jesus, that's all I'm asking from you
Give me the strength to do every day what I have to do
Yesterday's gone sweet Jesus and tomorrow may never be mine
So for my sake, teach me to take, one day at a time”
- Marijohn Wilkin, M., & Kristofferson, K. (1974). © Warner
Chappell Music, Inc., Universal Music Publishing Group
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Preface
This Master of Osteopathy thesis investigated the experiences of Māori whānau caregivers who cared
for stroke survivors in New Zealand. Participant interviews explored their perspectives related to
caregiving, their views about support services and ways in which support may be improved for
caregivers and whānau across the post-stroke care spectrum.
This thesis is presented in three main parts. Part one comprises of two chapters. Chapter one presents
a literature review to contextualise the phenomenon of strokes in the lives of stroke caregivers and
family/whānau. It offers a brief background about strokes and the experiences of caregivers, with an
emphasis on caregiving in a Māori cultural context. Chapter two provides a comprehensive description
of the methodological approach and methods used to undertake the study.
Part two is presented as a manuscript which has been formatted in accordance with the author
guidelines of the Journal of Primary Health Care. The journal is a peer-reviewed, open access research
journal of the Royal New Zealand College of General Practitioners (RNZCGP). The manuscript provides
the findings and discussion relating to the interviews conducted with participants. Effort has been
made to keep this manuscript as concise as possible. However, it currently exceeds the word count as more
detail was required to fully reflect the findings for the purpose of this thesis. The referencing style as
required by the journal (Vancouver) has been applied. Keywords in part one differs from part two, as

keywords for the manuscript are drawn from MeSH terms according to the author guidelines. For
example, qualitative research instead of qualitative interpretive description and Kaupapa Māori
research.
Part three contains the appendices, which include journal publication guidelines, approval of the
project through the Unitec Research Ethics Committee and demonstration of engagement with the
research data in the form of some examples of how one theme was constructed through data analysis.
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Glossary of Terms and Abbreviations
This glossary is provided to assist readers who are not familiar with te reo Māori kupu (words of the
Māori language).
Hapū - sub-tribe
Hui - meeting, or gathering
Iwi - tribe
Kaihautū - knowledge (curriculum) leader
Karakia – prayer(s)
Kapa haka - Māori cultural performing group
Kaumātua - elders
Kaupapa - set of principles/values/ideas that set the foundation for their actions
Kawa - Māori protocol/customs to opening of new houses
Koha - donation
Korero - talks, discussion
Māoritanga - Māori cultural traditions and practices, Māoriness, way of life
Mana – prestige, authority
Manaakitanga - hospitality, kindness, generosity, support: the process of showing respect
Manuhiri - visitors
Marae - meeting house, where formal greetings and discussions take place
Mātauranga - knowledge, wisdom, understanding
Mirimiri - to rub, stroke or massage
Mokopuna - grandchild
Motuhake - to separate or position independently
Pākehā – New Zealanders of European descent
Pepeha - a way of introducing oneself in Māori; (verb) to say; (noun) set form of words, formulaic
expression
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Poi - a light ball on a string used in cultural performances such as kapa haka
Rāwaho - outsiders, people not related to the iwi
Taha Māori - the Māori side (of a question) or the Māori perspective
Tainui - used for the tribes whose ancestors came on the Tainui canoe and whose territory includes
the Waikato and Hauraki
Tangata whenua - local or indigenous people
Tangi - in this thesis used as a shortened form of the term tangihanga: wake or funeral
Tangihanga - the ceremony of mourning held on a marae
Te ao Māori - The Māori world view, acknowledges the interconnectedness and interrelationship of
all living and non-living things
Tikanga - a concept with several meanings relating to the Māori way of doing things; reflects Māori
values, beliefs, culture, customs and traditions from Māori worldview
Tūpuna - ancestors
Whakapapa - genealogy
Whakataukī - to utter Māori proverbs, incantations
Whakatau - to welcome officially
Whakawhānaungatanga - the process of establishing links
Whānau – translated literally means family, however from a Māori perspective can be seen as an
extension of the family unit
Whānaungatanga - commonly refers to birth, in this thesis refers to relationship or sense of family
connection
Whangaī - a Māori form of fostering a child into a family.

Source: Moorfield, J. C. (2020). Te aka online Māori dictionary. Retrieved from https://Māoridictionary.co.nz/
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Part One

Introducing the Research
Part one contains two chapters.
Chapter one acquaints the reader with the research topic. It provides a literature review that
summarises the evidence about stroke(s), whānau caregiver experiences, caregiving from a
socio-cultural context and gaps in caregivers’ needs.
Chapter two describes the steps taken to conduct the research. It includes the methodological
frameworks, methods used to recruit participants, data collection, data analysis and rigour in
research.
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Chapter One
Introduction
This chapter introduces the reader to the research topic by providing a literature review that
summarises the evidence about strokes and the impact of strokes internationally. Caregiver
experiences, caregiving within a cultural context, understanding the consequences related to
caregiving and the gap in stroke whānau needs has also been summarised.
Strokes are one of the leading causes of adult disability worldwide, which not only affects individuals
but also their family, society and the economy. The annual incidence of strokes in New Zealand (NZ)
is approximately 9,000 people. Currently, there are an estimated 60,000 stroke survivors, many of
whom live with impairments and require significant daily support (Stroke Foundation NZ, 2019c).
Increased prevalence of stroke incidences is related to non-modifiable and modifiable lifestyle risk
factors (Feigin, Barker-Collo, Krishnamurthi, Theadom, & Starkey, 2010). People living in low-and
middle-income countries (Johnson, Onuma, Owolabi, & Sachdev, 2016) and those who live in lower
socioeconomic areas were found to have higher rates of strokes (Heeley et al., 2011). Prominent
ethnic disparities in stroke morbidity and mortality rates are found in Māori and Pacific populations
compared to New Zealand Europeans (Feigin, McNaughton, & Dyall, 2007)
Strokes can have residual effects such as neurological deficits, sensory loss (speech or sight) and motor
deficits which can contribute to the long-term nature of the condition and increased rates of
healthcare utilisation. According to data analyses conducted in 2018, strokes in the NZ will be
associated with $880 million in healthcare-related costs to the economy over the course of the next
five years (Hogan & Siddharth, 2018). A large portion of the financial costs to healthcare services arises
after stroke survivors are discharged from hospital. Caregivers and family/whānau have a crucial role
to play in rehabilitation and supporting the needs of the stroke survivor following discharged (Gbiri,
Olawale, & Isaac, 2015; Keaton et al., 2004).
The literature on the phenomenon of stroke and the experiences of caregivers is extensive. Some
studies reported positive experiences associated with caregiving. However, most studies focus on the
negative impact of caregiving due to the extensive physical, socio-emotional and financial burden
experienced by caregivers and whānau. Attention to wider whānau post-stroke experiences is gaining
gradual momentum, as studies have found the short-term and long-term impact of strokes and
caregiving experiences tend to differ over the post-stroke timeline (Duthie, Roy, & Niven, 2015;
Fischer, Roy, & Niven, 2014).
14

Strategies to reduce the effects of stroke on the economy, individuals and families have concentrated
on targeting modifiable risk factors and interventions to support stroke survivors. Evidence focusing
on the ethnocultural aspects of caregiving is limited, particularly in indigenous or minority groups such
as Māori. Evidence suggests Māori seem to experience major economic and health inequities and
barriers to accessing healthcare services (Feigin et al., 2007). Support services and interventions
targeted towards the needs of Māori and their whānau is lacking, despite ongoing efforts to improve
outcomes for this group.
This present study was conducted in response to a gap identified in the needs of stroke survivors’
whānau and to understand issues Māori whānau experience in NZ, where access to healthcare services
may have been limited. This is a stand-alone study associated with the Stroke Family Whānau Project
(SFWP), a longitudinal project that explored the experiences of stroke family/whānau (Daniels, 2015;
Duthie et al., 2015; Fisher et al., 2014; Olivier, Phillips, & Roy, 2017; Rademeyer, Roy, & Gasquoine,
2020; Roy, Gasquoine, Caldwell, & Nash, 2015). A methodological framework that combined Kaupapa
Māori research and interpretive description informed the study design. The research team partnered
with a kaihautū mātauranga, who identified potential participants from her iwi in the Central North
Island, some of whom participated in this study. Collaboration with kaihautū mātauranga throughout
the research process ensured the research was conducted in a culturally safe and appropriate manner.
The research question guiding this study was, “what are the experiences of whānau post-hospital
discharge and their perspectives relating to health information and post-stroke care?” The research
objectives were: a) to gain understanding of the experiences of whānau, and changes in their support
needs over the post-stroke care spectrum, b) to identify potential gaps in whānau needs during poststroke care and c) to assess the usefulness and potential need for a mobile phone application as a
platform for accessing information, support and services for post-stroke care.
The aim of this study was to explore the caregiving experiences of Māori whānau of stroke survivors
in NZ and factors that may have contributed to the acceptance of, and access to support. Gaining
understanding of ongoing care needs of whānau will provide insight into how to better support and
extend services for stroke survivors’ whānau.
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Search strategy
A literature search was initiated in 2018 using electronic databases including Science Direct, Medline,
Google Scholar, PubMed, Scopus, Ebsco Health, Sage Research Methods, New Zealand (NZ) Research,
Unitec and Auckland University repository of theses. Literature published from 1989 – 2018 was
included and regularly updated with new articles included throughout this study and writing of the
thesis. The following search terms were used either solely or in combination: ‘stroke; caregiver; family
experiences; telemedicine; mobile OR smart phone applications; indigenous; culture; Māori;
qualitative research.’ References used in other studies were also identified for relevance.
Supplementary literature that provided context for the findings of this study was included. Following
completion of the literature review, a few published articles became available and were included, as
they provided rationale for part of this research. Studies not available in English were excluded.
Articles that reported on the experiences of stroke family caregivers, primary informal caregivers,
systematic reviews, and studies about technology (mhealth-telemedicine and/or mobile) that offered
post-stroke support to stroke survivors and caregivers were also included.

Stroke Background
Stroke is defined as a sudden focal interruption of oxygen and nutrients to brain cells from a blockage
or rupture of arterial blood flow to the brain, lasting longer than twenty-four hours (World Health
Organisation, [WHO] 2018). The severity and consequences of stroke depend on the type of stroke,
ischaemic (blockage or clot) or haemorrhagic (rupture of a blood vessel) and degree of brain injury.
Most haemorrhagic strokes (17%-20% of all stroke types) lead to death, whereas people may
experience long-term impairments following ischaemic strokes (80%-85% of all stroke types) (Feigin
et al., 2010). People who survive ischaemic and haemorrhagic strokes may experience minor
impairments or have varying levels of impairments including physical, behavioural, cognitive and
emotional (Feigin et al., 2010; Jaracz, et al., 2015). Increased incidence of strokes is related to nonmodifiable risk factors such as age, sex, ethnicity and genetics (Feigin et al., 2010), and modifiable
lifestyle risk factors such as unhealthy diet, reduced physical activity, obesity, smoking and excessive
alcohol consumption. Individuals living in low-and middle-income countries (Johnson et al., 2016) and
lower socioeconomic areas were also found to be at higher risk of strokes (Heeley et al., 2011). One
quarter of all strokes occur in people under 65 years, despite higher risk of strokes in older people
(Hogan & Siddharth, 2018). A rise in the ageing population owing to people living longer in general,
including the presence of a higher number of risk factors, is likely to increase the prevalence of stroke
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in the future (Mozaffarian et al., 2015). Caregivers and family members who provide care, experience
significant burden once stroke survivors are discharged back into residential care (Jaracz, et al., 2015).

Global burden of stroke
According to the World Stroke Organisation [WSO] (2016), there are over 13.7 million new strokes per
year worldwide. Annually, 5.5 million deaths (10%) are related to strokes. Of stroke related deaths,
53% are males and 47% females (WSO, 2016). Notable ethnic disparities in stroke incidence have been
reported in population-based studies internationally; including the United States (Gutierrez et al.,
2014; Kleindorfer et al., 2010), United Kingdom (Heuschmann, Grieve, Toschke, Rudd, & Wolfe, 2008),
Asia (Tan et al., 2015) and in NZ (Feigin et al., 2015). Data from the Heart Disease and Stroke Statistics
2018 indicate stroke death rates have declined by 2.3% from 2005-2015 (as cited in Benjamin et al.,
2018). Presumably, this reduction is due to measures aimed at increasing awareness and influencing
the modifiable risk factors, including better and early interventions such as development of stroke
units and clot retrieval (Ministry of Health [MOH], 2018d). Globally, however, there are currently more
than 80 million stroke survivors (WSO, 2016), which is estimated to increase by 2030 (Mozaffarian et
al., 2015). Stroke mortality rates have decreased since 2011, however, there are significant geographic
disparities across age groups and ethnic groups. A slower rate of decline in stroke incidence was noted
in people belonging to minority ethnicities and lower socioeconomic groups (Benjamin et al., 2018).
Despite encouraging data suggesting declining stoke incidence rates and advances in preventative
measures to reduce stroke risk factors, the increased prevalence of stroke survivors and ageing
populations may produce significant global health and economic burden.
According to United Kingdom stroke statistics for 2018, the number of stroke survivors aged 45 years
and over is estimated to rise by 123% between 2018 and 2035 (Stroke Association, 2018). The
estimated cost of stroke to the United Kingdom economy is £26 billion a year. Stroke is associated
with a loss of income productivity due to changes in employment status for both the individual
affected by stroke and the family members who care for the individual. Care provision by informal
caregivers (family or relatives) in the United Kingdom, accounts for £15.8 billion a year (Stroke
Association, 2018).
Approximately 6 million stroke survivors live in the United States (US) (as cited in Ayala et al., 2018)
and require assistance with activities of daily living (ADLs). Stroke accounts for $45.5 billion of annual
cost to the US economy which includes healthcare services, medical costs for treatment, informal care
and loss in income productivity (Virani et al., 2020).
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Stroke in New Zealand
The annual incidence of stroke in NZ is about 9,000 people per year (Hogan & Siddharth, 2018).
Mortality data tables contain statistics on the underlying cause of all deaths registered in NZ. In 2017,
cerebrovascular diseases accounted for 24.7% of the total mortality rates, compared to 25.8% in 2015
(2,467 per 100,000) (MOH, 2018b). There were significant differences in sex and ethnicity. Females
(59.3%) had higher mortality rates than males (40.7%) (MOH, 2018b). Māori (33.7%) had significantly
higher mortality rates compared to non-Māori (23.1%), with the ratio slightly higher in females (34.9%)
than males (29.6%) (MOH, 2018b). A comparative analysis of deaths from cerebrovascular diseases
over the span of 19 years, found a fluctuating, yet steady decline in mortality rates between 1996
(49.1%) to 2015 (25.8%). Longitudinal studies from the Auckland Regional Community Stroke study
(ARCOS) found that overall stroke incidence rates decreased by 23% and stroke mortality by 62% from
1981-2012 (Feigin et al., 2015; Krishnamurthi et al., 2014). This suggests measures to reduce mortality
rates may have been successfully implemented.
There are approximately 60,000 stroke survivors currently living in NZ (Stroke Foundation NZ, 2019c),
many of whom may require assistance in at least one self-care activity. In 2018, strokes were
associated with $880 million in socioeconomic costs (Hogan & Siddharth, 2018). On average, each
stroke is associated with an expected cost of $60,000 to $99,000 over a five-year period (Hogan &
Siddharth, 2018). The Stroke Foundation of New Zealand, the only NZ charity that solely focuses on
stroke prevention and develops appropriate services to support stroke survivors return to their
communities, have consistently established initiatives with funding from the Ministry of Health. For
the 2018-2019 financial year, $22 million was saved in benefit payments due to rehabilitation
strategies implemented by the Stroke Foundation of New Zealand that focused on actions to better
meet rehabilitation needs of stroke survivors. Some of these initiatives involved working with the
District Health Boards to improve access to acute therapies such as clot retrieval and developing
services such as telestroke services (Stroke Foundation NZ, 2019b).
Informal caregivers provide much of the rehabilitation and financial support to stroke survivors once
they are discharged back to family care. Each stroke is estimated to incur approximately $25,000 in
residential care costs (36% of the total healthcare-related costs) associated with informal caregiving,
medications, rehabilitation and loss of productivity (due to stroke) in the first 12 months after a stroke
(Hogan & Siddharth, 2018). Therefore, contribution from informal caregivers, community level
support and services are important as they minimise primary healthcare-related costs. Despite
advances and initiatives aimed towards reducing the risks, incidents and negative outcomes of strokes
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in NZ, the burden of stroke is likely to increase due to the growing and ageing population, more people
surviving strokes and higher demand for rehabilitation and home care (Hogan & Siddharth, 2018).

Māori and Pacific populations
Ko nga rārangi raraunga, ka ao, ka awatea
Mo te oranga, o nga iwi katoa
Rows of data brings new insights and enlightenment
For the wellbeing of all people
(Statistics New Zealand, 2019)
The population of NZ has become increasingly culturally diverse following population growth and
higher migration rates since 2013 (Statistics New Zealand, 2019). The NZ population consists of people
from a range of ethnicities including NZ Europeans (70.2%), Māori (16.5%), Asian (15.1%), Pacific
(8.1%) people and other origins (1.7%) (Statistics New Zealand, 2019). Such statistical information and
recognition of cultural variances has been implemented in strategic planning and meeting the needs
of population diversity in NZ.
Māori in particular, are found to experience significant health and socioeconomic disparities (Feigin
et al., 2007). Feigin et al. (2007), in their overview of three NZ population-based stroke studies, found
significant ethnic disparities in stroke mortality and incidence rates in Māori and Pacific populations.
NZ Europeans experienced first-ever/recurrent stroke events around 76 years of age. Whereas for
Māori and Pacific people, the average onset of first-ever/recurrent stroke was between 61 and 65
years respectively. A slower decline in stroke mortality rates was also observed in these populations
(Feign et al., 2007). The median age of the Māori population experiencing stroke in 2010 was 13.7
years younger than the rest of the population (Statistics New Zealand, 2019). Thus, for Māori, life lost
to stroke or a disabling stroke can result in a loss of productive life years (Hogan & Siddharth, 2018).
Higher stroke morbidity and mortality rates were also found to be directly linked to lower
socioeconomic status, which encompasses a range of factors such as an ethnic group’s social status,
income, education and employment (Mukharjee & Patil, 2011).
The Māori population is projected to grow by 16.2%, between 2015 and 2030 compared to the nonMāori population (13.5%), suggesting an increase to 827,230 people in 2030. Reasons for this rate of
growth of the Māori population include higher fertility rates for Māori women and a relatively younger
age structure, with a large proportion in the main reproductive ages of 15-44 years (MOH, 2018c).
Higher stroke incidence rates in minority populations in addition to population growth and stroke
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onset at a younger age, creates a burden on the economy through loss of functional capacity and
inability to contribute to income productivity (Feigin et al., 2007). Population projection data are
widely used to analyse changes in population demographics, economic and social structure, and are
useful to policy makers and service planners to gauge consumption/demand for services and to
forecast for the future (Statistics New Zealand, 2019). Population-based studies conducted in NZ have
shown success of preventative strategies in stroke for stroke survivors (Feigin et al., 2015).
There are noticeable ethnic differences in regions around NZ, such as Auckland, Bay of Plenty and
Waikato regions, especially relating to unmet needs for primary healthcare (MOH, 2019b). Statistically
significant differences were found in Māori compared to other NZ ethnicities over a period of five
years (2014 – 2019) indicating Māori experience barriers to accessing healthcare. Māori experienced
a higher percentage of unmet needs for primary healthcare: 33.4% in 2014 and 41.4% in 2019 (MOH,
2019b). These ethnic disparities are consistent with data from other population-based studies
conducted in Perth, Melbourne and Auckland between 1995 and 2008 that report similar findings
relating to socioeconomic disparities amongst minority populations (Heeley et al., 2011). Ethnic
disparities appear to have implications for future healthcare funding and planning, support services
dissemination and how service providers address barriers individuals face when accessing post-stroke
care services.
It is thus important to recognise the uniqueness accorded to Māori. For Māori, the disparities
mentioned above occur against a backdrop of the Treaty of Waitangi, which takes into account the
historical and cultural contexts of colonisation and Māori loss of authority over their wellbeing (Feigin
et al., 2007). In response to post-Treaty changes, the NZ government considered it important to
continue to provide relevant statistical information to support mutual collaboration between the
Crown and Māori (Statistics New Zealand, 2014).

Te Tiriti O Waitangi: The Treaty of Waitangi
He waka eke noa
A canoe which we are all in with no expectation
This whakataukī offers a reminder of collective goals and working together to achieve them (Statistics
New Zealand, 2014). In this section, the post-Treaty context and changes for Māori post-colonisation
that influenced their rights to self-determination is briefly summarised.
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The Treaty of Waitangi was signed in response to British colonisation in 1840 when Māori relinquished
sovereignty of NZ to the Crown, while retaining their tangata whenua (first inhabitants) status in NZ
and provides a foundation that affirms the rights of Māori. The Treaty’s relevance was mainly centred
on its application to property rights, unified forms of governance among different chieftains and their
hapū and iwi. It defined the relationship and ownership of resources between Māori and the Crown.
The Treaty holds considerable political and societal significance for self-determination (Durie, 1989).
Of particular importance to this study are the implications for Māori health and wellbeing. There was
no explicit mention of recognition of the Treaty of Waitangi in the clinical guidelines for stroke
management 2017 (Stroke Foundation NZ, 2019a). This is despite suggestions from the 1985 Board of
Health’s standing committee (on Māori health), that the Treaty of Waitangi's principles of partnership
(collaborating with whānau, iwi and hapū), participation (involving Māori in all aspects of healthcare
including planning, development, delivery and decision-making processes), and protection (equality
in healthcare) be integrated into the health system. In this way, Māori had the same rights to
appropriate services as non-Māori (Durie, 1989). The recognition of the Treaty and its relevance for
healthcare was integrated by the NZ Ministry of Health through the Māori Health Strategy in 2002 to
recognise factors that affect the health and wellbeing of Māori, whānau and communities (MOH,
2019a). This strategy (updated (2013/14) provided direction for the health and disability sector,
recognised the significance of working with people and legitimised the participation of Māori in the
decision-making process, towards addressing health inequalities in Māori (MOH, 2019a).
The Treaty’s principles also provide a context for determining researchers’ responsibilities towards
matters in Māori (G. Smith, 1992). According to Linda Smith (1999), the process of colonisation was
viewed by Māori as taking away mana (spiritual power) and rangatiratanga (self-determination).
“Research is an important part of the colonisation process because it is concerned with defining
legitimate knowledge” (L. Smith, 1999, p. 173). To achieve the best outcomes for Māori, Mason Durie
(2017) suggests researchers consider a Māori worldview (te ao Māori) when designing research
studies. Te ao Māori tends to incorporate the historical, socio-cultural and socioeconomic contexts
(Mukherjee & Patil, 2011). Historical contexts relate to the application of Treaty’s principles and
ensures consultation with Māori occurs at all levels of the research process, thus, researchers’
responsibilities of working with Māori towards achieving collective goals (G. Smith, 1992).
Socioeconomic influences such as income, education, housing and employment act as barriers to
accessing healthcare. Consideration of the effects of socioeconomic determinants may help reduce
inequalities faced by Māori when thinking of the practical implications of research interventions for
Māori (MOH, 2018a). Socio-cultural considerations include social, religious and cultural aspects. For
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Māori, whānau is recognised as a foundational structural unit and crucial to maintaining Māori
wellbeing, both individually and collectively. On an individual level, whānau can be a source of identity,
security and support. On a collective level, whānau are characterised by whakapapa and social
connections to iwi and hapū (Irwin, 2011). Certain beliefs and values that form part of Māori cultural
identity (te reo Māori and tangata whenua) may influence health (MOH, 2018a). Consideration of
several factors such as socioeconomic determinants and socio-cultural factors are thus essential,
when tailoring interventions which aim to optimise quality of life and functional outcomes for Māori.
In an effort to contribute to the body of evidence to improve outcomes for Māori and their
experiences post-stroke, this research identifies some of the issues faced by Māori whānau and
caregivers of stroke survivors.
Having provided a background on stroke globally and in NZ, the relevance of Te Tiriti O Waitangi and
its historical and socio-cultural contexts for Māori, the next section contains a review of the literature
on the experiences of caregivers, their family/whānau, caregiving in a cultural context, and what is
known about the meaning of caregiving for Māori.
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Literature Review
Experiences related to caring for the stroke survivor
The post-hospital trajectory of care for someone who has experienced a stroke is often characterised
by ongoing rehabilitation and return to their home. Following their discharge from hospital, stroke
survivors typically require assistance with ADLs which may include personal care (bathing/dressing),
preparing meals, eating/drinking, mobility, transportation, domestic duties and various other tasks
(Cameron et al., 2014. Informal caregivers generally include immediate family members such as
spouses, children, or close family relatives, who assume the responsibilities of providing adequate
care to stroke survivors. The sudden traumatic nature of stroke can leave the family vulnerable and
unprepared for the transition into caregiving roles. Balancing care responsibilities alongside their own
family obligations can be demanding for caregivers and the wider whānau (Gbiri et al., 2015). Stroke
survivors were found to rely on family/whānau for support up to two years post-stroke (Daniels, 2015;
Rademeyer et al., 2020). Several studies highlight the importance of caregivers in rehabilitation and
meeting the needs of stroke survivors (Gbiri et al., 2015; Jaracz et al., 2014; Rawat, Sharma, & Goel,
2017). A few studies report on the positive experiences of caregivers (Kruith, Visser-Meily, & Post,
2011; Mackenzie & Greenwood, 2012). Aspects that contribute to caregivers’ positive experiences
included stroke survivors’ progress with recovery, strengthened family relationships, caregivers’
improved self-esteem due to their ability to cope with caregiving duties, and being valued and
acknowledged (Kruith et al., 2011; Mackenzie & Greenwood, 2012). However, most of the literature
highlights caregivers’ negative experiences, also referred to as caregiver burden (Daniels, 2015;
William, Roth, Hovater, & Clay, 2015; Rawat et al., 2017; Scholte op Reimer, de Haan, Rijnders,
Limburg, & van den Bos, 1998), and the reality of caregiving for many stroke survivors and their
whānau (Corbett et al., 2006; Nikora et al., 2004; Roy et al., 2015).

Caregiver burden
Caregiver burden refers to the strain and adverse effects that negatively impacts the physical, social,
spiritual health and emotional wellbeing of the individual caring for the stroke survivor (Gbiri et al.,
2015). Caregiver burden has been categorised into two aspects: objective burden, associated with
caregiving tasks, including assistance with ADLs, mobility, transport and financial duties; and
subjective burden, relating to the psychological and psychosocial effects of caregiving (Exel,
Koopmanschap, & Berg, 2005; Gbiri et al., 2015). Caregiver burden is complex and multidimensional,
often associated with consequences of stroke. Caregiver burden can persist when there are long-term
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healthcare needs of stroke survivors such as ongoing GP/specialists visits for individuals that have
long-term functional impairments, and when stroke survivors experience depression and lack
motivation to engage in social activities that were once perceived as pleasurable. Dependency on
caregivers to meet these needs, were found to add to caregivers’ burden (Lawrence, Kerr, Watson,
Paton, & Ellis, 2010). Lack of preparedness, lack of collaborative involvement with the healthcare
system, inability to express concerns and insufficient support from healthcare professionals were
some other experiences associated with caregiver burden (Gbiri et al., 2015; Jaracz et al., 2014; Keaton
et al., 2004; Rawat et al., 2017; Roy et al., 2015; Sarfo, Ulasavets, Opare-Sem, & Obbiagele, 2018).
Stroke is a sudden traumatic event that irreversibly changes the lives of stroke families, particularly in
the first six weeks (Fischer et al., 2014). Most caregiver burden is experienced during the acute phase
(six weeks to one year), due to the magnitude of caregiving-related demands that disrupt caregivers’
lifestyles (William et al., 2015). Caregivers make several adjustments to their daily lives as they settle
into their caregiving roles. These include changes of employment status, lack of leisure time, social
disengagement and balancing other family commitments (William et al., 2015). Stroke survivors tend
to require less support as they regain physical and cognitive functioning which generally occurs over
the course of six to eighteen months post-stroke (Pierce, Steiner, Hicks, & Holzaepfel, 2006; Sarfo et
al., 2018).
Studies that have explored the phenomenon over three to six months post-stroke (Duthie et al., 2015;
Fisher et al., 2014; Greenwood, Mackenzie, Wilson, & Cloud, 2009; Pierce et al., 2006) indicated
caregiver’s experienced uncertainty and worry about the future as time progressed. Greenwood,
Mackenzie, Wilson et al. (2009) explored the changing experiences of 31 informal caregivers
(experienced and new to caregiving) during the first three months post-stroke. The authors found the
most common theme of uncertainty and discussed caregivers’ strategies for coping with uncertainty.
Experienced caregivers were more adept to coping with uncertainty than inexperienced caregivers.
Inexperienced caregivers with competing demands such as employment and dependent children,
reported uncertainty remained as a result of restructuring their lives around the longer term demands
of caregiving (Greenwood, Mackenzie, Wilson et al., 2009).
In a study by Pierce et al. (2006), nine new caregivers from remote regions in Michigan and Ohio states
were exposed to a web-based intervention that measured perceived problems and changes in the
problems experienced during caregiving over the course of three months after stroke survivors were
discharged to home. The authors determined seven themes relating to the problems experienced by
stroke survivors and subsequent issues for caregivers: “1) having independence issues, 2) dealing with
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emotions, 3) living with physical limitations, 4) managing co-morbid conditions, 5) balancing it all, 6)
participating in physical therapy, and 7) having sleeping issues” (p. 166). These problems reduced over
a three-month period, however only ‘balancing it all’ (theme focused on caregivers’ problems)
increased. Pierce et al. (2006) reported this could have been secondary to caregivers’ commitments
outside of caregiving. The study primarily focused on European stroke survivors suggesting further
research that explores the challenges experienced by a wider sample of caregivers from different
ethnic groups in remote settings, is needed (Pierce et al., 2006).
Duthie et al. (2015) interviewed three health professionals belonging to the same family about their
experiences of caregiving over the course of six months after first-ever stroke. The authors discussed
participants’ moral obligations relating to duty of care to the stroke survivor. Duty of care was
expressed differently by each participant at different time points. Amid their own health and family
commitments, one participant reported weighing up the expectations of care with their capacity to
provide care and support. In the short-term it was perceived as overwhelming, as the family believed
both service providers and health professionals expected them to assume many of the rehabilitative
duties. This was not completely congruent with discharge planning. As health professionals,
participants were more knowledgeable about the realities of caring for a stroke survivor, however,
expressed financial, physical and emotional strain, and conflicting moral judgements relating to their
duty of care (Duthie et al., 2015).
Even though caregiver burden is found to decrease over time as caregivers find ways to cope and
adjust into their caregiving roles, a significant portion of caregiver burden can persist up to five years
post-stroke (Jaracz et al., 2015). Greenwood, Mackenzie, Cloud, and Wilson (2009) reviewed 17
articles from different countries examining primary caregivers’ experiences up to five years poststroke, to understand how caregiving experiences changed over time. Commonly identified challenges
and needs included general information around stroke and financial entitlements, training and
support from local services. Challenges faced over different time periods included role and
relationship changes, need for more information, formal and informal support. Lack of freedom and
social isolation were prominent one year or later post-stroke (Greenwood, Mackenzie, Cloud et al.,
2009). Focusing on the challenges caregivers face may be crucial to understanding the burden of
caregiving. However, casting a wider net over caregiving experiences, considering caregiver diversity
and taking into account successful management strategies, may be more valuable to providing
appropriate support to caregivers (Greenwood, Mackenzie, Cloud et al., 2009).
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It is evident caregiving experiences change over the course of the post-stroke caregiving timeline.
From six months, caregiving seems to take on a new normal. William et al. (2015) conducted a
population-based study that measured the effects of stroke caregiving on family caregivers’ wellbeing
compared to non-caregivers. At nine months post-stroke, caregivers reported lower mental healthrelated quality of life (QoL), depressive symptoms, and dissatisfaction with personal life and leisure
activities. Some caregivers, however, reported lower stress levels, which was associated with
improvements of the stroke survivor’s wellbeing and the caregivers’ ability to better cope with the
experience over time. Greenwood, Mackenzie, Wilson, et al. (2009) also found lower QoL in caregivers,
higher rates of social isolation and lack of freedom were a result of stroke survivors’ dependence on
caregivers and caregivers’ perceived sense of constantly being needed by the stroke survivor. At 18
months post-stroke, it was found that caregivers’ perceived sense of burden reduced as caregiver’s
adapt to the caregiving role, establish routines and thus, feel they are better able to provide care
(Visser-Meily et al., 2009). Visser-Meily et al. (2009) also found a lack of social connection led to mild
but steady increase in depressive symptoms of spousal caregivers over the course of three years poststroke. Caregivers who used positive coping strategies that is, sought support and expressed their
emotions, experienced reduced caregiver burden and positive outcomes.
Commonly reported themes within the above studies related to the increased workload on the
caregiver, changes in lifestyle, adjustments to personal and family responsibilities, uncertainty, decline
in health related QoL and restraints in social life, leisure activities and emotional challenges (Duthie et
al., 2015; Fischer et al., 2014; Greenwood, Mackenzie, Wilson, et al., 2009b; Visser-Meily et al., 2009;
William et al., 2015). The physical and emotional complexity associated with looking after stroke
survivors appeared to contribute to higher rates of psychological stress and decreased QoL.
Literature investigating the experiences of caregivers and family members three or more years poststroke and the longer-term impact of stroke on families, is limited. Informal caregiver support is linked
to improved quality of life in stroke survivors, and more cost-effective utilisation of healthcare
resources (Exel et al., 2005). Research indicates caregivers and families however, lacked collaborative
involvement and/or were unable to express concerns with healthcare professionals, received
insufficient support from the healthcare system, were unprepared for the transition into caregiving
roles due to inadequate training post-discharge (Lutz, Young, Cox, Martz, & Creasy, 2011), and
experienced difficulty in coordinating caregiver duties (Gbiri et al., 2015). As families encounter lifechanging consequences and typically require ongoing long-term support, appropriate communication
and vital information from healthcare professionals is frequently lacking. Informative material
presented by healthcare professionals mainly pertains to the stroke survivor rather than being family26

specific (Roy et al., 2015). According to Fischer et al. (2014) communication with healthcare
professionals and inclusion of family in discharge planning facilitates smoother transition to poststroke life compared to lack of communication and interaction with the healthcare system. Corbett,
Francis and Chapman (2006) highlighted that funded healthcare for six-weeks post-discharge was
insufficient for caregivers to support extended long-term care needs of stroke survivors. Additionally,
Rademeyer at al. (2020) deemed it essential “to determine a family's post-stroke situation and their
capacity and desire to participate in care.” (p. 9). Improved outcomes for families could be achieved if
healthcare professionals consider diversity in families and their lives, and the meaning and
contributions of families to stroke survivors (Fischer et al., 2014).

Caregiving in a cultural context
As NZ has become more culturally diverse, it is important to note how different cultures view
caregiving. Much of the literature on caregiving focuses on caregiver burden, strain and the
consequences of caregiving. However, caregiving issues require a broader perspective, one that
includes socio-cultural contexts (impact of cultural beliefs), which can vary from one culture to
another. This is particularly pertinent when designing caregiving-related programmes, to improve
outcomes for families or when recommending services for culturally diverse population groups.
Most European and North American cultures tend to lay emphasis on individualism (Pharr, Francis,
Terry, & Clark, 2014). In contrast, notions of familialism, filial piety, Confucianism and social support
are important in some cultures, such as Hispanic, Asian, Indian, Māori and Pacific people. These
concepts embody moral human nature, which advocates the responsibilities of family members
towards each other and the idea of collectivistic decision-making (McLaughlin & Braun, 1998). Limited
research explores whether caregiving experiences such as burden and ways of coping vary according
to caregivers’ cultural backgrounds (Borrayo, Goldwaser, Vacha-Haase, & Hepburn, 2007; Liang, 2002;
Zeng et al., 2014). Most studies were conducted in the US and focused on caregivers of people with
conditions such as Alzheimer’s, dementia and cancer. Liang (2002) interviewed 34 family caregivers
and six nurses from a medical centre in Taiwan to explore the cultural care practices of Taiwanese
caregivers of children with cancer. A prominent theme was the influence of cultural context (beliefs
influencing provision of care) on the caregivers’ decision-making for the child’s overall health and care.
The caregivers’ beliefs stemmed from their religious, familial and ancestral background and social
influences. Some caregivers used folk care to supplement Western medicine, while others engaged in
religious practices such as prayer which they believed offers peace of mind and hope for a cure (Liang,
2002).
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Borrayo et al.’s (2007) study explored models of caring for older adults with Alzheimer’s and related
disorders, in Latino caregivers living in the US In this study, the authors reported, better assistance
was needed for Latino families that provide home care. For this Latin American cohort, caregiving was
embedded in their cultural values of familialism. Loyalty, solidarity and reciprocity were characteristics
that influenced how care was provided to the family member. Women and children were primarily
expected to provide care for their parents or elders and accept the responsibility as part of a tradition
of self-sacrifice, which safe-guarded against their perceived sense of emotional or physical burden.
When caregiving was a solo caregiver’s responsibility, they failed to seek external support and
recognise the obligations of others, which led to their increased sense of burden (Borrayo et al., 2007).
A study by Pharr et al. (2014), of four groups of caregivers (African American, Asian American, Hispanic
American and European American), found significant differences in culturally perceived values and
norms that shaped caregiving experiences. These differences were classified into three themes. First,
the cultural embeddedness of caregiving which looked at how providing care, was entrenched within
cultural norms (care was provided without question). Second, the cultural determinants of caregiving
responsibilities or taxonomy of caregiving, which related to ethnical cultural models such as Confucian
ideology for Asian cultures. Third, cultural values and norms underlying the decision to provide care,
for example, being female, which meant acceptance of the responsibility of caregiving was an
expectation. Asian, Hispanic and African American focus groups appeared to share similar
perspectives relating to their obligatory roles of caregiving, in contrast to European American focus
group participants. For the former, maintaining harmonious social relationships held greater
importance rather than the desire to achieve individual goals. Filial piety (a cultural conduct placing
strong loyalty towards one’s parents) sustained their caregiving responsibilities. Furthermore, for
African American caregivers, caregiving responsibilities were not only inclusive of immediate family
members but also extended to kinship relationships (Pharr et al., 2014).
The above studies (Borrayo et al., 2007; Liang, 2002; Pharr et al., 2014), despite not representing all
Latin American, Chinese or Taiwanese populations, suggest that cultural perspectives and ideologies
such as familialism, Confucianism and kinship ties have some influence on caregivers' behaviours and
care provision in contrast to the caregiving experiences reported in studies (William et al., 2015;
Greenwood, Mackenzie, Cloud et al., 2009; Lutz et al., 2011) on caregiver burden.
Literature exploring the experience of caregiving for stroke survivors from a cultural context and
minority cultural groups, is limited. Some studies (see for examples, Lee & Mok, 2011; Qui, Sit, & Koo,
2017; Torregosa, Sada, & Perez, 2018) reported socio-cultural nuances influenced caregivers’
navigation of care provision. Qiu, Sit, and Koo (2017) found in their study of caregiving experiences of
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Chinese stroke caregivers that cultural background influenced stroke caregivers’ experiences, coping
strategies and self-sacrifice behaviours. The authors stated that filial piety, a strong sense of
responsibility, reciprocal love and commitment to parents, maintained caregivers’ motivation to
sustain their caregiving roles. Participants reported they silently endured difficulties associated with
caregiving duties will little regard for their own well-being. Participants were hesitant to seek
assistance and were willing to persevere through challenges due to the notion of self-sacrifice
(prioritise needs of the stroke survivor before own) that they associated with their cultural values of
familialism (Qui et al., 2017).
Research focusing on the impact of family dynamics and cultural values on stroke recovery is limited
(Feigin et al., 2015). These studies (Borrayo et al., 2007; Liang, 2002; Pharr et al., 2014; Qui et al., 2017)
suggest different ethnicities have distinct views about caregiving. Future studies that explore the
effects of cultural practices may provide a basis for understanding the unique caregiving needs of
culturally diverse populations.

Caregiving in Māori context
Research covering Māori caregivers’ experiences in the context of stroke is lacking. One background
paper and one published research article were found that offered evidence about Māori and informal
caregiving (Collins & Wilson, 2008; Corbett et al., 2006). Māori experience higher socioeconomic and
health disparities, which makes them more vulnerable to the negative burden of caregiving. Corbett
et al. (2006) conducted a qualitative descriptive study aimed at exploring the experiences of whānau
caring for a whānau member living with the effects of a stroke, in NZ. Experiences examined included
whānau experiences leading up to of the stroke event, experiences of hospitalisation, and experiences
of being home post-discharge. Expectations of Māori were found to be no different to other ethnic
families experiencing burden from providing care to stroke survivors, although community support
was limited when whānau experienced increasing caregiving demands and subsequent greater need
for community support.
Whānau represents the most direct source of support and wellbeing for the individual (Corbett et al.,
2006). To understand caregiving for Māori, and whānau caregiving, acknowledging the concept of
whānau is necessary. Most Māori tend to practice familialism, an ideology that prioritises the needs
of the family unit over individuals within the family (Love, 2004). The Western interpretation of the
‘nuclear family’ refers to parents and their children, a unit bound by the relationship of marriage and
descent. These roles of individuals within the family unit are predefined and are associated with
certain expectations, such as parents who provide guidance, support and discipline for the children;
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grandparents, who serve to extend knowledge, traditions and lineage; and children, who are expected
to cooperate and respect the tenets of the family unit (Cunningham et al., 2005). The concept of
whānau for Māori is more complex, multi-layered and is an extended version of the Westerninfluenced definition of nuclear family. Mason Durie (1997) defined whānau as:
“more than simply an extended family network; a whānau is a diffuse unit based on a common
whakapapa, descent from a shared ancestor, and within which certain responsibilities and
obligations are maintained.” (Durie, 1997, p. 1)
Over and above sharing common ancestry, whānau relationships can include those who are whangaī
(adopted), deceased, extended family relatives (aunty/uncle/cousins), unrelated individuals who
interact consistently, such as friends, or a group of individuals related to the same iwi and hapū (Love,
2004). The use of the term whānau varies according to context. It can be used metaphorically when
describing a place of gathering or groups that share a sense of unity or inclusiveness. For instance,
‘whānau rooms’, present within many schools and hospitals, or at a marae, where individuals who
belong to the same iwi, not necessarily related to each other, gather for meetings, celebrations and
tribal events. The structure and functions of whānau can vary from immediate family who nurture a
sense of self-identity, to the broader collective that determines values, beliefs and socioeconomic
status (Cunningham, Stevenson, & Tassell, 2005; Durie, 1997). Contemporary Māori perceive whānau
as being intimately intertwined with the wider collective of iwi and hapū, tied by a common
whakapapa

1

(Cunningham et al., 2005). Te ao Māori, a Māori worldview, considers the

interconnectedness between the animate and inanimate. Worldview refers to a “particular philosophy
of life or conception of the world” (Irwin, 2011, p. 71). Whakapapa outlines this connectedness
through the lived experience, which links people to the physical and spiritual entities synonymous to
Māori society (land, river, mountains and what connects them) in the context of relationships (how
Māori relate, live, and work with one another). Whakapapa forms one of the foundations of whānau.
It is through whakapapa and whakawhānaungatanga 2, that relationships are established, developed
and maintained within whānau (Walker, 2010).
As the term whānau has different meanings, so can the term ‘whānau caregiver’, used in the caregiving
context. Collins and Wilson (2008), defined ‘whānau caregiver’ as, “a person linked to the person with
a disability by whakapapa and who has inherited or assumed the role out of a sense of duty, obligation
and love” (p. 20). Whānau caregivers can be kin or those with family-like commitments such as
whakapapa whānau, or kaupapa whānau; those who share a common purpose. Whānau caregiving
1
2

Whakapapa – geneology
whakawhānaungatanga - process of making connections and establishing links
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may differ from Māori to Māori and whānau to whānau (Collins & Wilson, 2008, p. 21). Looking after
elders or offering support through difficult times, is not only an obligation of whānau but also an
expectation from those requiring support. Qualities of loyalty, obligation and commitment make the
whānau unit stable and strong, important attributes that pertain to Māori self-identity. This distinctive
identity appears to provide many Māori a sense of resilience, collective effort and motivation to
overcome obstacles (Collins & Wilson, 2008).
Drawing on notions of kaiāwhina, reciprocal relationships or responsibilities to help, the wellbeing of
individuals within the whānau unit are maintained (Lapsley et al., 2020). Well-known whakataukī
(proverbs) such as, “ehara taku toa i te toa takitahi, engari taki mano, no aku tūpuna, translated as,
success should not be bestowed onto an individual alone, as it is not individual success but success of
the collective” (Tibble & Ussher, 2012, p. 14), reflects the collectivistic ethos of whānau. In other
words, if one whānau member is unwell, all individuals within the whānau are affected (Tibble &
Ussher, 2012).

Te Wheke: A Māori health model
Westernised practices and health knowledge have frequently dominated healthcare, raising concerns
about the lack of understanding of cultural-bound or Māori health needs. Māori health perspectives
emphasise the importance of physical, emotional, spiritual and family health (Durie, 1997) Māori
health models have been used to represent the wellbeing of an individual in its entirety, which
acknowledges not only the link between the mind, body and spirit, but also the connection with
whānau and the physical world (Love, 2004). Te Wheke aptly depicts a holistic view of an individual’s
wellbeing. In this model (Figure 1), the head of the octopus represents the whānau, iwi and hapū; the
eyes represent wairua, the holistic wellbeing and development of individuals and whānau; and each
of the eight tentacles represent a dimension of health. The overlapping nature of the tentacles
symbolises that the dimensions of health are closely intertwined and inseparable from that of the
individual, whānau, iwi and hapū (Love, 2004). This model illustrates a Māori view that at the centre
of Māori society is the whānau unit which represent a source of growth, rejuvenation and stability
(Love, 2004). The model was created to inform contemporary Māori health services/service providers
about the interconnections between various dimensions that contribute to Māori health and
wellbeing and provide a context from which Māori health issues may be considered when addressing,
developing, implementing and/or delivering services to Māori (MOH, 2017).

31

Figure 1. Te Wheke Māori health model by Rose Pere. Retrieved from https://www.health.govt.nz/ourwork/populations/Māori-health/Māori-health-models/Māori-health-models-te-wheke. Reprinted with
permission from New Zealand Ministry of Health.

A whānau ora approach to healthcare has become more established in the health sector to support
families of individuals with chronic conditions. A whānau ora approach acknowledges the importance
of whānau, wairua (spirituality), te ao Māori, tikanga and tino rangatirangata. It is an inclusive
approach built on Māori cultural foundations that focus on holism the connectedness of whānau
members and whānau in society. Whānau ora requires collective involvement of government
agencies, service providers and healthcare professionals to identify the needs of whānau and
determine how these needs will be met through inclusion of whānau (MOH, 2019a). Working toward
the whānau ora goals of; whānau self-management, healthy whānau lifestyles, full whānau
participation in society, confident whānau participation in te ao Māori, economic security and
successful involvement in wealth creation, and whānau cohesion, can positively influence whānau
health and wellbeing (Cram, 2009). Initiatives by Māori providers and District Health Boards which
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include marae-based and community-based services that embody the contemporary definition of
whānau and a whānau ora approach, have also emerged (Kidd, Gibbons, Lawrenson, & Johnstone,
2010).
Previously, healthcare services appeared to lack appreciation for Māori culture and were “designed
according to the values and social processes of non-Māori” (Ellison-Loschmann & Pearce, 2006, p.
612). Harfield et al. (2018), conducted a systematic scoping review that included studies from the US,
Canada, Australia and NZ. The authors found “accessible health services, community participation,
continuous quality improvement, culturally appropriate and skilled workforce, flexible approach to
care, holistic healthcare, self-determination and empowerment” (p. 4) contributed to the successful
service delivery of indigenous primary healthcare. These characteristics provided guidance to
indigenous organisations planning to initiate healthcare services and programmes. Indigenous primary
healthcare services were more likely to successfully improve health outcomes of indigenous
communities, as they were often controlled by their local communities, addressed social determinants
of health and were underpinned by cultural values and principles of the communities they served
(Harfield et al., 2018).
It can be argued that in general, policy makers, healthcare practitioners and providers of support
services may need to broaden their attention from individuals to the whānau and concepts of total
wellbeing, as whānau, iwi and hapū can have the greatest impact on an individual’s health. A major
deficiency with mainstream healthcare services is an inability to meet the needs of Māori communities
(Collins & Wilson, 2008) due to lack of understanding of concepts relevant to Māori, such as whānau,
total health and wellbeing and te ao Māori. These concepts provide a context from which Māori
perspectives and the effects of research on Māori beliefs and interactions are acknowledged (Durie,
2017; Hudson, Milne, Reynolds, Russell, & Smith, 2010). As such concepts tend to extend beyond
physical, spiritual and emotional states to the social, societal and socioeconomic contexts,
appreciation for the consequences of stroke and socioeconomic determinants are also essential.

The consequence of stroke and impact on caregiving
Numerous reasons have been provided for the health inequalities experienced by many Māori,
including socioeconomic factors, lifestyle factors and access to healthcare. Socioeconomic factors such
as income, employment, housing, telecommunications, health literacy and education are inextricably
linked to lifestyle factors and can be major determinants to accessing healthcare (Ellison-Loschmann
& Pearce, 2006; MOH, 2018a). In the following section, financial hardship due to changes in
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employment status, preparedness of caregivers and its influence on stroke care outcomes, and
caregivers’ motivation to use healthcare services have been summarised.

Financial hardship
Caregivers typically experience greater financial hardship as stroke survivors tend to live at home with
their families following discharge, resulting in changes to caregivers and stroke survivors’ income,
employment status and long-term financial commitments.
Valtorta and Hanratty (2013) conducted a systematic review examining how financial burden varies
according to different types of chronic conditions with varying disease trajectories in older people.
Data relating to financial or perception of financial burden of older individuals and/or their informal
caregivers in high income countries such as US, United Kingdom, Canada, Australia and NZ, was
analysed. The authors found in the case of cancer, people from lower socioeconomic backgrounds had
greater medical and/non-medical costs such as accommodation and transport. Those with heart
failure also reported higher economic burden related to medical expenses, where the average
household income was <$30,000 US per year compared to reported annual household income. Stroke
survivors living in lower socioeconomic areas reported loss of income and increased expenses poststroke, which subsequently affected their occupational and socioeconomic status. These respondents
also expressed a need for advice on supplementary income (Valtorta & Hanratty, 2013).
A qualitative study by Lutz et al. (2011) also confirmed families of stroke survivors in the US
experienced increased financial hardship following hospital discharge. Some families were
overwhelmed and reported several concerns, including concerns around modifications to the home,
whether to buy or rent equipment for personal care assistance, whether or not insurance would cover
the cost of necessary equipment and whether the family qualified for disability grants. The findings
also alluded to the excessive burden caregivers experienced when stroke survivors transitioned
through the care continuum. The authors found caregivers struggled with added responsibilities and
sudden adjustments to assume caregiving tasks when stroke survivors transitioned to home.
Caregivers also reported feeling abandoned due to loss of support from healthcare professionals. The
authors developed a theoretical model to assess stroke survivors’ needs and caregivers’ ability to
provide care, to prepare stroke families for the major life changes they would face post-discharge (Lutz
et al., 2011). This model may have practical advantages for healthcare policy makers and service
providers to assess proper provision of services and suitable timing of service provision. However, this
model could prove valuable if a whānau-centred approach was adopted.
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Nikora et al. (2004) conducted a study examining financial burden for whānau caregivers of stroke
survivors, including Māori whānau, residing in rural NZ locations. The participants noted similar
financial burden to those reported by Valtorta and Hanratty (2013) and Lutz et al. (2011). During the
caregiving process, whānau carers endured financial losses due to changes in employment and
education status as a result of voluntary resignation from work or withdrawal from study in order to
provide care for whānau members. Some carers mentioned using life savings for care. Care support
was expensive for some whānau especially if they did not qualify for services such as home care and
respite care. Lack of proper referrals from healthcare professionals for financial benefits often left
whānau feeling confused and frustrated, due to the lack of financial support, and because
entitlements to care services were not always guaranteed. Therefore, whānau members were forced
to resign from their workplace, assume caregiving duties, and cope with negative experiences such as
exclusion and financial hardships (Nikora et al., 2004).

Caregivers’ preparedness
In addition to financial hardship, caregivers who feel under-prepared or lack skills to conduct
caregiving tasks experience anxiety, strain and tension (Lutz et al., 2017). Preparedness has been
defined as a caregivers’ perceived ability to carry out physical and emotional care for the person
needing care. This can also account for a caregiver’s perceived ability to manage emerging changes in
care needs (Plank, Mazzoni, & Cavada, 2012). A component of preparedness requires caregivers to be
equipped with available resources, and be willing, organised and adaptable as circumstances change
over the caregiving timeline (Duthie et al., 2015). Preparedness is also helpful for providing
appropriate treatment, improving caregiving quality and reducing stroke survivors’ risk of rehospitalisation (Pucciarelli et al., 2014).
Caregivers and whānau have an important role in supporting the physical and emotional needs of
stroke survivors (Puccarelli et al., 2014). Several studies have demonstrated how preparedness can
influence recovery outcomes for stroke survivors and health related quality of life of caregivers (Duthie
et al., 2015; Fischer et al., 2014; Lutz et al., 2011; Simeone et al., 2016). The consequences of
caregiving, influenced by a caregiver’s lack of preparedness to provide physical and emotional support
may eventually affect quality of care provided to the stroke survivor (Lutz et al., 2011). Stroke survivors
tend to transition from receiving 24-hour, seven days a week inpatient care, to receiving care from
informal caregivers (Lutz et al., 2011). Roy et al. (2015) found post-hospital discharge can be a scary
and overwhelming transition for caregivers. Participants anticipated a return to normality once stroke
survivors returned home, however, this was far from true. Ongoing daily care, the time-consuming
responsibility of caregiving and dealing with behaviour and personality changes were found to be
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significantly more challenging for these participants than solely providing hands-on care. Caregivers
noted wanting further information about these demands. Participants also reported not receiving
information about community support groups and services from health professionals and therefore,
had to obtain information from friends or relatives (Roy et al., 2015).
Literature highlighting the importance of educating caregivers and their families about what to expect
following a stroke survivor’s discharge, including available support services, is lacking. Plank et al.
(2012) used a phenomenological approach, to explore the experiences of 18 informal caregivers living
in Italy about their experiences while transitioning from home to hospital. The authors suggested
education and training for caregivers on the nature of strokes, their effects and what to expect poststroke, help caregivers cope with caregiving demands. The first month post-discharge was particularly
noted as dynamic and stressful for caregivers. Despite initial relevance (first few months), education
and training did not help caregivers cope with psychological stress as they move further down the
caregiving continuum (two-three years in a caregiving role). Caregivers have expressed frustration at
not knowing where to seek help and a general absence of accessibility to outpatient and communitybased services (Plank et al., 2012). Plank et al. (2012) recommend strategies such as effective
communication from healthcare professionals that encourages caregivers to express their needs;
ensuring caregivers feel competent and safe to enter caregiving roles and have appropriate tools at
their disposal; establishing self-help support groups to enable caregivers socialise with others and
discuss their issues; and sharing responsibility with caregivers by assigning a health professional to
liaise with caregivers to bridge the gap experienced in accessing information.
Feigin et al. (2015) found that ethnicity can sometimes contribute to health disparity and influences
how information is received or accessed by caregivers. In NZ, efforts have been made to improve
access to appropriate healthcare for ethnically diverse populations. Mainstream healthcare services
have dominated the sector, however, in recent times changes have been made to better
accommodate all ethnicities with a shift in focus to tackle health inequalities (MOH, 2019a). Moreover,
it is important to note that health circumstances in ethnically diverse populations may vary depending
on historical, socioeconomic and political contexts (Ellison-Loschmann & Pearce, 2006).

Use of healthcare services
Families’ perceptions of support provided by healthcare services varies and can influence the level of
burden experienced by caregivers and whānau including their motivation to access healthcare
services. No amount of information or tools fully prepares families for the transition to caregiving roles
as each experience is likely to be unique. Support from healthcare services and healthcare
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professionals can prepare caregivers for their ongoing roles, including alleviating burden experienced
by stroke whānau across all phases of the post-stroke trajectory (Roy et al., 2015).
Cameron, Tsoi, and Marsella (2008) conducted a scoping review to identify areas of research emphasis
relating to stroke transition. They found that a focus on understanding experiences and needs of
stroke survivors and their family caregivers as they transition from acute care to rehabilitation to
residential care was needed to improve stroke-related care outcomes. The authors found transitions
were difficult. First, they found services may not be available for when caregivers needed to access
them. Second, healthcare professionals were inconsistent in their approach to educating and training
stroke survivors and caregivers to cope following post-hospital discharge. Third, stroke survivors
discharged early from acute care may experience uncertainty as they and their families navigate
unfamiliar pathways post-hospital discharge (Cameron et al., 2008).
Lutz et al. (2011) reported that the US healthcare system failed to consider caregivers’ capacity to
assume caregiving tasks. Caregivers reported feeling abandoned, isolated and "pushed off a cliff” (p.
796) due to disintegrated and unsatisfactory support from healthcare services (Lutz et al., 2011). A
more recent study by Lutz et al. (2017) identified reasons why caregivers felt unprepared to assume
their caregiving roles following stroke survivors’ discharge from inpatient rehabilitation. Due to
shortened inpatient stays, healthcare professionals had limited time to teach caregivers crucial
caregiving information. Caregivers were neither assessed for their readiness, nor provided support to
help them plan, organise and manage their caregiving responsibilities. To improve stroke caregivers’
readiness to transition into caregiving roles, Lutz et al. (2017) proposed a theoretical model,
“Improving Stroke Caregivers’ Readiness Model” (p. 887) which offers a family-centred approach to
identifying (stroke survivors’ and caregivers’) needs and assisting caregivers as they move through the
stroke care continuum (Lutz et al., 2017).
In the study by Nikora et al. (2004), participants described a dissatisfaction with inconsistent and
disjointed healthcare information, lack of services that focused on consumers, and cultural barriers
that hindered consumers from accessing support. They highlighted issues Māori participants faced
around mainstream services, including a need for timely and coherent information. Participants also
indicated a need for a Māori health/disability/social worker or liaison for whānau carers who could
relate to the challenges Māori whānau faced when living or caring for someone with a disability
(Nikora et al., 2004).
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It is clear several factors contribute to caregivers and whānau motivation to access healthcare
services. However, quality health education for stroke families and health literacy also needs to be
considered.

Health literacy in New Zealand
The Ministry of Health over the years has recognised the importance of health education and literacy
and its effect on an individual’s health status. Strategies such as the Code of Health and Disability
Services Consumers’ Rights (Health and Disability Commissioner, 2012) were introduced to support a
shift towards a health-literate system to improve health literacy skills in populations who use
healthcare services (MOH, 2015). Within this code is: a) the right to effective communication; b) the
right of consumers to be fully informed; and c) the right to make informed choices and give informed
consent. For health consumers to make informed choices and provide consent, they need to be
educated and acquire a specific level of health literacy. Healthcare professionals have an obligation to
promote health education to consumers in a manner that enables information to be understood
(Health and Disability Commissioner, 2012).
Health education, a fundamental aspect of health promotion, has been used to address poor health
outcomes in the prevention of non-communicable conditions such as stroke (Naidu, 2008). Health
education refers to the practice of providing valuable information to patients about their health
including treatment plans and outcomes to enable better understanding of their conditions, and to be
involved in decision-making processes relating to their health (Honey, Roy, Bycroft, & Boyd, 2014).
Health literacy has been defined as an individual’s ability to obtain, interpret, and comprehend
essential health information and services and use it to make informed health-related decisions (MOH,
2010; WHO, 2009).
The Institute of Medicine (US) reported that different levels of health literacy account for 25% to 30%
variances in ethnic health outcomes (Chao, Anderson, & Hernandez, 2009). Some Australian and NZbased studies (Easton, Entwistle, Williams, 2010; Lambert et al., 2014; Marks, 2009; MOH, 2010)
suggest inadequate health literacy influences peoples’ engagement in healthcare, impacts how health
promotion messages are conveyed and can be a strong predictor of health status. Indigenous minority
groups and people living in lower socioeconomic areas tend to have lower levels of health literacy. In
NZ, Māori have higher health literacy needs than non-Māori. The key finding from the Adult Literacy
and Life Skills Survey 2006 (MOH, 2010) was that people living in NZ generally have poor health
literacy. In this survey, sufficient Māori were sampled to allow for statistically useful analysis. Māori
were found to have lower health literacy skill level scores (less than the minimum 275 required score)
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compared to non-Māori. Poor health literacy particularly prevalent for Māori living in rural areas (level
one and level two), was considered insufficient to meet the demands of emerging knowledge-based
economy. Māori in the 16−24 and 50−65-year age groups, had the poorest health literacy compared
to the rest of the population (MOH, 2010, p. iv). Naidu (2008) also found lower levels of health literacy
impacted health outcomes of various ethnic populations within NZ. Poor health literacy was also a
barrier to accessing and understanding healthcare services and instructions, such as written
(brochures) and oral (treatment plans) information and services (Naidu, 2008).
Poor health literacy indicates individuals are: a) less likely to access healthcare services; b) less likely
to have information and knowledge of preventative services available for, and the management of
medical conditions; c) more likely to use health-care services; and d) less likely to provide effective
care to stroke survivors in the long-term, which can compromise the health status of individuals and
their families (MOH, 2010).
In 2017, the Stroke Foundation of NZ launched the ‘F.A.S.T’ campaign. F.A.S.T (face, arm, speech, and
take action) is a screening tool designed to promote public awareness and save lives of people who
experience stroke by helping them recognise signs of stroke (Stroke Foundation NZ, 2019c). Internal
evaluation of the 2017 F.A.S.T campaign revealed Māori and Pacific people were less aware of the
campaign and were less capable of correctly identifying the signs of stroke when compared to other
ethnic groups (Gordon, Bell, & Ranta, 2019). The 2018 campaign focused more on Māori and Pacific
people populations and introduced educational material, social media campaigns including YouTube
videos and radio advertisements in a range of languages, such as te reo Māori, Samoan, Cook Island
and Tongan. Both 2017 and 2018 F.A.S.T campaigns were successful in raising public awareness
through public’s increased ability to recognise signs of stroke, stroke risk factors, and awareness
towards the importance of taking action. Data obtained from St John Ambulance Service also showed
increased number of ambulance call outs (151 to 199 calls per week) since the campaign’s initiation,
which was reflective of public taking immediate action. All ethnic groups benefited from the campaign;
hence, it was suggested ongoing campaigns are essential for reinforcing public awareness as well as
campaigns that target Māori and Pacific populations (Gordon, Bell, & Ranta, 2019). Such campaigns
not only educate public but are also likely to improve health literacy and thus outcomes for stroke.
In response to evidence suggesting caregivers feel unsupported and lack co-ordinated support postdischarge, it is recommended healthcare professionals and service providers consider caregivers and
family/whānau motivation to access and use health services. Factors influencing caregivers and
families’ motivation include financial hardship, preparedness, health education and health literacy.
Improved funding for support, promoting health education through health literacy and empowering
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individuals to make informed decisions would improve the health of individuals, their family/whānau
and their communities (iwi). To improve healthcare service delivery to lower socioeconomic groups
and groups located in underserved areas where healthcare services are scarce, it is essential obstacles
experienced by stroke survivors and their families along the post-stroke care continuum are
understood.

Improving support for caregivers and family/whānau
Rapid growth of technology over the past few decades and the evolution of high-speed internet and
cellular communication networks (Siegel et al., 2016) has forever changed our methods of
communication and daily interactions. This constant progression and lack of immediate need to
interact face-to-face, yet to remain connected, has facilitated the delivery of services to the public via
digital platforms such as internet-based and smartphone-based applications (Keaton et al., 2004;
Sureshkumar, Murthy, Munuswamy, Goenka, & Kuper, 2015).
Telemedicine has gained increasing momentum over the past decade. Telemedicine refers to using
telecommunication devices, such as the internet, mobile phones and videos, to engage in
conversation and provide distance health services, including rehabilitation and support for people
with chronic ailments living at home (Sarfo et al., 2018). Telemedicine can also be used to monitor,
diagnose and deliver information regarding available resources, healthcare information and
community support services, to improve communication between individuals and healthcare
professionals/providers (Keaton et al., 2004; Siegel et al., 2016). Sarfo et al. (2018) found evidence in
support of the efficacy of tele-rehabilitation interventions for recovery from motor, higher cortical,
and mood disorders in stroke survivors. The authors reviewed eight studies that reported significant
improvements in stroke survivors’ recovery, in favour of tele-rehabilitation interventions compared
to conventional face-to-face therapy.
Healthcare service use can be time consuming, costly and at times inaccessible. In rural or underserved areas where a paucity of resources exists, implementation of mhealth (medical) applications
or telemedicine services could be favourable (Sarfo et al., 2018). Mhealth refers to mobile-based
health technology such as medical, tablet and mobile phone applications that allows consumers to
have access to assistance remotely without the presence of a clinician (Singer et al., 2018). Some
services can be expensive and may not be funded by government agencies (Singer & Levine, 2016).
Additionally, some services are only available on, or compatible, with web-based platforms as opposed
to handheld devices (Sarfo et al., 2018). Lack of computer access, or inability to use computers, are
significant barriers to accessing healthcare services for some people (Sureshkumar et al., 2015).
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Barriers and limitations to accessing web/internet-based telemedicine services, enhance the appeal
of accessing services for post-stroke care via smartphone solutions.
In 2013, 37% of the population over 55 years in developed countries owned a smartphone. That figure
was estimated to increase by 45-50% by 2014 and over 80% by 2020 (Guo et al., 2015). In 2014, 64%
of the US population owned a smartphone (Singer & Levine, 2016). According to a report by Research
New Zealand (2015), a survey of New Zealanders’ use of smartphones and other mobile
communication devices, suggested that 51% to 72% of New Zealanders had access to or owned an
iPad, tablet, laptop or notebook for private use. Smartphone ownership/access increased from 48%
in 2013 to 70% in 2015, indicating smartphones were the most frequently used device. However, the
report lacked information on ownership or use of smartphones or other devices by ethnic populations.
Dubey et al. (2014) identified 93 mobile phone applications (apps) on Android and iPhone app stores
for stroke-related purposes. Apps refer to a type software available for use on desktop, laptop and/or
handheld devices such as smartphones. Over half of the apps found on the Android and iPhone app
stores were targeted towards healthcare. These apps contained clinically relevant information for
healthcare workers which could be used as bedside tools for patients in hospital or clinic settings.
Furthermore, they offered access to information about stroke symptoms, stroke risk factors and
general awareness relating to stroke management. Information held within these apps are general,
referring to stroke classification, aetiology, pathogenesis, recent advances and availability of support
groups for stroke (Dubey et al., 2014).
Since the increase in smartphone ownership in 2013, using mobile phone interventions to provide
patient-centred care and support has gained increasing momentum. Currently, there are
approximately 40,000 mhealth-related smartphone apps available in iTunes and Google app store
(Singer & Levine, 2016). Widespread ease and availability of mobile solutions offers promising
opportunities for individuals wanting to actively maintain their health and wellbeing. For instance,
meeting the needs of whānau could be made accessible and affordable, especially for those living in
resource limited areas and lower socioeconomic regions where the burden of stroke appears to be
escalating (Rawat et al., 2017; Sureshkumar et al., 2015).
Smartphones are versatile with in-built motion sensors, such as accelerometer, gyroscope, and device
orientation sensors to capture the user’s movement, speed and position (Guo et al., 2015). A
smartphone-based app, ‘ARMStrokes’ was developed to incorporate individual programmes, using
home-based rehabilitative exercises, and assess post-stroke upper extremity recovery in ten stroke
survivors in the US Trialled as part of an ongoing longitudinal experimental pilot study, preliminary
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evaluation of the app highlighted some advantages of smartphones, such as ease of accessibility,
practicality and no complex installation or configuration, as would be the case for gaming consoles.
Additionally, the app provides simple ways to customise home exercise programmes to the
rehabilitative goals of stroke survivors (Guo et al., 2015). A description of useful features within the
app were highlighted in this study, however, the approaches used for rehabilitation cannot be
generalised as each stroke survivor’s needs will be unique.
Singer et al. (2018) conducted a nationwide survey in US examining stroke survivors’ and caregivers’
preferences regarding key features that would potentially be helpful in mobile phone apps dedicated
to stroke. The findings suggest an app would benefit and be accepted by stroke survivors and
caregivers of all ethnicities, particularly for scheduling doctor/rehabilitation appointments,
medication reminders, tracking blood pressure and finding local resources to help with caring for
stroke survivors (Singer et al., 2018). Furthermore, such an app could have the potential to reduce
disparities and gaps in resource access.
In 2016, a pilot study conducted in the US investigated the viability of a personal health assistant (PHA)
app, developed by Remote Health Services to improve post-discharge satisfaction and decrease
rehospitalisation for patients recovering from ischaemic strokes (Siegel et al., 2016). The PHA, a health
service employee, had a healthcare background and acted as a communication medium between
patients, healthcare providers and nurses. The PHA app assisted with post-hospital care management
via a messaging feature that scheduled appointments or follow-ups, assisted patients with questions
posed to healthcare providers and helped resolve any health insurance-related issues. The findings
offer valuable insight for future smartphone app related studies and developers (Siegel et al., 2016).
However, the study was limited by its small sample size and future research including larger cohorts,
may be useful.
Technology supported solutions can provide benefits to users. For instance, apps optimised for
personalised experience, offering flexibility to work offline and designed to incorporate any language
interface. However, the validity, specificity and quality of information held within health-related apps,
are questionable (Buijink, Visser, & Marshall, 2013; Mosa, Yoo, & Sheets, 2012). Despite potential to
be flexible, pragmatic, enhance the timely delivery of, and change the way healthcare is delivered in
the future, the safety and effectiveness of digital solutions is controversial. Buijink et al. (2013) suggest
a need for quality assurance of content being disseminated. In the absence of safety standards,
unintended errors are likely to occur. Current assessment criteria address design, usability and
content. The authors advocate shared contributions by various stakeholders, such as government
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policy makers and regulators, healthcare professionals, accredited organisations and medical device
companies, to implement regulatory guidelines for monitoring quality and reliability of healthcarerelated software. Raising awareness of authenticity amongst people who promote the use of apps to
maintain individuals’ health and wellbeing, may minimise the risk to consumers (Buijink et al., 2013).
Ensuring mhealth apps contain quality, evidence-based healthcare-related information is thus vital, if
being used adjunct to information provided by healthcare professionals.

Gaps in whānau needs
Stroke statistics indicate there will be an increase in stroke incidence rates and stroke survivors
globally and in NZ (Feigin et al., 2015). Caregiver numbers are also expected to increase due to ageing
populations, especially those of who live with the long-term effects of medical conditions such as
stroke (Pucciarelli, et al., 2014). The role caregivers play in indirectly assisting the healthcare system
and society is vital. Most stroke survivors prefer to receive home care following their discharge, due
to feeling safe, comfortable and reassured in familiar environments. Providing home environments
conducive to recovery has, therefore, been considered important for stroke survivors, as it reduces
the risk of hospital re-admittance or needing to relocate to a rest home (Horiguchi, Iwata, & Matsuda,
2012). To provide improved support to those living with long-term effects of stroke, acknowledging
the complexity related to stroke caregiving and changing demands caregivers experience over the
post-stroke care continuum, is important.
Caregiving demands are likely to change over the short-term and long-term (Duthie et al., 2015;
Fischer et al., 2014) as caregivers and family/whānau face significant physical and emotional burden,
financial hardships, poorer health related QoL, anxiety, depression (Lutz et al., 2011; William et al.,
2015), uncertainty and unpreparedness with caregiving duties (Greenwood, Mackenzie, Wilson et al.,
2009). It appears caregivers are still inadequately supported and not offered training in caregiving
roles. They report lack of access to necessary healthcare resources and services, and lack of effective
involvement with healthcare professionals and service providers, which leads to the reported negative
impact of caregiving (Rademeyer et al., 2020; Roy et al., 2015). Consequently, sustaining home care
can become challenging, compromising stroke survivors’ recovery (Cameron et al., 2014).
Cultural ideologies tend to influence caregiving and how care is provided to family members. Some
caregivers fulfil their caregiving responsibilities while being influenced by their cultural norms and
values (Pharr et al., 2014). Understanding cultural practices of ethnically diverse populations, such as
Māori, can help narrow the gap in health inequities. For Māori, whānau is a core concept of individual
and total wellbeing. Although primary caregivers assume most of the caregiving tasks, the
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contributions of other whānau members who form part of the whānau unit and offer supplementary
support in care provision, also need to be considered (L. Smith, 2012). Evidence is clear that Māori in
general, experience poorer health outcomes when compared to NZ Europeans. Disparities are
attributed to lower socioeconomic status, poor health literacy, and ongoing unmet needs for primary
healthcare (Feigin et al., 2015). Adequate health education, training and health literacy can contribute
to reducing disparities faced by Māori. Furthermore, as care provision tends to be influenced by
cultural ethics, appropriate cultural support or family-centred planning that accommodates the views
of the wider collective should be recognised (Rademeyer et al., 2020).
Research that emphasises the experiences of ethnically diverse populations, such as Māori, is
required. When making provisions for such populations that are susceptible to disparities, policy
makers need to ensure they are able to access appropriate healthcare services and resources.
Technological advancements, such as smartphone-enabled interventions, increase the potential to
offer improved post-stroke management strategies, despite some interventions lacking focus on
indigenous populations and their cultural preferences. Mato, Keegan, and Naera (2016), and Roy et
al. (2015) suggest that some level of literacy is required to enable the use of digitally driven interfaces.
In some populations, the recognition of their primary language is perceived as necessary to be able to
remain engaged and navigate through technology. When designing culturally specific interventions or
language-specific content, it is recommended that developers seek the assistance and guidance from
highly qualified cultural experts, and highly experienced stroke professionals, to ensure inclusion of
easily comprehensible culturally appropriate content, informed by existing global evidence.

Conclusion
The aim of this study was to explore the caregiving experiences of Māori whānau of stroke survivors
in NZ and factors that may have contributed to the acceptance of, and access to support. Gaining
understanding of ongoing care needs of whānau will provide insight into how to better support and
extend services to stroke survivor's whānau. Findings of this study may offer insight into how the
burden of stroke on individuals, caregivers, whānau and the community may be reduced.
In this chapter, the study was introduced, and a literature review provided to contextualise the
research topic within the current evidence of stroke globally and in NZ. The experiences related to
caregiving for stroke survivors, and the consequences of stroke for caregivers and family/whānau, was
summarised. The next chapter provides a description of the research design that includes the
methodologies and methods used to conduct this research study.
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Chapter Two
Conducting the Research
Introduction
This chapter provides a description of the research methodologies and methods used to undertake
this research project. For this study, Kaupapa Māori research (KMR) and interpretive description (ID)
methodologies were used in combination, informed by the works of McLellan (2013) and Brewer,
Harwood, McCann, Crengle, and Worrall (2014), to explore the views and experiences of whānau
when caring for stroke survivors post-hospital discharge. The processes involved in conducting the
research are presented in the methods section. This includes, participant recruitment, inclusion and
exclusion criteria, ethical considerations, confidentiality, data collection and analysis. Some challenges
encountered during the data collection process are also outlined.
Several writers (G. Smith, 1997; Irwin, 2011; Nepe, 1991; Pihama, 2010) claimed that being Māori or
identifying as Māori is required to carry out Māori research. Linda Smith (2012) argues, however, that
non-Māori people may carry out research that has Kaupapa Māori orientation, with guidance from
kaumātua and by positioning themselves as non-indigenous researchers. As a non-indigenous or nonMāori researcher, understanding and interpreting several prominent theorists’ explanations of
Kaupapa Māori and its theoretical underpinnings has been a thought-provoking journey. Conducting
KMR does not simply mean to include a chapter in a thesis. Instead acknowledging Kaupapa Māori
approaches and practices during all phases of the research process and positioning myself as a nonindigenous person to be involved in this study, was necessary. If one is unable to live Kaupapa Māori,
one is unable to write about its praxis. Kaupapa Māori researchers must respect the ground rules of
working with communities, networking and sharing control of the research to maximise the interest
and participation of Māori (L. Smith, 1999).
“Ngā hiahia ai ki te tīmatanga ā ka kite ai tātou i te mutunga.” You must understand the beginning if
you wish to see the end. In the following section, I record my understanding, as a non-indigenous
researcher, of Kaupapa Māori, Kaupapa Māori theory and KMR, and subsequently the application of
KMR to this study.
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Kaupapa Māori research
Without the knowledge of mātauranga Māori, Kaupapa Māori cannot be understood. Whakapapa is
at the core of mātauranga Māori 3 and provides a deep binding connection to tūpuna 4 and whenua 5.
For one to understand what led to the inception of KMR, a mention of the whakapapa of Māori
philosophy is essential.
‘Kaupapa’, relates to foundations, philosophies and principles. ‘Kaupapa Māori’, relates to Māori
philosophies of the world, Māori worldviews and ways of doing things, based on Māori values and
beliefs (Pihama, 2010). Nepe (1991) describes Kaupapa Māori as a body of knowledge that forms part
of Māori identity, and derives from Māori epistemologies and metaphysical foundations (as cited in
Pihama, 2010). Traditionally research epistemologies (ways of knowing: rationalism, empiricism and
nativism), have been located within the preferences of Western ways of knowing and Pākehā cultural
frameworks (Sulimma, 2009). Linda Smith (1999) argues that Western research has marginalised
indigenous knowledge, thus, hindering the validity of diverse cultural or cross-cultural epistemologies
such as those of Māori (Bishop, 1999). Since the colonisation of New Zealand, research into the lives
of Māori has been predominantly defined by the cultural worldview of non-Māori and Western values
and beliefs. The resultant effect has been a misinterpretation of Māori experiences, understandings
and ways of knowing, that have denied Māori their authenticity (Bishop, 1999). Māori thus reacted
accordingly, in a bid to retain autonomy over language, knowledge bases and culture, and safeguard
against any further exploitation experienced through colonisation (Mahuika, 2008).
According to Pihama (2010), “the development of Kaupapa Māori as a foundation for theory and
research, grew as a result of Māori struggles for tino rangatiratanga and mana motuhake” (p. 5).
Jones, Ingham, Davies, and Cram (2010) emphasised that, “Kaupapa Māori is described as both a
theory and an analysis of the context of research involving Māori, with the approaches to research
expressed as being by Māori, and/or for Māori” (p. 2).
Kaupapa Māori theory and praxis developed due to the societal inequalities that existed for Māori in
education. It relates to the issues of language and cultural revitalisation. Graham Smith (1997)
proposed ‘conscientisation’ or shift in mind-set (which puts Māori at the centre) to ensure cultural
integrity was maintained when analysing Māori issues. According to Graham Smith (1992), Kaupapa
Māori theory developed as a ‘new theory of change’ while Kaupapa Māori was being transformed
through "Te Kōhanga Reo and later Kura Kaupapa Māori, Whare Kura, and Whare Wānanga" (as cited
Mātauranga Māori – body of knowledge originating from Māori ancestors, Māori world view, culture and practices
Tūpuna - ancestors
5 Whenua - land
3
4
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in Mahuika, 2008, p. 37), that is, the education system. This shift emerged out of a dissatisfaction of
Māori academia who recognised the inequalities that existed, to reposition te reo Māori and reject
Pākehā theory that misrepresented Māori (G. Smith, 1997).
Kaupapa Māori theory builds on the ‘Kaupapa Māori’ foundations of taking for granted the
validity and legitimacy of Māori language, knowledge and culture. Kaupapa Māori theory
emphasises the critical theory intervention potential within the logic of ‘organic’ Kaupapa
Māori practice; it is also important to distinguish the theory and practice components in order
to reveal the ‘praxis’ elements which are embedded in this concept as well, that is, the
dialectic relationship of ‘theory and practice’ which evolves through critical reflection and
subsequent adjustment. This can be summed up in the words; [re]act (practice), reflect
(theory) and reflex (praxis). (G. Smith, 1993, as cited in Pihama et al., 2015 p. 19)
In the past few decades, Kaupapa Māori theory and research methodologies have achieved greater
recognition out of a need for a theoretical context for understanding Māori experiences within a
culturally defined space (Pihama, 2010). Kaupapa Māori theory provides a platform for Māori to
articulate their diversity and own unique realities and experiences (Mahuika, 2008). Kaupapa Māori
theory is an applied practice and is embedded within a theoretical framework where it can be
implemented in qualitative research studies. While writers (L. Smith, 2015; Pohatu, 2005) argue that
Kaupapa Māori praxis needed to extend to areas such as research and socialisation, several writers
(Barnes, 2000; Bishop, 1999; Pihama, 2002) have used Kaupapa Māori theory as a basis to inform their
academic research and writings.
KMR emerged from the wider ethnic revitalisation movement in NZ (1970-80) that featured the
cultural aspirations, preferences and practices of Māori, and questioned the Western notions of
culture and research (Bishop, 1999). According to Linda Smith (2015), KMR is research “by Māori, for
Māori, with Māori” (p. 48). She posits that control of research should be in the hands of Māori (L.
Smith, 2015). KMR is a collectivistic research approach (Bishop, 1999) that attempts to convince Māori
of the value of research and the need for greater Māori involvement (L. Smith, 1999). Russell Bishop’s
contribution to KMR, is his notion that Kaupapa Māori addresses the prevailing ideologies of cultural
superiority which pervade the social, economic and political institutions of Māori, framed by Treaty of
Waitangi discourses. His argument is that critical approaches to research failed to address issues faced
by Māori communities and thus the development of KMR reflects a resistance against traditional
research approaches (Bishop, 1999).
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Kaupapa Māori research is neither fixed nor rigid. It is open- ended, it is ethical, systematic
and accountable. It is scientific, open to existing methodologies, informed and critical. BUT, it
comes from tangata whenua, from whānau, hapū and iwi. It is undertaken by Māori. It is for
Māori and it is with Māori. (L. Smith, 2015, p. 48)
KMR continues to evolve and thus cannot be easily defined (G. Smith, 1992). There are numerous
dimensions to KMR. Instead of fitting research methods into a Māori framework that answers a set of
questions, for example, who is the research for? How the research will be carried out? Who will own
or benefit from the research? L. Smith (1999) offered a set of guiding protocols such as whakapapa,
te reo, tikanga and mana, which underpin KMR process (p. 49). These protocols are very important to
Māori. KMR typically occurs in partnership with an iwi or community, overseen by that iwi or
community’s kaumātua. Graham Smith (1992), offered some guiding principles that are situated
within Māori cultural ethics. These principles reflect the values, beliefs, world view and traditional
knowledge of Māori, Kaupapa Māori praxis and Kaupapa Māori theory (Brewer et al., 2014; G. Smith,
1992; L. Smith, 2015). A brief description of each KMR principle and how they have been applied in
the context of this research, is outlined below:
Tino Rangatiratanga (self-determination), relates to autonomy and independence, which allows Māori
to control their own culture, aspirations and destiny. Within the research context, the use, usefulness
and ownership of the research are important (Barnes, 2000). This principle encourages Māori
participating in research, autonomy over key decisions (G. Smith, 1992). An example of the application
of this principle in the current study was the meetings with kaihautū mātauranga 6 Māori in
determining the process for conducting the study (see Appendix A), which gives control of the research
in the hands of Māori. The process of gaining consent from participants was also an example of how
respect for participants’ autonomy was observed.
Taonga Tuku Iho (cultural aspiration), asserts the legitimacy of te reo Māori, tikanga and mātauranga
Māori within a Kaupapa Māori paradigm. Taonga tuku iho acknowledges spiritual and cultural
awareness and the practices that are inherent to Māori (e.g., tikanga Māori). In this study, members
of the research team recited a form of pepeha 7 (see Table 1) prior to commencement of each
interview. This practice was important from a tikanga and whakawhānaungatanga perspective
because it symbolised tika 8 and the process of engaging with participants in a respectful and culturally

Kaihautū mātauranga – leader/ academic Māori avisor
Pepeha – way to introduce oneself in Māori; formulaic expression or tribal sayings encapsulating many Māori values and
human characteristics
8 Tika – things that are correct
6
7
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appropriate manner (Pihama, Cram, & Walker 2002). Throughout this research project, in writing and
conducting the research, efforts have been made by the researcher(s) to adhere to Māori cultural
practices and customs.
Whānaungatanga (relationship/sense of family connection), is a principle of Kaupapa Māori and KMR
that recognises the relationships Māori have with one another and their surrounding world. Engaging
in whānaungatanga asserts the obligations of researchers to respect the process of forming
relationships (past, present or future) and maintaining connections between the researchers, the
participants and the research (L. Smith, 1999). Whānaungatanga evolves through shared experiences
or reciprocity. It offers a vehicle for non-indigenous researchers to be involved in the study while
respecting Māori customs, values and practices (L. Smith, 1999). In the context of this study, this
principle was applied when meeting with kaumātua, kaihautū and participants, and forming
connections with participants. Members of the research team introduced themselves (via pepeha) to
participants in way that was culturally appropriate, showed respect and enabled participants feel at
ease.
Kaupapa (collective philosophy), refers to the collective ambitions and vision of Māori communities.
Kaupapa is a way of framing and structuring how researchers think about Māori tikanga. It acts as a
base/foundation to guide researchers, the research topic and interventions, which are instrumental
towards achieving beneficial outcomes for Māori (L. Smith 1999). The kaupapa associated with this
study is the consideration of collective structures and practices of participants and (extended) whānau
(G. Smith, 1992). This principle was applied from the ideation phases of the research, however, was
particularly emphasised in the writing phase of this thesis. For example, support from cultural advisors
was essential when writing appropriate whakataukī which ensured Kaupapa Māori was embedded in
the writing.
Āta (growing respectful relationships) tends to precede a phrase and relates to developing and
nurturing of relationships. For example, Āta-whakaako (to instil knowledge), and Āta-noho (to give
quality time). Each Āta phrase has a unique meaning and provides a context of how to engage with
Māori when establishing relationships (Pohatu, 2013). This principle reminds researchers to be
culturally aware and of the behavioural expectations when engaging with Māori, kaupapa and
environments (G. Smith, 1992). In the context of this study, for example, koha to participants
represents manaakitanga, a sign of respect and generosity to others for their time, knowledge, and
sharing of their personal experiences.
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Ako Māori (cultural pedagogy) is the principle that acknowledges the way new knowledge can grow
out of shared experiences. New knowledge closely connects to the cultural backgrounds and
socioeconomic circumstances of Māori communities (G. Smith, 1992). The principle of Ako Māori was
applied during the process of data collection (a form of knowledge sharing between the research team
and the participants), in the findings and discussion section of this thesis, through the expression and
interpretation of the participants’ experiences and journeys in caring for stroke survivors.
Integrating the above principles into research studies, provides a context for identifying the
responsibilities of researchers towards matters Māori.
“KMR is a transformative praxis 9” (G. Smith, 1992) and decolonising (L. Smith, 1999). It is flexible and
recognises the collaborative commitment between the researcher and those involved in the research
(Brewer et al., 2014). KMR offers strategies to make researchers (indigenous and non-indigenous)
more culturally sensitive when conducting research that will make a difference for Māori (L. Smith,
1999). Graham Smith (1992) posited four models to guide non-indigenous researchers undertaking
research with Māori; a) tiaki (mentoring), b) whāngai (adoption), c) power sharing and d) empowering
outcomes. These models expand ways of thinking about research with Māori, and ensure research is
carried out in a culturally safe and appropriate manner (G. Smith, 1992). As a research approach, KMR
is widely recognised and has been utilised for research in various disciplines including clinical
psychology, education and nursing (Garrick, 2012; Pihema, 2017; Stewart, 2007). Pihema (2017) used
a Kaupapa Māori framework and included KMR methodology in a study to understand the experiences
of young Māori (16 – 20 years of age). The findings of the study were used to develop a mental healththemed resource to improve wellbeing of the younger generation. Lawton et al. (2013) employed the
principles of self-determination and growing respectful relationships their study, which explored the
experiences of young Māori women. These principles were applied during the consultation process
with Māori health providers, District Health Boards, and community stakeholders. The authors also
suggested their study’s findings would provide essential information for designing whānau ora based
interventions and strategies to reduce health disparities in young Māori women and their babies. In
the context of this research project, KMR explicitly and implicitly fit with the research aims. Kaupapa
Māori has been acknowledged, embedded and applied throughout the research process; from the
ideation phases via consultations with kaihautū and kaumātua; when conducting the research (e.g.,
participant recruitment and data collection); writing of this thesis; and dissemination of the research
findings.

Transformative praxis refers to the idea of remodelling and reconfiguration where there is a need for change in the way
things have been done because it has not worked in the past.

9
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KMR is a distinctive indigenous approach, however, complimentary methodologies may be used
alongside this approach (Pihema, 2017). For this study, interpretive description was used to
complement KMR.

Interpretive description
Interpretive descriptions (ID) is a qualitative research approach developed by Thorne, Kirkham and
MacDonald-Emes (1997). It represents a departure from traditional methodologies dominating
qualitative nursing research. Drawing from other qualitative methodologies, its roots can be traced
back to approaches such as phenomenology, grounded theory, ethnography and naturalistic enquiry
(Brewer et al., 2014; Thorne, 2008). It is a method that relies heavily on linguistic rather than numerical
data (Elliot & Timulak, 2005) and has evolved in order to fit the type of complex experiential questions
that researchers in applied health disciplines may be inclined to ask, “with an interpretive or
explanatory flavour” (Thorne, 2008, p. 26).
Thorne described the key “epistemological foundations” (Thorne, 2008, p. 74) underpinning
interpretive description as:
•

An approach that illustrates the similarities and differences in people’s experience of the
phenomenon;

•

Insight into a phenomenon can be gained through both subjective and experiential knowledge
of the topic under investigation;

•

Individual’s experiences may be influenced by biological and psychosocial phenomena, and
how time and context influence perceptions and experiences should be considered;

•

Knowledge is socially constructed, and multiple contradictory realities of an experience may
exist;

•

Both researcher and participant construct knowledge through their interpretation of a
situation, independently and collectively; and

•

Multiple constructs of human experiences exist, and findings must be considered within the
context of the data.

These foundational underpinnings represent the fundamental principles of ID that informed the study
design.
The successful application of ID in education and applied health disciplines such as nursing (Bradshaw,
Atkinson, & Doody, 2017; Kalengayi, Hurtig, Ahlm, & Ahlberg, 2012), provided rationale for the use of
ID in this research study. ID methodology offers logical structure and philosophic rationale for
decisions made in qualitative enquiry. ID encourages researchers to move beyond the established
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qualitative methodologies to generate credible and meaningful knowledge, rather than following
strict methodological dictates (Thorne, 2008). It allows for flexibility in the study design without
prescribing exact methods and provides a framework which can be adapted to fit with the intent of
the study. During data analysis, ID aims to identify commonalities within an issue while respecting the
inherent variances and complexity the issue may pose (Thorne, 2016). As the researcher engages with
the data repetitively and as the analysis progresses into different phases of categorising, coding and
re-coding, ID allows for adaptation in the analytical process (Thorne, 2016). It also allows the
researcher to engage with the data in a way that any pre-existing knowledge, thoughts and
assumptions are acknowledged and bought to the forefront, and thus the analytic goal to attend to
the participants’ experiences with an open mind is achieved (Tufford & Newman, 2010). The use of ID
in this research study provides a description and interpretation of the issues faced by caregivers of
stroke survivors from the perspective of those who have lived through the caregiving journey.

Combining KMR and ID methodologies
The initial aim of this study was to explore the acceptability of, and requirements for a mobile phone
application to improve support for whānau of stroke survivors post-stroke. It was hoped useful
information could be gathered to improve accessibility to support services for those whānau living in
rural areas of NZ. The research shifted focus to explore the experiences of whānau caregivers, reasons
for which are discussed later in the methods section.
When choosing a methodology to best suit the research aims, KMR was considered the most
appropriate methodology in the first instance because of the inclusion of Māori participants. In
addition, this research would explore matters that affect Māori, was culturally relevant, and would
aim to make a positive difference in people’s lives (Irwin, 2011). KMR is transformative, decolonising
(L. Smith, 1999), integrative of the key principles that embody Māori epistemologies (Brewer et al.,
2014), and incorporates culturally appropriate strategies to help researchers conduct research with
Māori effectively. Previous research has shown the use of KMR approaches can be empowering for
Māori communities (Barnes, 2000). Complementary methodologies may be used alongside KMR
because this approach embraces diversity, is fluid in nature and does not provide a set recipe for
developing a research design (Pihema, 2017). Researchers are encouraged to apply a theoretical
understanding and employ appropriate methods to the conduct research (L. Smith, 1999). In selecting
a methodology that would best complement KMR and allows Māori experiences to be articulated in a
meaning way, careful consideration was given to approaches such as ethnography, descriptive
phenomenology, and interpretive description and how they would interact with KMR.
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Ethnography examines, describes and analyses the behaviours of individuals within their environment
(in a cultural context) over a long period of time. It is limited in its methodological principles that
describe specific beliefs, rituals or behaviours, provided by the participants, without an appreciation
for the wider worldviews of the culture (Thorne, 2016). The reason ethnography was not a good fit for
this research is because its rules are derived from a desire to document human variations by
discovering human universals (Thorne, Kirkham, & MacDonald-Emes, 1997). Descriptive
phenomenology identifies a phenomenon and explores the subjective lived experiences of individuals,
much like ID (Rountree, 2016). Although descriptive phenomenology may have been well suited as an
approach to describe participants’ experiences, the difference lies in the philosophical underpinnings,
theoretical aims, data analysis and findings (Willis, Sullivan-Bolyai, Knafl, & Cohen, 2016). Descriptive
phenomenology is grounded in phenomenological philosophy and requires the researcher to apply a
lens that suggests peoples’ experiences are reflective of embodied experiences, lived and relative to
time. In the preparation for analysis of subjective experiences of the phenomenon, descriptive
phenomenologists tend to use phenomenological reduction and bracketing of prior knowledge (Willis
et al., 2016). Findings tend to reflect the essence and meaning within the lived experience and may
lack the potential to be practically applied. Narrative, critical or discourse analysis, commonly
employed by these methodologies were not suitable, as the researcher’s interest lay in exploring
participants’ experience rather than the power behind the experience (Rountree, 2016). Hence these
approaches were not a good fit for this research.
ID was suited to the present study because it would answer the “why”, “how” and “what else”
questions of participant’s experiences (Elliot & Timulak, 2005). ID does not require the researcher to
be involved in the phenomenological reflection of the lived experience. With ID, a focused summary
and understanding of health-related experiences can be produced, including contextual cultural
factors that shape the experience of participants (Willis et al., 2016). ID extends interpretation beyond
the self-evident both assumed and what already exists, to discover new and varying possibilities
(Rountree, 2016). Clear and concise presentation of participants’ experiences from their perspectives
favour practical application of findings. ID has also been applied in stroke studies and when exploring
the experiences of caregivers and family/whānau. (Bishop, Kayes, & McPherson, 2019; Brewer, et al.,
2014; McLellan, McCann, Worrall, & Harwood, 2013). Its successful application in these studies
provides support for its use in this study.
ID was successfully combined with KMR by McLellan (2013) in a study that explored Māori experiences
of aphasia therapy. A subsequent publication (Brewer et al., 2014) highlighted the theoretical
application of the two approaches to their study, how they worked in combination, and the practical
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implications of combining both methodologies. Their study offered insight into how the application of
KMR and ID could be used to explore the acceptability of, and requirements for, a mobile application
to improve support for whānau of stroke survivors. Brewer et al. (2014) found that both approaches
complimented each other, even though there were tensions in the interface between the two because
KMR and ID are two distinct methodologies stemming from two different worldviews. Yet, both
approaches worked synergistically with each other, one filled the gap left by the other. For example,
the authors used KMR and ID to inform their approach during interviews. Interviews were guided by
the principle of, ‘look listen, speak’. In ID, listening before speaking was good practice, a quality
possessed by an effective researcher. In KMR, look, listen and then speak is perceived as an ethical
principle.

Applying KMR and ID to this study
With regard to the present study, the following points appeared to specifically support the two
methodologies. First, KMR seeks to understand and represent Māori as Māori, providing control of
the research in the hands of Māori. KMR incorporates processes relating to networking and
establishing relationships, in a bid to maximise participation and interest of Māori (L. Smith, 1999).
Second, KMR practice demands that Māori tikanga is followed right from the ideation phase of the
project up to the dissemination of results, dictating and ensuring an ongoing partnership between the
researchers and the participants (L. Smith, 2015). Third, the methods employed by this study,
particularly in data collection and findings (includes participants’ oral narratives), fit within both ID
and KMR frameworks. That is, the study attempts to understand the issues faced by caregivers and
whānau (subjective and experiential knowledge), is relevant to Māori and likely to improve support
for whānau of stroke survivors post-stroke (practical application in a healthcare context).
In combination, KMR and ID offer the potential to generate new insights into answering the research
question, ‘what are the experiences of whānau post-hospital discharge and their perspectives relating
to health information and post-stroke care?’ by applying a multi-dimensional lens. The findings of this
study may be clinically applicable as they highlight the subjective caregiving experiences of Māori
stroke whānau across the post-stroke care spectrum and the effects of culture on caregiving. Both
KMR and ID are congruent with the research objectives and study’s aim. Both approaches are nonprescriptive and offer flexibility in the research design, in terms of data collection and data analysis
(Brewer et al., 2014). The use of one methodology alone may have limited the depth in understanding
the perspectives of caregivers and whānau. Combining the two methodologies also provided a means
to improve the credibility and validity of the research topic. The study was validated by kaumātua and
kaihautū of the iwi involved in this study. Ongoing consultation with kaihautū mātauranga throughout
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the research process ensured the credibility of the research team. Finally, both KMR and ID fitted well
with the research question and was thought to be appropriate for the size and scope of this study to
meet the requirements of a 90-credit thesis.
Having explained the principles of, and reasons for choosing to combine KMR and ID, I now discuss
how the two methodologies were used to inform the methods of this study.

Methods
Consistent with the KMR principles of tino rangatiratanga, taonga tuku iho and kaupapa which assert
and guide how research should be implemented, participant recruitment and data collection were
conducted in keeping with tikanga and the protocols of the iwi (tribe) and hapū (sub-tribe).

Planning the research
Adherence to the principle of tino rangatiratanga was always in the forefront and at every step of this
study. I ensured ongoing consultation with the Māori advisor and the research supervisory team, to
guarantee the research adhered to the ethical guidelines particularly relating to cultural and social
responsibilities. Planning this research study involved early consultation, guidance and facilitation of
kaihautū and kaumātua of the community where this study was to be conducted. A kaihautū
mātauranga, Māori academic leader (Māori advisor), was approached for consultation during the
ideation phase of the project. Since Māori whānau would be invited to participate in this project, there
was extensive consultation about the feasibility of conducting such a study and the considerations
relating to the inclusion of Māori participants. Appendix A includes the initial consultation notes and
minutes for a meeting held with the kaihautū mātauranga and the research team. Information about
this research study needed to be provided to the marae committee for their consideration, for the
study to take place in their community. Permission from the marae committee was required prior to
recruitment of participants. Information to the marae committee (see Appendix B) included details of
the research project and how the research outcomes might be of benefit to the community.

Participant recruitment
During the ideation phase, our Māori advisor indicated there were a high number of family/whānau
of stroke survivors in her iwi in the Central North Island. Following consent from the marae committee,
the Māori advisor identified potential participants from her iwi who fulfilled the inclusion criteria.
These criteria were developed in consultation with the Māori advisor. Those who met the inclusion
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criteria were provided with a Participant Information Sheet that detailed information relating to the
study.

Inclusion and exclusion criteria
People were invited to participate in this study if they met the following inclusion and exclusion
criteria.
Inclusion criteria:
•

Primary caregivers and close whānau of stroke survivors who experienced first-ever stroke

•

Whānau of stroke survivors 12 months to 3 years post-stroke

•

Access to or ownership of a smartphone

•

Be able to converse in English.

Exclusion criteria:
•

Stroke survivors themselves would be excluded, as it was thought that their presence in the
focus groups might inhibit the whānau from speaking freely.

•

Participants were required to be of Māori descent or identify as Māori

Sample size is fundamental decision in any research study and is guided by the methods used.
Qualitative research supports a small cohort as it based on how well it would serve the research aim,
and whether it would be reasonable and manageable for the purpose of the study. Malterud, Siersma,
and Guassora (2015) suggest researchers should demonstrate a level of transparency relating to
sample sizes and their understanding that the sample is sufficient to achieve adequate analysis. The
participants (n=7) included in this study belonged to three different stroke whānau. A smaller group
of participants allows for better quality of information, is logistically supportable (quality of data
produced and ease of data collection) and unlikely to result in information overload (Malterud et al.,
2015). Further reasoning for inclusion of this sample size is elucidated in the sections below.

Ethical considerations
Ethical considerations in this study related to consent, ethics approval, confidentiality, anonymity, and
data security.
Consent: An important aspect of research, including Māori cultural ethics, is informed consent. The
nature of this study was determined in keeping with the principle of kaupapa, kaumātua consultation
and cultural supervision (kaihautū mātauranga Māori). In this study the consent process was multilevel, stemming from the marae committee (kaumātua consultation) and at the individual level. Verbal
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informed consent was gained, in keeping with the KMR principles of taonga tuku iho and tino
rangatiratanga, from both the marae committee and then individual participants. A copy of the
Participant Information Sheet (see Appendix C) was provided for the marae committee and
participants (as part of the informed consent process) for them to consider their participation in this
research.
Ethics approval: Ethics approval was granted by the Unitec Research Ethics Committee (UREC;
application 2018-1060) prior to commencing this study (see Appendix D). With approval from the
marae committee, the research team were invited to conduct the study at the Māori advisor’s marae
in the Central North Island. The presence of the Māori advisor at the data collection was essential due
to ties with the participants from her iwi, and to ensure consideration was given to participants; they
felt comfortable sharing their experiences with rāwaho (outsiders, people not related to the iwi).
Due to unforeseen unavailability of the marae (renovations) where the data collection was to be held,
an urgent addendum was submitted to UREC (see Appendix E), following recommendations from the
Māori advisor, requesting for changes to location and the method of data collection. The addendum
was approved for a change in venue, retaining the originally specified date for data collection and the
method of data collection; from focus groups, to individual and/or whānau interviews. The change of
venue meant that demographics of the pool of potential participants altered. While potential
participants were still members of the same hapū/iwi, they were urban not rural based. The original
sample size (n=16-20) also changed. This resulted in a shift in focus from the initial study aim away
from exploration of the acceptability of, and requirements for, a mobile app to improve support for
whānau of stroke survivors in rural areas, to a more general focus. The research focus changed to
explore the experiences of whānau when caring for stroke survivors post-hospital discharge, to
improve post-stroke support for whānau.

Confidentiality, anonymity and data security
Confidentiality: Researchers aim to protect the identity of participants by reducing potential
identifiers, in a bid to maintain trust in a researcher-participant relationship. Confidentiality means to
uphold and protect the privacy of participants in the research and maintain standards of integrity of
the research process (Kaiser, 2009). Ethical considerations relating to confidentiality, and in keeping
with the expectations of te ao Māori and tikanga, the KMR principle of āta provided a framework to
consider the effects the research may have for participants. A paid transcriptionist signed a
confidentiality statement (see Appendix F) to ensure participants’ privacy would be upheld. The
Participant Information Sheet contained information outlining how participant confidentiality would
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be preserved. Interviews with participants and whānau were conducted in conditions where privacy
was maintained.
Anonymity: Effort has been made to maintain anonymity throughout the research process including
finalising this thesis. The original recordings and transcripts were anonymised prior to analysis,
identifiable only by pseudonyms (e.g., WHA1 interview 1). Participants’ identities were anonymised in
the findings and every effort has been made to ensure the names of hospitals, doctors, institutions or
any other identities remain anonymous in this thesis and any proceeding publications.
Data storage: The digital recordings and anonymised transcripts from data collection were stored on
the main researcher’s personal computer (password protected). A private shared folder was assigned,
to which only the research team had access to, for the purpose of shared analysis and feedback. All
data from this project which includes electronic copies of email correspondence, transcripts, analysed
data, field notes, printed documentation linking data to individuals, such as consent forms, will be
stored in a secure location for ten years, in line with UREC guidelines. Thereafter, the date of disposal
will be marked on the files and secure disposal will occur in accordance with Unitec Institution’s
requirements prevailing at the due date (Unitec Institute of Technology, 2014).

Data collection
Several methods of data collection are available in qualitative research. Some considered appropriate
for both KMR and ID include focus groups and participant interviews. From an ID perspective, it is
suggested a method that is best suited to the overall intention of the research, should be chosen
(Thorne, 2008). This is also true from a KMR perspective, with the inclusion that the chosen method
also fits within the cultural context and principles of KMR. Focus groups and interviews have been
viewed as engaging and empowering for research participants. These methods are mainly directed by
participants as they provide participants with the opportunity to explain and offer descriptive
accounts of experiences from their own perspectives (Pihama, 2010).
Due to the increased likelihood of whānau volunteering to attend and participate in a research study
that forms part of a community event held at the marae, focus groups were initially chosen as the
method of data collection. The intent for conducting focus groups was to bring whānau with similar
experiences together to exchange ideas that would further trigger engagement on the topic being
examined (Hudson et al., n.d.). Focus groups use an open-ended strategy to data gathering,
demonstrating flexibility with the informal discursive nature of the group setting. Focus group use has
also been well documented in ID studies (Thorne, 2016).
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Due to unavailability of the marae at which the hui were meant to occur and the impact this had on
recruitment, an alternative method of data collection was required. When choosing an alternative
method of data collection, it was recognised that individual interviews would also offer whānau
participants the opportunity to tell their stories freely and meaningfully. According to Thorne (2016),
subjective knowledge is shaped by many facets; the ego, social or societal influences and innate
constructs. Interviews, like focus groups, offer a compelling medium to get to the essence of that
subjective experience (Thorne, 2016). Interviews have similar advantages to focus groups in that they
also allow for informal discussions and open-ended questioning, to investigate aspects of whānau’s
caregiving experiences, and discover whānau perspectives. It was important however, to consider
kaupapa when changing to interviews. Kānohi kitea expresses the importance of meeting people faceto-face and is regarded important within Māori communities. This form of communication enables
people to engage all their senses when assessing and evaluating the advantages or disadvantages of
becoming involved in the research (Pihema, 2017).
Interviews were conducted with whānau of three stroke families and lasted between sixty and ninety
minutes. There were seven participants in total. Two interviews (three participants) were conducted
at an educational institute in the Central North Island, while two interviews (four participants) were
conducted in participants’ homes as they were unable to travel to the venue on the day. The guideline
of aroha ki te tangata; having respect for the individuals the researcher collaborates with (guidelines
discussed later under rigour and credibility), ensures participants were able to meet on their terms
and define their own space (Cram, 2009). Prior to initiating the first two interviews, the research team
engaged in a karakia 10 and whakatau 11, part of the formalities of the educational institute, which
marked the commencement of the day’s proceedings. These were led by the kaihautū of the
institution and kaihautū who accompanied the team.
At the beginning of each interview, members of the research team presented their individual
pepehas 12 to participants (see Table 1). At the interviews conducted in participants’ homes, a less
formal whakataukī was used, in keeping with tikanga practices and whakawhānaungatanga 13. Guided
by kia tupato which means to be mindful and reflective of our rāwaho status, participants were
provided with the Participant Information Sheet, which detailed information about the research
project. Prior to commencement of the interviews, participants were offered the opportunity to ask

Karakia - prayers
Whakatau - official welcome
12 Pepeha - way of introducing oneself in Māori
13 Whakawhānaungatanga - process of establishing links
10
11
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questions, confirm their understanding and participation in the study. Following this discussion, verbal
consent was obtained from each participant.
Ethical consideration: Part of the exclusion criteria was stroke survivors would not be included in the
study. However, one stroke survivor’s views were included because the interview was conducted in
the participant’s home with her husband. Adhering to the practices of aroha ki te tangata, respect for
people; and manaaki ki te tangata, to share and host people (also discussed later under rigour and
credibility), the researchers demonstrated consideration of Kaupapa Māori ethics. The unexpected
arrival of the stroke survivor at the time of the interview meant excluding her would have been
unethical. Her contributions to this study were illuminating and enriched the data analysis.
A semi-structured interview guide (see Appendix G) consisting of open-ended questions was
developed and later modified when the data collection process changed from focus groups to
individual and whānau interviews. Questions aimed to elicit whānau opinions relevant to the research
question included participants’ views around post-discharge support services, usefulness of resources
that whānau had access to, and participants’ views around smartphone technology. Each interview
was audio recorded with consent from each participant. One member of the research team made field
notes (see Appendix H) to capture any verbal or non-verbal cues. Transcripts were later reviewed,
transcribed by an external party and anonymised before analysis.
Ethical consideration: In keeping with the principle of āta, the notion of respectfulness, the potential
for participants to experience psychological stress or emotional discomfort during data collection was
considered. Should this have occurred, the research team would have taken the necessary steps such
as, offered breaks, paused the interviews or stopped the recording. Details to access spiritual or formal
support were provided in the Participant Information Sheet. However, these steps were not required.
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Table 1. An example of the main researcher’s pepeha presented as part of whakatau to participants.
Kia Ora, Tena Koutou/Kōrua Katoa

Greetings, salutations to you/you all

Ko Ōwairaka te maunga

Ōwairaka is the mountain

Ko Te Whau te awa

The Whau is the river

Ko te Waitematā, ko Manukau nga moana

Waitematā and Manukau are the harbours

Ko Te Noho Kotahitanga te marae

Te Noho Kotahitanga is the marae

Ko Wairaka, ko Rakataura ngā tūpuna

Wairaka and Rakataura the ancestors

Ko Ngāti Whātau te Ahi Kaa roa

Ngāti Whātau the guardians of the land

Nō India ahau

I am from India

Ko Favsta Fernandez tōku ingoa

My name is Favsta Fernandez

Nga mihi nui, kia koutou/korua/koe

Many thanks to you/you all

Data analysis
Data analysis in qualitative research seeks to understand people’s behaviours, narratives and
experiences. Different research methodologies within qualitative research have distinctive
approaches to analysing data, however, description and/or interpretation have been commonly used.
The process of data analysis involves hours of repetitive engagement and application of techniques
appropriate to the research methodologies to derive meaningful and credible findings. KMR does not
prescribe a set method for analysis. Kia tupato (to be careful) and the principle of ako Māori were
used alongside the work of Thorne (2008; 2016) for the data analysis process of this study.
Data analysis in KMR relies heavily on the researcher’s knowledge, understanding and worldview to
conceptualise the data, rather than tools for data analysis. Central to KMR is that the researcher
possesses awareness of Māori tikanga and te ao Māori. The researcher is required to recognise the
legitimacy of Māori knowledge and incorporate te ao Māori in the interpretation and analysis of the
data. It is imperative the researcher is able to view the wider social and cultural contexts that
determine the nature of the data (Bishop, 1999). Kaua e takahia te mana o te tangata means do not
trample over the mana 14 of people (Cram, 2009). This guideline symbolises respect, similar to kia
tupato, to uphold the mana of participants, and was practised during data analysis and in reporting of
the research findings.

14

Mana - authority
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Thematic analysis, a widely used method in qualitative studies, was used to identify patterns of
themes in the data collected (Thorne, 2016). This approach can be used both in an inductive or
deductive way depending on the purpose of the study. For this study it was used in an inductive way
to interpret and structure meaning derived from the data of participants’ experiences (Thorne, 2000).
The process of inductive reasoning involves pattern recognition, identifying pieces of data that stands
out and considering relationships between the pieces and patterns which subsequently leads to what
may constitute the findings (Thorne, 2016, p. 163). Inductive analysis tends to occur in the mind of the
researcher through inductive reasoning; using the data to generate ideas. The researcher positions
himself/herself to uncover the nature of the phenomenon by describing how the phenomenon
occurred (description) and why it occurred (interpretation) (Thorne, 2000). Thorne identifies the
analysis process as quite complex, moving beyond the self-evident of what is known to what it might
mean, engaging the mechanisms of interpretation and envisioning what the research product might
look like (Thorne, 2016).
Thorne (2008) suggests researchers follow Janice Morse’s (1994) taxonomy of cognitive operations
when analysing data. The four cognitive processes that are precursors to the conceptualisation
required in interpretive description are; a) comprehending, where the researcher tries to assimilate
as much information about the participant’s environment and experiences, while keeping judgement
at bay; b) synthesizing, the process of sifting through data to extract common features, verifying and
debunking components within it, until significant pieces of data becomes distinguished; c) theorising,
refers to developing ‘best guesses’ about participant’s experiences, using insights from other
theoretical sources, and; d) re-contextualising, which refers to the articulation of the synthesised
information to generate new knowledge (Thorne, 2008).
Open coding is a tool used for the purpose of stimulating constant comparative analysis, for data
organisation and as a means to communicate similarities between ideas (Thorne, 2016). Traditional
methodologies direct researchers towards an open form of initial coding that becomes more refined
as the researcher develops a coherent sense of theorising. This provides the researcher a better
understanding of the phenomenon without delving too far to achieve the end result (Thorne, 2016).
Coding and conceptualising are offered to make order/sense of the data, rework and organise it into
a logical structure.
Based on the recommendations of Thorne (2008), Table 2 summaries the steps taken by the
researcher in the analytical process to extract key categories and themes within the data to achieve
the findings for this study, which will be discussed in the manuscript part (part two) of this thesis.
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Table 2. Conceptualisation, coding, and thematic analysis conducted by the research in order to
extract coherent findings for the study (Morse, 1994; Thorne, 2008).
Steps

Description

Conceptualisation:
Comprehension

Listening to the audio recordings multiple times while reading the
transcripts, to familiarise oneself with the data

Synthesis

Focus on the raw data highlighting lines within the transcripts that
stood out to the researcher, whilst having the questionnaire as a
guide to capture and deconstruct components within the data

Level 1: Initial open
coding

Labelling and assigning colours to map out patterns and similarities in
whānau experiences

Level 2: Focused coding to Reviews and re-examines level 1 codes and further focus on the data,
develop categories
extrapolate relevant information pertaining to the research
questions, recognise similarities or differences between transcripts
to create themes
Level 3: Thematic coding

Level 2 coding is revisited and studied to refine patterns, identify
phrases to further categorise the themes into sub-themes, define and
name them respectively

Deep reflection and
interpretation

Once main themes were recognised, the data was reviewed to gain
depth and even deeper interpretation, followed by organisation and
reorganisation to produce the findings

Rigour and credibility
The seminal works of Guba and Lincoln (1981) suggest each paradigm (qualitative and quantitative)
requires paradigm-specific criteria for addressing rigour. Rigour in qualitative research refers to the
aspects of validity and trustworthiness relating to the study design, appropriateness of the methods
used and findings of the research. “Without rigour, research is worthless, becomes fiction, and loses
its utility” (Morse, Barrett, Mayan, Olson, & Spiers, 2002, p. 13). Validity and trustworthiness require
the researcher to demonstrate that all processes used in the study have been conducted in a precise,
consistent and exhaustive manner (Thorne, 2000). Both KMR and ID provide guidance that
“researchers who undertake research must demonstrate the validity of their research through a
sensitive review of the literature alongside an appropriate consultation process” (Brewer et al., 2014,
p. 1294).
Thorne (2016), outlined four general guiding principles acceptable across the qualitative research
spectrum which are recognised as evaluative criteria for determining the quality of interpretive
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description research. These are epistemological integrity, representative credibility, analytical logic
and interpretive authority (Thorne, 2016).
Epistemological integrity refers to the reliability of the research findings and acceptability of the
research processes chosen in order to achieve the final research product. It should be demonstrated
that the argument made by the researcher about the chosen methodologies and methods, are in line
with the epistemological standpoint (Thorne, 2008). The methods of recruitment, data collection, and
analysis need to sit logically within the framework of the chosen methodologies. In the present study,
methods for participant recruitment, data collection and analysis sit logically within the KMR and ID
frameworks. KMR principles have been applied throughout the research process from the ideation
phase through to dissemination of the findings. The epistemological viewpoint I approach the present
research from, could be regarded as credible, given my personal experiences as a caregiver of a stroke
survivor, a daughter, a student, and a soon to be primary healthcare practitioner. Further insight into
my epistemological viewpoint is provided in the section below, ‘locating myself in the research’.
Representative credibility refers to the researcher not making any claims based on their data that are
outside of the phenomena that they set out to study. ID seeks out commonalities within the
phenomenon in question while respecting the inherent variances and complexity the phenomenon
may pose, but only within the study’s limitations (Thorne, 2008). In this research the phenomenon of
subjective experiences of whānau caregivers were researched. I acknowledge the caregivers’
experiences are not unique to one context and recognise the findings of this study are considered
within the context in which they were researched. While some aspects of the whānau caregiving
experience may be applicable to most families who have experience caring for a stroke survivor, others
may not. This study’s findings, however, can only be representative of the participants in this study.
Consistent with ID, credibility of the data was achieved using epistemologically valid processes to
generate the findings. Findings were carefully evaluated and reviewed in conjunction with my
supervisors to ensure they captured the deeper meaning of participants’ experiences.
Analytical logic sets the expectation that researchers ought to supply a pathway which demonstrates
the application of reasoning and critical thinking process. This includes the cognitive rationale for the
basis of the research so the reader may make an informed decision about the analytical logic of the
study (Thorne, 2008). For instance, an audit trail may be used to explicitly explain the pathway
constructed to enable readers to follow the researcher’s logic and make their own assessments of the
adequacy of the research (Thorne, 2016). I have made efforts to document any analytical decisions
(notes in a diary and email correspondence) and the research journey from the forefront, through to
the methodological enquiry, recruitment process, data gathering, data analysis and writing the
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findings. Notes from the consultation process with the Māori advisor and marae committee, have
been included in the appendices. Appendix I demonstrates one example of how the data analysis was
conducted through coding and the generation of themes. My novice status as a researcher is evident
throughout the research process.
Interpretive authority requires a level of trustworthiness that the researcher’s interpretation to
readers are presented with provision of sufficient examples of data (excerpts) to support the research
claims. The final conceptualisation of data is ultimately the researcher’s interpretation of what
constitutes as relevant data (Thorne, 1997). From a KMR context, knowledge may be seen as tapū 15
and researchers seeking Māori knowledge need to understand that knowledge is seldom readily given.
The acquisition and interpretation of shared experiences should be done while respecting the cultural
values of the people sharing their experiences. Prior to engaging with the research process, I assessed
my personal interest in conducting the study, my position as a researcher and a future primary
healthcare practitioner (see section, locating myself in the research). I acknowledge that the data
analysis and findings, although they include my interpretation, narrate the participants’ experiences.
L. Smith (1999) initiated the notion of a code of conduct for KMR and offered seven cultural practices
that were later expanded on and provided as researcher guidelines by Cram (2001). These practices
tend to overlap and act as a form of evaluative criteria to confirm the validity and trustworthiness of
a proposed research project (Brewer at al., 2014; Cram, 2009). They are:
Aroha ki te tangata: having respect for the individuals the researcher collaborates with. This practice
allows participants to define their own space and meet on their own terms (Cram 2001, as cited in
Brewer at al., 2014). Within the Māori culture, there are several ways of collaborating with people.
These include some protocols that help orient manuhiri (visitors) for instance, to the ways of the how
tangata whenua conduct themselves. These practices are important in building and establishing
genealogical connections. Establishing whakapapa can help researchers build connections with an iwi
through guidance of kaumātua and kaihautū, can assist with participant recruitment and the
researchers’ professional conduct (Cram, 2009).
He kanohi kitea: is part of a whakataukī which means, “meetings between the researcher and the
community, including research participants, should occur face-to-face" (Cram, 2009). Māori research
is often conducted in collaboration with kaumātua and kaihautū of an iwi/hapū. Inclusion of a Māori

15

Tapū – sacred or private
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advisor as part of our research team, as well as ongoing collaboration with mātauranga Māori student
advisors during the writing of this thesis, ensures this guideline was appropriately applied.
Titiro, whakarongo ... korero: to watch, listen and then, sometime later, speak. This practice
emphasises the importance of attentiveness to what is spoken, observation of actions and the option
to contribute once a sound understanding is achieved of the context and content of information being
received. This practice can help build trust between the researcher (form of respect) and participants
and when applied appropriately can ensure the experiences of participants are truly understood
(Cram, 2009).
Manaaki ki te tangata: refers to sharing, hosting and being generous (Cram, 2001). This practice
reflects collaboration between the researcher, the participants and the community involved in the
research study, a form of reciprocity that acknowledges the time and energy devoted. For instance,
all whānau participants received a small koha in appreciation for their time and sharing their
experiences.
Kia tupato: means to be mindful. It encourages researchers to be culturally safe and politically astute
(Cram, 2009; L. Smith, 1999). Kia tupato was exercised by the research team in several phases of the
research process (e.g., data collection and analysis).
Mana: an important concept for Māori that relates to dignity and respect. “kaua e takahia te mana o
te tangata” means, do not trample on the mana or dignity of a person (Cram, 2009, p. 316).
Particularly during analysis and reporting of research findings, upholding participants’ mana is
essential. A sound understanding of the realities that have shaped participants’ experiences, can
ensure participants have been faithfully represented through the research findings. Within KMR, the
focus is on representing findings from a strength base as opposed to a deficit base (Cram, 2009).
Kia mahaki: refers to being humble, find ways of sharing knowledge, not flaunting it. According to
Margaret Mutu (1998) shared knowledge can be empowering for Māori and communities.
Shared knowledge … is one of the key tools for empowering the people and providing controls
to prevent the misuse and abuse of power. … the results of research are of little use to the
people if they are not then made available to form part of the knowledge base of the people
and to help them make decisions. (Mutu, 1998, p. 51, as cited in Cram, 2009, p. 317)
This shared knowledge, however, is left for those being researched to decide if they have been
appropriately represented. Empowerment offers a vehicle for people to actively control the outcome
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of shared knowledge and experiences. Kia mahaki can be achieved by the researcher if kaua e takahia
te mana o te tangata is followed (Cram, 2009).
These practices (partnership ethics) are suggested to be applied (and were applied) throughout the
research process, to guide non-Māori researchers when collaborating and undertaking research with
Māori while maintaining the status quo of validity in KMR. Regardless of participatory and
collaborative efforts by the researcher, an explicit awareness must be held that the potential for the
final research product to be credible and valid is based on the researcher’s interpretation and
conceptualisation (Thorne, 1997).

Locating myself in the study
“Anyone can gather data and make claims about research ... but only those who credibly locate
themselves within the scholarship of a discipline and/or mandate of a profession can legitimately
generate qualitative findings that have meaning” (Thorne, 2008, p. 37). Confirmation of the validity of
research in KMR, is intertwined with the researcher's credibility. In KMR, importance is given to the
researcher's genealogical connections, personal qualities and the principle of āta (Brewer et al., 2014)
The impetus for conducting this study began due to an interest in the long-term needs of family
caregivers of stroke survivors. A few years prior to embarking on my journey to becoming an
Osteopath, my father experienced a stroke and heart attack. He lost functional ability on one side of
his body and right-side vision in both his eyes. My parents had purchased a new home only a few
months prior to when my father had the stroke. We encountered severe financial and emotional
challenges in the first five years. We did not receive any income or disability support, even though we
were a family of three surviving on one income. This is because my mother’s income was over the
eligibility threshold for assistance. It was our collective responsibility as a family to be there for each
other, offer my father the support he needed and encourage him through his recovery. Dealing with
consequences of his stroke, being unable to provide for his family took a toll on my father’s spiritual
and emotional wellbeing.
My ethnocultural background is Indian and has a tremendous impact on my life. Part of our cultural
expectations are obligations to assume caregiving responsibilities in times of need or in this case, longterm disability. My experiences caring for my father, and a genuine want and instinct to help others,
led me to pursue a career in healthcare. These experiences sparked my interest in research about
stroke families struggling over the long-term and their needs during the caregiving process, which
consequently directed me towards a thesis topic.
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The literature review, elements of the study design, findings, discussion and recommendations could
have been shaped by my past experiences caring for my father. However, I became aware that these
experiences may influence the research in some way, particularly when reading and listening to the
transcripts. With this awareness in mind, during the process of data analysis I wrote down any specific
biases I may have held, mainly those framed by my cultural background. I momentarily distanced
myself from the data if I began to have judgemental thoughts during the data analysis. Thorne (2016)
explains that the brain can instinctively detect emotional signals like a fine-tuned antenna, and then
assign or create value judgments. For instance, in the interviews, when caregivers described an
experience as ‘burdensome’, I immediately associated it as a negative connotation. After prolonged
engagement with the data, I realised any biases I held due to a combination of my personality and
past experiences had diminished. This was owing to increased levels of clarity in understanding the
relationships that existed in the data.
I also intended to enter the writing process with an open mind. I had to constantly remind myself of
the overall goal of the project, ‘who will this research benefit’? I cast my eyes on the data using a wider
lens to develop a sense of the whole beyond my initial impressions of what I had already known. Once
I became more mindful of my fine-tuned antenna, this meant I was not restricted by any selective
personal biases. ID allows for a level of expression and interpretation as long as the researcher
appreciates the implications of their contextual meaning (Thorne, 2008). ID also encourages the
researcher be open-minded, acknowledge and lay to bare any pre-existing biases or assumptions
(Tufford & Newman, 2010). Having the support of my supervisory team and others who have in some
way provided guidance for this research has been paramount in facing challenges that may have come
up while undertaking this study.

Summary
This chapter described the rationale for choosing the qualitative methodologies of KMR and ID in
combination and the methods used for this research study, that is, participant recruitment, data
collection and data analysis. The processes to ensure ethical considerations, confidentiality and rigour
were met, have also been detailed herein.
Altogether, part one of this thesis provided a background to orientate readers to the context and
rationale for this research. The next part (part two) contains the manuscript prepared for submission
to The Journal of Primary Health Care, which provides a description and interpretation of the study’s
findings.
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Understanding the Experiences of Whānau Caregivers of
Stroke Survivors in New Zealand
INTRODUCTION:
Access to support services for post-stroke care is essential for family/whānau to sustain their
commitment to the long-term care needs of stroke survivors. Lack of, or inappropriate support along
the post-stroke trajectory can influence how care is provided to stroke survivors and as well as affect
the wellbeing of whānau caregivers. Cultural factors have been found to influence how whānau use
support services. Ethno-cultural research that explores the experiences of Māori whānau caregivers,
is lacking.
AIM:
To explore the experiences of whānau caregivers caring for stroke survivors and find ways of
improving accessibility to support services for whānau across the post-stroke caregiving spectrum.
METHODS:
Kaupapa Māori research and interpretive description in combination provided the methodological
framework for this study. Semi-structured face-to-face interviews were conducted with participants
(n=7) from three Māori whānau living in New Zealand. Data were analysed thematically.
FINDINGS:
Three general themes were identified: a) caregiver experiences, b) taha Māori: a cultural perspective
and c) support services. The first theme captures whānau caregiving experiences across the stroke
spectrum including burden and caregivers’ access to, and use of, support services. The second theme
encapsulates a cultural perspective on participants’ caregiving experiences, including the importance
of individuals and wider whānau members. The final theme identifies the need for culturally specific
support services, and the possible usefulness of technology in extending support to caregivers.
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DISCUSSION:
This study generated insights into the complexity of whānau caregiving experiences post-hospital
discharge, as whānau caregiver’s needs changed over the post-stroke care spectrum. Findings indicate
the limitations with resource provision and gaps in the way support was offered by healthcare
professionals. Whānau expressed a need for culturally specific information and technology supported
tools to ease the burden of caregiving and thus provide effective care.
Keywords: family/whānau experiences; caregivers; ethnic groups; qualitative research; post-stroke
support.

What is already known?
Whānau tend to experience extensive burden once the stroke survivor is discharged to home.
Disparities in access to stroke-related services exist for Māori compared to non-Māori.
What this study adds?
This study highlights the complexity of whānau caregiving and how providing care for stroke survivors
is magnified by several factors including health and socioeconomic factors. While some of these
phenomena are globally recognised, others are particularly pertinent to Māori culture such as cultural
norms and notions of whānau. Limitations found with resource provision from healthcare
professionals over the post-stroke care spectrum may be useful for informing a whānau-centred
approach to improve post-stroke support.
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Introduction
Stroke is one of the leading causes of impairment and disability in adults worldwide (1). In New Zealand
(NZ), Māori experience higher rates of stroke morbidity and mortality. This is a direct consequence of
lower socioeconomic status, the presence of a higher number of stroke-related risk factors
stroke onset at younger ages compared to NZ Europeans

(3-4)

(2)

and

. Māori also experience disparities in

access to health resources in both primary and secondary healthcare services (5). Obtaining healthcare
services for care provision can be time consuming, expensive and in some resource limited areas,
problematic

(6)

. Socioeconomic factors such as income, employment, lifestyle, housing,

telecommunications, health literacy and education can be major determinants to accessing healthcare
(5-7).

The above factors compounded by lower socioeconomic status contribute to poorer health

outcomes for Māori.
Currently in NZ, there are an estimated 60,000 stroke survivors, many of whom live with an
impairment and require significant daily support

(8)

. The long-term nature of the condition leads to

increased rates of healthcare utilisation, even after stroke survivors are discharged from hospital.
Much of the responsibility of caring for stroke survivors post discharge rests on informal caregivers (9).
Informal/whānau caregivers are generally spouses, children or immediate family/whānau members
who have little to no training in the caregiving role and are usually unpaid (10). They play a crucial role
in supporting rehabilitation and meeting the needs of the stroke survivor (11). For instance, assisting
with activities of daily living (ADLs), mobility, transport, financial duties and balancing other personal
life obligations

(12)

. The effects of caregiving are associated with significant physical, emotional and

financial burden (12-14). Several studies (15-18) have reported on the experiences of stroke whānau and
provide evidence of their changing needs across the post-stroke care trajectory. Short-term and longterm impact of stroke and caregiving experiences tend to differ (16). In the first few months following
hospital discharge whānau tend to encounter life-altering experiences depending on the stroke
survivor’s level of impairment and care needs (19). Adjusting to a new normal, as caregivers balance
caregiving duties with personal life obligations (16, 18), increased workload, uncertainty and financial
changes are some of the short-term impact of caregiving

(13-14)

. Long-term caregiving is associated

with poorer health-related quality of life of caregivers due to sustained burden of caregiving duties,
social isolation, and psychological distress (13, 20).
Caregivers and stroke whānau have reported challenging interactions with healthcare professionals,
such as insufficient support from the healthcare system, a lack of collaborative involvement and/or
inability to express concerns and lack of preparation for caregiving (including inadequate training)
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post-discharge (14, 16, 21). Fischer et al (16) stated that improving the quality of support and ways in which
healthcare professionals communicate information to whānau, may reduce the burden of caregiving
duties on whānau. Rademeyer et al (22) recommend health professionals must determine the needs of
families and their capacity to provide care post-stroke. Financial circumstances, poor health education
and health literacy (23), absence of accessibility to outpatient and community-based services (24) and
cultural barriers
Strategy

(26)

(25)

can influence families’ ability to provide care. Strategies such as the NZ Health

, He Korowai Oranga

(27)

, and campaigns to increase stroke awareness

(28)

, have been

implemented to reduce some barriers to accessing healthcare resources. Despite efforts to improve
quality of life for stroke caregivers and whānau, there still appear to be a gap in access to community
support services (15, 20, 29).
NZ is an ethnically diverse nation. Cultural factors such as culturally perceived values and norms,
aspects of cultural identity, have been found to influence caregiving, decisions around care provision
and execution of caregiving duties (30). For Māori, whānau is inextricably linked to te ao Māori (6) (see
Table 2 for glossary of terms). Whānau represent a source of support, growth, rejuvenation and
stability

(31)

. The total health and wellbeing of an individual is multi-dimensional and has been

represented through Māori health models that include the dimension of whānau (32). The Te Wheke
model aptly depicts a holistic view of an individual’s wellbeing. Each of the eight tentacles represent
a dimension of health. The overlapping nature of the tentacles symbolises that the dimensions of
health are closely intertwined and inseparable from that of the individual, whānau, iwi and hapū (31).
Caregiving issues thus require a broader perspective which considers the interconnectedness of
various dimensions such as physical, social, spiritual, economic and cultural factors (32). These provide
a context within which Māori health issues may be considered when looking for ways to address,
develop, implement and/or deliver services for Māori.
Technology has tremendous potential to revolutionise healthcare service delivery (33) and has become
increasingly affordable and accessible, offering reach to vast geographical locations

(34)

. Stroke

interventions generally concentrate on supporting stroke survivors, focus on increasing awareness of
strokes, stroke risk factors

(35)

, rehabilitation needs

(36-38)

and strategies for self-management

(39)

.

Technological solutions may offer an avenue to improve access for stroke caregivers and whānau poststroke.
The aim of this study was to explore caregiving experiences of Māori whānau stroke survivors and
factors that may contribute to improving access to support services for whānau across the post-stroke
caregiving spectrum.
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Table 2. Glossary of terms

Māori term

Translation relating to this study

Hapū

sub-tribe

Iwi

tribe

Kaihautū

leader

Kaihautū mātauranga

knowledge (curriculum) leader

Karakia

prayer(s)

Kapa haka

Māori cultural performing group

Kaumātua

elders

Kaupapa

set of principles/values/ideas that set the foundation for their actions

Kawa

Māori protocol/customs to opening of new houses

Koha

donation

Korero

talks, discussion

Māoritanga

Māori cultural traditions and practices, Māoriness, way of life

Marae

meeting house, where formal greetings and discussions take place

Mirimiri

to rub, stroke or massage

Tainui
Te ao Māori
Tikanga

used for the tribes whose ancestors came on the tainui canoe and whose
territory includes the Waikato and Hauraki
a Māori worldview which acknowledges the interconnectedness and
interrelationship of all living & non-living things
a concept with several meanings relating to the Māori way of doing things;
reflects Māori values, beliefs, culture, customs and traditions from Māori
worldview

Whakapapa

genealogy

Whakataukī

to utter Māori proverbs, incantations

Whānau
Whānaungatanga
Whangaī

literally stand for family, however from a Māori perspective can be seen as an
extension of the family unit
commonly refers to birth, in this thesis refers to relationship or sense of family
connection
a Māori form of fostering a child into a family
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Methods
This study used a qualitative approach combining Kaupapa Māori research (KMR) and interpretive
description (ID). Kaupapa Māori, Kaupapa Māori theory and te ao Māori are embedded in KMR. KMR
is a distinctive indigenous approach that is transformative and decolonising (41). Control of the research
should be in the hands of Māori and carried out within the cultural preferences and practices of Māori
(40-41)

. Smith

(40)

advocates the inclusion of some guiding principles, that are situated within Māori

cultural ethics, when conducting KMR. These principles are important because they recognise Māori
tikanga and provide a framework to ensure that research which includes Māori as participants is
conducted in a culturally safe and appropriate way. The principles of tino rangatiratanga (selfdetermination),

taonga

tuku iho (cultural

aspiration),

whānau

(family), kaupapa (collective

philosophy), āta (growing respectful relationships) and ako Māori (cultural pedagogy) were
interwoven throughout this research, from the ideation phases through to writing and dissemination
of findings

(40-41)

. ID was used in conjunction with KMR because it offered flexibility in the data

collection and analysis processes. ID methodology does not prescribe any specific methods, rather
offers a framework, as long as its use fits within the intent of the study

(42)

. ID offers a vehicle for

researchers to move beyond the established qualitative methodologies to generate credible and
meaningful knowledge (42). A study by Brewer et al. (43) provided the basis for using KMR and ID for this
research.

Participants
Participants belonging to the same iwi were recruited with the support of a kaihautū mātauranga
following consultation, guidance and facilitation of kaihautū and kaumātua of that community where
the study was to be conducted. Participants included those who identified as Māori, had been caring
for a stroke survivor who had experienced first ever stroke, and those who had access to, or owned,
a smartphone. Seven participants from three different stroke whānau took part in this study. Part of
the exclusion criteria was that stroke survivors would not be included in the study. However, with the
unexpected arrival of one stroke survivor during a participant interview, it was deemed appropriate
to include her in the interview.

Ethical considerations: Ethics approval, informed consent and responsiveness
The ideation phases involved extensive consultation with kaihautū mātauranga and kaumātua about
the proposed research as consent was required to conduct the research. Ethical approval was
obtained from Unitec Research Ethics Committee (UREC: #2018-1060). Written informed consent was

88

gained from the Marae committee prior to recruiting whānau participants. Consistent with tikanga
consent was obtained verbally from all whānau, prior to the interviews.

Data collection
Interviews (n=4) were conducted with whānau who belonged to the same iwi in Central North Island
(see Table 1 for demographics), at an educational institution and in participants’ homes. Participants
were interviewed individually or in whānau groups depending on their preference. Interviews, which
lasted between 60 - 90 minutes, were guided by semi-structured open-ended questions. Two
researchers facilitated the interviews, while one researcher completed field notes. Interviews were
audio-recorded. Participants were given koha in appreciation for their time.

Data analysis
The data set included anonymised transcripts of four interviews which were analysed thematically.
The process of thematic analysis, informed by the work of Thorne

(42)

, involved conceptualisation,

synthesis, coding and categorisation of data. Initial themes and sub-themes were open coded to
identify similarities and patterns within the data. Focused coding to develop themes included
extrapolation of relevant information pertaining to the research questions. Once main themes were
recognised, data were reviewed, organised, re-organised and interpreted to produce the findings (43).

89

Table 1. Demographics of whānau participants (n=7) and relationship to the stroke survivor.

Participants

Relationship to
stroke survivor

Age of
stroke
survivor

Ethnicity of
whānau

WHA1P1*

Daughter

Mid 50s

Māori

WHA1P2

Granddaughter

WHA2P1**

WHA3P1

Level of impairment of stroke survivor

Entire body affected affecting mobility;
speech impairment; assistance with
ADLs required.
Mum1 - Hemiplegia; personality
changes

Whāngai
daughter

Mid 50s

Daughter

Mid 60s

Māori
Mum2 – Entire body affected

WHA3P2

Granddaughter

Adolescent

WHA4P1

Husband

Mid 60s

WHA4P2

Stroke survivor

Mid 50s

Māori/Cook
Island

Māori

Hemiplegia; mild speech impairment;
mobility preserved

Hemiplegia; mobility preserved;
rehabilitated well and regained 90%
functioning ability post-stroke

*WHA1 and WHA2 were related, through whāngai ties. WHA2P1 was the whāngai sister of WHA1P1.
**WHA2P1 cared for two mothers, mother-in-law (mum1) and nan (mum2).
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Findings
Data analysis identified three themes with several associated sub-themes (see Table 3). The themes
captured participants’ experiences of providing care over time, and from a Māori cultural perspective
(taha Māori), the value of whānau and their views about culturally specific support services. The
themes also identified some ideas of how support could be improved and extended to caregivers of
stroke survivors in rural areas.
Table 3. Themes and sub-themes extracted from the interviews with whānau
Theme

Sub-theme

Caregiver experiences

Adjustments in the home environment
Experiences relating to support services
A ‘24-hour’ job
Caregiver and whānau burden

Taha Māori: A cultural perspective

The supporting role of whānau members
Significance of whānau members
‘Māori are proud people’

Support services: A way forward

Culturally specific support services
Technological solutions

Caregiver experiences
This theme encapsulates the participants’ caregiving experiences across the post-stroke trajectory,
including the availability of, access to and use of support services. The 24-hour nature of caregiving,
which was experienced as burdensome for some whānau, was also included within this theme.

Adjustments in the home environment
The sudden nature of the stroke event seldom prepared whānau for the changes they encountered in
meeting the needs of the stroke survivor, following their transition to the home environment. The
stroke survivors in this study experienced a range of impairments post-stroke, which were not only
limited to functional impairments but also included mood swings and behavioural changes. The latter
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made the task of caregiving even more burdensome and challenging. One whānau experienced a high
turnover of home support workers.
They all started backing out because her mood kept changing and she started getting
aggressive […]. It was pretty challenging […] because she got totally frustrated, [...] her mood
swings were just unbearable. She only had one brave soul that stayed right to the end.
(WHA2P1)
For another whānau, adjustments related to role changes experienced by all concerned.
It took her awhile to get used to that [having someone else do things for her] because she had
been quite a routine lady [...], she was still my mother and I was still the child. I didn’t treat
her the other way around, I let her be her. (WHAP1)
Some participants felt they were not fully informed about support services. For one whānau this
related to information about respite care, that may have enabled better home care management.
We didn’t find out about respite care until two or three years down the track. [...] no, nothing
really. It was like we were blindfolded. (WHA1P1).

Experiences relating to support services
Part of being prepared and well-equipped to transition into a caregiving role entailed having relevant
information to provide adequate and effective care. Information about the stroke event itself and
what to expect post-stroke were found to be crucial, particularly in the early stages following hospital
discharge.
Participants reported that initial conversations with hospital staff mainly focused on modifications
that would need to occur in the home, “kinds of changes that will happen in the home, ... just altering
the house” (WHA1P1). The homes of all whānau participants required modifications particularly to
the bathroom and toilet areas. Some homes required installation of a ramp to enable wheelchair
access.
In addition to assistance from the hospital to make homes more accessible for stroke survivors,
participants described the adequacy of services such as speech therapy, physiotherapy and
occupational therapy, post-discharge, “there was a lot of help for us, like physio ... if we wanted it. But
I didn’t take that help” (WHA3P1). Whether or not whānau utilised certain services was a matter of
choice and relevance. “I didn’t want to put my mum in a home, it’s a personal thing” (WHA3P1). One
participant commented that the lack of culturally specific assistance influenced their decisions not to
use support services.
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There were no Māori services out there for stroke victims. When we did make the enquiries,
there was a lot of mainstream services out there with a lot of mainstream people or nonMāori workers and services. (WHA2P1)
Conversely, the availability of Māori services (as was the case in some hospital settings), was perceived
as immensely helpful during recovery.
She (WHA4SS) was in the Māori ward and two Māori girls would check her every day. They
were really good and they could korero with her. One of my sons-in-law is really good with
his Māoritanga23 [...], we would sit there [in the whānau room] and have a church session and
go for an hour and she liked that […]. (WHA4P1)
These experiences showed that while support services were essential and welcomed by whānau, the
decision to utilise certain services was based on usefulness and cultural appropriateness.

A ‘24-hour’ job
Participants often described caregiving as a 24-hour job.
It was just a 24-hour job. She [stroke survivor] couldn’t go to the toilet by herself, couldn’t
feed herself, couldn’t talk, just cried all day, for six years, so it was quite hard. (WHA1P1)
For some, round-the-clock caregiving was an unforgettable experience.
In the actual hospital [...] they gave her a couple of walking lessons and realised it was a waste
of time. [...] to me it felt like they just gave up anyway. She couldn’t stand or do anything. We
didn’t have a social worker nor much information […], it was terrible ... well something I will
never forget. (WHA1P1)
One participant expressed hesitation about taking on the full-time caregiving responsibility because
of the 24-hour expectations associated with caring.
I knew how challenging she was going to be considering there was no hope for her to
rehabilitate physically, [...] the sort of stroke she had, the whole body just shut down. I
encouraged dad to put her in a home [...], but that got messy. My dad decided to give up work
and he looked after her full-time, although the doctor said, ‘she is going to be bed ridden,
she’s going to be wheelchair bound, you are going to have to do all her personal cares yourself
[...]. (WHA2P1)
Another reason this participant decided against becoming her mother’s full-time caregiver was due to
consequent loss of income. Allowances were available for caregivers who provided full-time care,
however, the benefit payment at that time was not comparable to her regular income.
I didn’t want to be the permanent caregiver because that payday was shit. Work and Income
paid $286 at that time for caregiver’s benefit and that’s only because I was whāngai’d in. She
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wasn’t legally my mum, so I was actually an external caregiver. So, $287 in comparison to my
back then $520 a week, I was like no, I need my $520. (WHA2P1)
Twenty-four-hour caregiving was also described as “unrealistic”, and the effects on the wellbeing of
the individual, the caregiver and whānau, deleterious.
I don’t care what Māori say, that’s just the reality, it’s no good for you to look after your stroke
whānau long-term by yourself or with just your immediate family, that’s impossible, it’s
unrealistic [...]. (WHA2P1)
Participants faced considerable challenges in providing long-term round-the-clock care with limited
external support, which had a substantial impact on their lives.

Caregiver and whānau burden
Participants also described how the stroke event was burdensome on the whānau as a whole. Some
whānau members provided hands-on care such as showering, feeding and toileting, while others
supported primary whānau caregivers by taking on other responsibilities including transport to
specialist or occupational therapist appointments. Some whānau undertook the caregiving tasks
alongside other family commitments (e.g., raising children, paid employment and other everyday
duties).
Oh, it was stressful, that whole six years, it was tiring … I had three [young children] at the
time. We were living with mum and dad … [there were] five grandchildren and four adults in
a three-bedroom house. So, you can imagine how tight it was. (WHA1P1)
One participant seemed conflicted in her ability to balance her own needs versus her ability to provide
care for her mother (stroke survivor), who was highly dependent on her daughter.
I was tired, exhausted and had no life because of her frustration and her needing me. The only
time I had a life was when I went to work. However, she expected me to be home by six.
(WHA2P1)
Financial hardship as a consequence of caregiving was frequently recounted by participants. Changes
in employment status were described as necessary. The joint unemployment benefit (a couple)
received (mostly 50% of regular income), was insufficient to sustain a living especially when
dependent children were part of the whānau. Other means of securing incomes were pursued and
financial assistance from other whānau members was sought to make ends meet.
They were financially struggling [...]. I was blown away when I received a call from my dad one
day [...], because he’s never ever had to ask anybody for money. He was a good budgeter and
had lots of money/savings for retirement for him and my mum, and for him to resort to that
[…] to survive pretty much and get the things that my mum needs. (WHA2P1)
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All participants described the reality of their caregiving experiences while also indicating the burden
caregiving can present. Some tasks were challenging while other tasks such as balancing family
commitments, required caregivers to possess sound management strategies. Even in cases where
whānau members appeared to have been well informed, the increased demand related to caregiving,
lifestyle changes and financial consequences contributed to the overall burden for whānau caregivers
and whānau.

Taha Māori: A cultural perspective
Taha Māori refers to the Māori side or Māori viewpoint to the experience. This theme reflects the
cultural impact on the caregiving experiences of participants. Participants strongly acknowledged the
roles of, and contributions from, whānau members. Each whānau represented a unit within which the
roles of whānau members were predefined. These roles stemmed from a collectivistic orientation
which held that caregiving duties were considered a shared responsibility.

The supporting role of whānau members
Participants described the nature of support provided by whānau members along the stroke care
continuum. For some, encouragement was found to be essential.
Families should actually work together [...] to just give them [the stroke survivor] that
encouragement to get up and do things. (WHA3P1).
For others, spouses and children were understanding and offered assistance as required, to
sustain and enable primary whānau caregivers to carry out their caregiving duties.
I was lucky my husband wasn’t angry with me because I spent a lot of time with my
mother. I couldn’t go out or go away with him if he went anywhere, and that was fine
with him. He used to say, ‘ok you know, mummy needs you, that’s that.’ [...] And my
daughter and granddaughter were another big help. They’d give me weekends off.
(WHA3P1)
One participant felt reassured by having family members present at the time of the stroke event.
This had a major influence on the health, wellbeing and recovery of the stroke survivor.
When the stroke happened, it was more about [name], the kids, and the family being
around. [My husband] was with me right from the time I had the stroke till I came out of
hospital. He was there 24/7. (WHA4P2)
Attentiveness, presence and added assistance from wider whānau permitted caregivers to fulfil
their responsibilities towards the stroke survivor. This form of indirect support was perceived as
pivotal in enabling primary caregivers to carry out their hands-on caregiving tasks.
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Significance of whānau members
Some whānau members’ contributions over the care trajectory were significant. For one participant,
her sister acted as an intermediary between the health system and the whānau. Her sister was
valuable in providing information around care, and her knowledge instrumental in the acquisition of
resources such as modifications to the house.
It was my sister that was coming in and giving us a little bit of info here and there. She had
dealt with social workers and stuff like that, I think she was doing something along those lines
hence she was the one telling us what, how and whom to ask for help. (WHA1P1)
In other cases, the physical characteristics and prior caregiving experience of wider whānau members
were instrumental in enabling primary caregivers to carry out caregiving duties.
She [WHA3P2] did all the lifting. She used to just pick up mum, plonk her here or there. She
was very good [...]. Mum [stroke survivor] never even trusted my brothers to lift her when
they would come visit her. (WHA3P1)
Having knowledgeable and skilled whānau members enabled whānau to navigate through the
caregiving continuum. Playing to the strengths of wider whānau was equally significant in fulfilling
caregiving tasks.

‘Māori are proud people’
Feelings of pride and wanting to keep business behind closed doors to avoid judgement, were
described using the phrase “Māori are proud people”, an indication of self-identity, recurrently
expressed by a number of participants. This was characteristic of some whānau members, particularly
when discussing external help, family outings and privacy.
My father (spouse of stroke survivor) was hard [...], but he just didn’t like to ask for help. He
was a proud man. He didn’t want people to come in the house. He didn’t mind if it was
whānau but if it was outside the gates, I think they were worried about judgement. That comes
with pride, he didn’t want to be judged. (WHA1P1)
Pride was also described in terms of a stroke survivor’s physical appearance and concern for how this
might have affected the public’s perception of the individual.
[They] had great pride in themselves, loved makeup and fine things. To see them looking like
the way they did ... it was difficult ... it was real sad. (WHA2P1)
However, in certain instances, there were concerns that a survivor’s changed appearance might be
blamed on the caregiver’s inability to provide appropriate care.
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I can’t take you out because your friends will think you are being neglected and abused.
(WHA2P1)
Participants drew attention to whānau relationships and the contributions of whānau to caregiving.
For them this was a responsibility held by the whānau rather than the wider community. Personal
qualities possessed by certain whānau determined how they received and welcomed external help,
including fear of judgement.

Support Services: A way forward
Having previously expressed a dissatisfaction with the lack, or limited provision of resources during
the caregiving continuum, participants provided examples of how support services could be more
culturally responsive and also identified some technological solutions that could be useful in extending
support to caregivers and whānau.

Culturally specific support services
One participant described the importance of the appropriate support for Māori whānau, suggesting a
Māori advocate who would act as a liaison between healthcare professionals and the whānau, “to
take you step by step through what to do” (WHA1P1), in order to provide the necessary information
post-discharge. Most whānau also described feeling comfortable dealing with Māori health
professionals in general, because of the perception that Māori should know how Māori operate.
Māori feel comfortable with Māori, I don’t think it’s a racial thing, it’s just they should know
how Māori work. (WHA1P1)
Participants expressed the role of cultural norms when expressing a need for culturally specific
support and advocacy.
I know that through working in Māori health, your whakatauki, your growth is around Māori
anyway. Well for my service, it’s Māori, for Māori, by Māori. It doesn’t mean that you have
to be Māori to come into the service because we take non-Māori too just as long as you
respect the tikanga and the kawa of our organisation and Tainui, we are good to go.
(WHA2P1)
One participant described how a Pākehā (English) nurse in hospital drew on her previous experiences
working with Māori patients and her knowledge of tikanga, to enhance her stroke rehabilitation in the
form of poi exercises.
She [nurse] asked me if I did kapa haka and if I had the poi at home. I said, ‘oh hell yeah!’ She
wanted me to do those kapa haka type exercises, which she had learnt [...]. Having seen it
done with another patient she thought maybe that’s what I needed instead of the things that
they [the hospital] wanted me to do. I think that was a lot of help. (WHA4P4)
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This participant also expressed the importance of speaking her own language, te reo Māori.
Speaking te reo helped her make connections to her life prior to the stroke, especially while she
worked with the speech therapist.
I was born with that language and that’s the language that I know. I said to the doctor well I
want somebody that can help me with my own language, I don’t want your language, I want
mine, but I need someone to help me. (WHA4P4)
The availability of culturally specific services and significance of conversing in te reo were perceived
as greatly beneficial to the stroke survivor’s recovery and supported whānau in providing care.

Technological solutions
Participants discussed some preferred sources of information that would have been useful to them in
addressing

the

challenges

they

encountered

when

providing

care

for

the

stroke

survivor. Some participants expressed the advantages of the search engine ‘Google’. One participant
explained that access to ‘Google’ to search for solutions to support her mother when she reported
experiencing pain could have resulted in her providing care differently.
I would have Googled everything right down to how to exercise her, probably, and mirimiri. It
seemed like she was always in pain because she always cried. She wanted to talk but she
couldn’t talk so maybe around those lines I would have Googled something, maybe helping
with her speech, tips or suggestions around communication. (WHA1P1)
This participant also discussed the potential benefit of a virtual communication feature such as a live
chat option within an application that could direct her to appropriate stroke resources thus avoid the
time-consuming search for information online. She did note however, that the characteristics and
skills of the individual on the other end were important; someone who was able to provide
information in simple easy to follow language, as well as being compassionate, empathetic and able
to relate to the caregiver’s needs.
Someone that can make it easy and simple to understand and avoid medical jargon. If a Māori
is asking for help it is not something they do all the time, so just be polite about it, not be so
blunt. There have been a few times where we come across people and they’ve been quite
rude about it. (WHA1P1)
Including links to different genres of music as a feature within an application was suggested, as
participants found music frequently proved comforting and settling for the stroke survivor.
Music, most stroke people like a lot of music. [...] This mum [mum1] she didn’t do Māori music,
it was rock and roll old school music whereas this one [mum2], she did Māori, so she liked
listening to Māori stuff. (WHA2P1)
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‘We used to play her some music and my kids would sing to her. [...] playing the old country
music, she would click her toe which meant she was enjoying it, then she would go to sleep.’
(WHA1P1)
Another participant suggested that a link to resources that allow whānau to recognise the signs and
symptoms of stroke, and what actions to take to get immediate help would be useful. Recognition of
the signs that his wife was having a stroke, “something was wrong ... first just the face and then the
left foot” (WHA4P1), enabled one participant to take action and get his wife the help she needed.
Having the necessary health information in one easy to use application, for instance, was perceived as
beneficial to most participants, rather than having to search numerous times or access multiple
different websites for the appropriate information.
It could be beneficial to develop one [an app], I would think you should do one and just see
what the outcome would be like. (WHA2P1)
When providing care for the stroke survivor, participants signalled the shortcomings in the availability
of resources to suit their needs, offering some valuable insights into, not only culturally appropriate
services, but also technological solutions that would have been useful for them at that time.

Discussion
This study explored the experiences of whānau caregivers living in New Zealand following a stroke
survivors’ discharge to home. The aim was to understand whānau caregiving experiences and factors
that contributed to their acceptance of, and access to support. Three main themes and associated
sub-themes were identified which included the caregiving experiences of whānau, adjustments made
during the provision of round-the-clock home care, participants’ perspectives about the shared
responsibilities of whānau members and their requirements for culturally specific support services to
enable better ongoing care provision. These findings build on other studies exploring family/whānau
experiences post-stroke (6, 16-18, 21), and acknowledge the ongoing unmet needs of stroke whānau longterm.

Caregiver experiences
Whānau encountered numerous challenges during their caregiving journeys which had varying impact
on their lives. Participants reported increased physical demands (managing ADLs and transporting the
person), emotional trauma (witnessing and dealing with changes in the person’s behaviours),
environmental, financial and lifestyle changes (the 24-hour responsibility of being a
caregiver/caregiving whānau). Some participants also felt unprepared and uncertain when
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transitioning into the full-time responsibility of caregiving. These findings corroborate Lutz et al (14),
who report families felt abandoned, alone and unready to assume their caregiving roles. In contrast,
Olivier et al (17) found some caregivers felt prepared because of history of stroke in families and prior
experience of providing care.
One whānau in this study expressed shortcomings in how healthcare professionals relayed
information. For example, the lack of information about respite care until two-three years posthospital discharge. This may have influenced how participants managed their care-related duties in
the first few years. Whānau expectations about information provision, the lack of transparency, and
explicitness from healthcare professionals about the realities of transitioning to home care influenced
their choices to utilise certain services. Being better informed and prepared could have enabled better
home care for the stroke survivors. The findings of Roy et al (21) indicate that healthcare professionals
either provided insufficient information or were unable to appropriately relay information to whānau,
which led to confusion and uncertainty for whānau. Lawrence et al (44) suggest whānau are likely to
forget much of the information provided in the early stages post-stroke due to other overriding
concerns, such as balancing care responsibilities, when the stroke survivor returns home. It has been
argued that healthcare professionals may have difficulty distinguishing between support required by
the stroke survivors themselves and support required by the caregivers and whānau (44). This suggests
caregivers’ issues relating to uncertainty may be a result of how healthcare professionals disseminated
information following hospital discharge (6). Caregivers are likely to be more receptive once they have
settled into the caregiving role

(44)

. Since the recovery trajectory can be variable following stroke,

planned follow ups using a family-centred approach is recommended to ensure the needs of families
are met.
When participants recalled their experiences of providing 24/7 care, they expressed their views about
the full enormity and realities of caregiving. The full-time commitment and burden associated with
caregiving were interrelated. Stroke survivors who had significant functional impairments required
constant caregiving. Some whānau participants had to balance 24-hour care alongside their own
personal needs and whānau obligations. In turn, this increased participants’ perceived sense of burden
associated with round-the-clock caregiving. The findings of Gbiri et al (29) are consistent with the strain
and burden experienced by whānau caregivers in this study, who had to juggle personal family
obligations such as caring for dependent children and reduced time for taking part in family/social
activities. Shared responsibilities with multiple caregivers are likely to reduce the hours of care taken
on by a single caregiver and thus the physical and emotional consequences associated with caregiver
burden (29).
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Participants’ sense of burden was associated with physical, emotional, financial consequences and
social disengagement. Ongoing long-term care provision was also described as “unrealistic”, and
detrimental to the wellbeing of the individual providing care, as well as the whānau. Greenwood et al
(13)

also report higher rates of social isolation and lack of freedom associated with stroke survivor’s

dependence on caregivers, resulting in lower health-related quality of life for caregivers. Findings
relating to financial consequences seem comparable to the financial challenges faced by caregivers in
a paper by Nikora et al

(25)

. Caregivers were either unemployed, worked part-time or had to resign

from work to assume their caregiving duties.

Taha Māori: A cultural perspective
All participants in this study expressed that whānau was the most important support system, involved
in some aspect of care provision, whether through direct (primary caregiver) or indirect support;
whānau members who ensured the wellbeing of the stroke survivor and/or primary caregiver was
maintained. Whānau members working together to provide care, represented participants’
expression of shared and collective responsibilities towards whānau. Whānau was an inseparable part
of participants’ taha Māori and enabled them to navigate through the caregiving continuum. Te rito o
te harakeke, a well know whakataukī metaphorically used for whānau, symbolises the connectedness
and unity between whānau members (45). Acknowledging the strengths of some whānau members and
whānau who adhered to their filial obligations were significant aspects associated with participants’
taha Māori. Duthie et al (18) also report that participants expressed a moral obligation relating to duty
of care to stroke survivors. This sense of connectedness and nurturing environment is found to
strengthen whānau and reinforce cultural identity

(6)

. Families are also found to cope better when

caregiving tasks are shared, and challenges are faced with a can-do attitude (14).
Self-identity emerges from within and is not imposed by external factors such as societal influences or
stereotypes

(6)

. A sense of cultural self-identity for Māori is observed through a statement of self-

empowerment and confirming to tradition (6), which were factors influencing how participants in this
study expressed their views and beliefs around caregiving. Culturally based attitudes of participants
influenced how information was accessed. Some whānau found it difficult to express their need for
help or accept external support. One participant explained that her father’s pride contributed to his
decisions not to seek external help. Feelings of pride were inherent in the comments of many
participants and suggested strong views about who they were, what they stood for and how they
managed whānau wellbeing. Use of external supports could be stigmatised as neglecting moral
obligations to family members. Qui et al (30) and Pharr et al (46), also found that different cultures held
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strong values of collectivism, familialism and filial piety. Care was provided without question and
accepting the responsibilities of caregiving were an expectation for nuclear family members.

Support services: A way forward
Our findings show whānau faced challenges with regards to support received over the care continuum,
suggesting the need for culturally appropriate services and specific resources that might have been
useful to better manage the stroke survivor. These included support workers who could korero in te
reo Māori, exercises recognised as familiar to the stroke survivor (kapa haka) for rehabilitation
purposes and an advocacy service, preferably, but not necessarily, Māori. A sense of comfort is
associated when dealing with Māori health professionals, as participants believed they could better
relate to their needs, as well as understanding tikanga and tika (correct way of doing thing within
Māori cultural practices and customs). One participant stated, “asking for help, it is not something
Māori do all the time.” Availability of Māori-oriented services meant whānau were more likely to
utilise and benefit from the support. Regaining conversational ability in te reo, for one participant,
was significant to her post-stroke recovery. Having access to, and assistance from, a Māori speech
therapist enabled this. Nikora et al (25) also state that Māori whānau were more likely to access Māori
health and disability support services because of comfort and ability of whānau to relate to Māori
service providers and support workers. The availability and accessibility of Māori health and disability
support services also meant whānau were more likely to access these services.
Findings also highlighted participants’ views relating to technology and certain comprehensive
resources such as a smartphone application, which would have been helpful in facilitating long-term
care. Some studies have implemented web-based applications to help caregivers deal with outcomes
of stroke such as Caring-Web, a website for caregivers (47), and a web-based educational intervention
for management of physical impairments (37). Other studies have begun to explore the possibilities of
smartphone applications (10, 48). These studies (10, 48) also advocate the implementation of tools unique
to stroke caregivers, since technological advancements have enabled the use of internet to access
healthcare information. In addition, Roy et al (21) emphasise the importance of delivering jargon free
information at the opportune time, and specific to family needs. Supplementary research that
investigates what these applications might look like from the perspectives of whānau caring for stroke
survivors, is required.
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Study Strengths
The strengths of this study include the use of a combined methodological framework that informed
the entire research process and contributions from a highly experienced research team and Māori
advisor. Collaboration with kaihautū mātauranga throughout the research process ensured the
research was conducted in a culturally safe and appropriate manner.

Study limitations
The main limitation of this study is that it reports on the views of seven participants from a specific
geographic area in NZ with a diverse range of experiences as stroke caregivers and whānau. All
participants self-identified as Māori. However, findings may not be relevant to other Māori
whānau/iwi/hapū. These findings should be used cautiously given the small cohort and time since
stroke particularly in relation to technological solutions.

Conclusion
Studies have shown that the needs of stroke survivors and their whānau change across the care
continuum. The same studies report unmet information needs following discharge from hospital (12,
29)

. Whānau play a pivotal role in meeting the caregiving needs of stroke survivors. Literature

underscores the importance of alleviating caregiver burden

(14-15, 29)

, given the amount of evidence

suggesting caregivers and whānau experience ongoing burden and challenges across the post-stroke
care trajectory. Important aspects to improving caregiver burden include understanding the realities
and implications of 24-hour/round-the-clock care, providing ways to enable caregivers coordinate
everyday responsibilities, manage their personal schedules and balance other whānau obligations (12,
49)

.

Culturally perceived norms and prevailing beliefs tend to influence decisions around care provision
and whānau caregiving

(30, 46)

. It is recommended that healthcare providers incorporate a whānau-

centred approach and engage the views of all concerned in managing caregiving responsibilities posthospital discharge. Findings of this study express the unique needs of stroke caregivers and whānau,
such as transparency from healthcare professionals about the realistic demands of caregiving when
stroke survivors return to residential care, the need for culturally specific support (e.g., Māori
advocacy service), a user-friendly, easy to navigate digital resource, and some insight into the potential
advantages of technological solutions (smartphone-enabled interventions) for post-stroke support.
However, some level of literacy is required to enable the use of digitally driven interfaces. Thus, when
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designing future studies or culturally specific interventions, guidance from highly qualified cultural
experts and experienced stroke professionals, is recommended.
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Appendix A: Initial consultation notes with Māori advisor
The initial consultation notes and minutes to the meetings held with TeUrikore and the research team.
Minutes of Meeting 4/7/2018
Attendees
•
•
•
•

TeUrikore Biddle
Dianne Roy
Sylvia Hach
Favsta Fernandez

Introduction of myself
Handed over copy of background document
Brief overview of the research project

Discussions
Geographic considerations of concentration of population affected by stroke (can be accessed through
DHB websites)
TeUrikore suggested her iwi in the Central North Island (15 km inland) could be ideal for the study, she
knows the area well and is aware of the rate of stroke incidence in this area. In addition, currently in her
community they are working towards goals that are aimed at finding what the whānau need in terms of
stroke recovery and the issues that whānau encounter post stroke when providing care. This study would
align well with these goals and could form the basis for further research with the potential to unfold into
various phases mentioned below.
Phase I – focus group study with caregivers of 2 – 3 stroke survivor whānau, in the absence of the stroke
survivor, so that the whānau are able to speak freely. Content (tba) - acceptability of an application and
what information would caregivers like to see in such an application
Phase II – bring the whānau together and get an understanding of their attitudes, beliefs and behaviours
around a potential mobile app based on the findings of focus group
Phase II – the findings of this study could be used to design a mobile application
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Phase IV – test the mobile application
Phase V – test the effectiveness and validity in a larger cohort
As this is a 90 credit dissertation, our focus will be Phase I of the project.
The initial plan would involve TeUrikore putting forward our project in discussion during her monthly
marae meeting.
AGM meeting = 23/7/2018 (provide initial summary/brief mention)
Monthly agenda meeting for general business = 7/8/2018 (our project will be mentioned in more detail)
TeUrikore’s iwi marea in Bay of Plenty would host manuhiri for the day/overnight. Reason for the chosen
location is because this iwi has been identified to have a number of whānau of stroke survivors and
would provide a suitable basis for the study. It aligns well with the current community efforts to
recognise the needs of these families. The finding of this study would give back to the community and
contribute to a body of knowledge and resources that could be used for further phases of this study. We
are more likely to get volunteers to attend this if it were in the form of a community event.
Focus group study (2-3 groups) – caregivers of stroke survivors not including the stroke survivors, 2-3
whānau in each focus group, limited to 8-12 participants in each group. Recent stroke incidence
12months – 3, years because care and support changes over the course of recovery and this is something
we could capture. First time stroke incidence (stroke proper) preferred, excluding TIAs
Consent form – one form that will be presented to one family in the group and then an overall verbal
consent will be gained for time constraints and not having every single person filling out paperwork
Data collection - Brief mention about approaching Alannah to help out with data collection, however due
to her current workload she may not be able to commit.
Methodology – Interpretive description
The study would be conducted on a weekday (preferably Thursday as advised and higher probability of
people attending on this day).
•

Location – marae in Bay of Plenty

•

Time – 10.00am – 7.00pm (TBC)

•

Transport – Discussed using the marae truck
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•

Research team would likely have to stay overnight (location tbc)

Schedule for the day – tentative and subject to change
o

Pōhiri – tangata whenua and manuhiri

o

Whakatau - official welcome speeches and acknowledgement of those gathered

o

Pohwhiri – invitation to marae

o

Whakahuatanga - Whaikōrero

o

Koha - $100 for use of the marae, $100 for food, koha for the participants (TBC); N.B.
$500 budget allocation

o

Hākari – meal shared

o

Pepeha

o

Introduction of the research

o

Focus groups 1 – 3 (~ 2hours per session, 8 – 10 participants in each)

o

Explanation of outcomes after each focus group session and statements relating to
keeping connected with this community

Important dates =
•

TeUrikore AGM meeting = 23/7/2018 (provide initial summary)

•

Monthly agenda meeting for general business = 7/8/2018 (our project will be mentioned in more
detail)

•

Pre-proposal = 23/8/2018 (TBC)

•

Proposal at Forum = 20/9/2018 or 27/9/2018

•

Ethics and approval = October

•

Date of Study = Tentative 22/11/2018 or 29/11/2018 (chosen Thursday as per recommendation
by TeUrikore)

112

Appendix B: Information to marae committee
Document presented by TeUrikore to the AGM and monthly agenda meetings with the marae committee.

Stroke Whānau Research
We would like to conduct a study to assess the needs of whānau of stroke survivors. This will be done in a
way that gathers their opinions, behaviours and acceptability around mobile phone technology for health
management post stroke.
The study design is a focus group study consisting of 8-10 whānau participants in each group.
A focus group entails a gathering of a small group of people, where they can verbalise their experiences
freely and stimulate memories, ideas and experiences in other whānau participants.
We would like to hear about the views and opinions of whānau, about the use of a potential mobile
phone application that will help them better care for the stroke survivor.
Each group will be guided by a partly structured questionnaire to ensure we stay on topic. Some
questions will be quite general and open ended so that whānau will have the opportunity to freely voice
their thoughts and attitudes.
There will be approximately 2 – 3 focus groups over the course of a day. The time frame for each focus
group will be 2 hours.
Ideally we would like to speak to whānau of recent stroke survivors: 12 months – 3 years post; first time
stroke (exclude Transient Ischaemic Attack – ‘mini stroke’).
With consent, the focus groups will be recorded for later review. There will be 4-5 researchers present,
two who will be speaking to the whānau participants as a group and asking questions. One of the
researchers will take notes, and one may be observing for non-verbal cues.
Our aim is to understand the whānau’s behaviours, attitudes and willingness to use a mobile application
for the stroke survivor’s health management post-stroke. This study will eventually align with the overall
aim to improve outcomes and quality of life of stroke survivors and reduce the burden of stroke on the
individual and the community.
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After the study is completed, all the information gathered and documented, we would like to stay
connected to the focus groups to advise of the study outcomes.
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Appendix C: Participant Information Sheet

Information for participants
Research Project Title:
An exploration of whānau/family perspectives on a mobile application (app) for post-stroke care.

Synopsis of project
The purpose of this study is to explore the perspectives of whānau of stroke survivors in rural Central North
Island. It will be conducted by Favsta Fernandez, a Master of Osteopathy student at Unitec Institute of
Technology in Auckland. It is anticipated that this research will address the possible gaps in the needs of
whānau of stroke survivors. It may be used to inform healthcare providers, policy makers and technology
developers, of appropriate interventions for the development of management strategies post-stroke in the
form of a mobile phone application.
What we are doing
The research involves the researcher (Favsta), her supervisory team (Dianne Roy, Sylvia Hach) and
cultural advisor (TeUrikore Biddle), meeting with whānau participants on Thursday, 22nd November 2018.
There will be two to three focus groups sessions between 10am and 7pm on that day. Each focus group
session will take approximately 90 – 180 minutes, and will be audio recorded for later review. The
researcher will facilitate each focus group with ongoing communication and Tikanga support from
TeUrikore Biddle. Co-moderators (supervisory team) will assist and take field/process notes as a means to
capture unspoken words and non-verbal communications. Each recording will then be anonymised,
transcribed and analysed by the researcher which will form part of a Master of Osteopathy thesis.
What it will mean for you
You will need set aside approximately two hours for the focus group session you choose to attend. There will
be up to three held on the day, starting from 11.00am, 2.00pm and 4.00pm, depending on the interest
received from whānau who wish to participate in the research. Each session will involve informal discussions
about your experiences caring for your whānau member (e.g. mother/father/husband/wife), post-stroke.
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If you agree to participate, you will be asked to provide verbal consent. This does not stop you from changing
your mind if you wish to withdraw from the project. Your parent/guardian can also ask for you to be
withdrawn. However, because of our schedule, any withdrawals must be done within 3 weeks after we have
interviewed you.

Your name, and information that may identify you will be kept completely confidential. All information
collected from you will be stored on a password protected file and only you, the researcher and our
supervisors will have access to this information.
Please contact us if you need more information about the project. At any time if you have any concerns about
the research project you can contact our supervisor:
My supervisor is Dr. Diane Roy, phone +64 9 892 8307 or email droy@unitec.ac.nz
Below we have collated some details of options for spiritual and formal mental health support for you. If you
feel like you would like to discuss anything we talk about on the marae with another party or you would like
to discuss anything else, please feel free to contact any of the following.

1. Support services available in Taneatua: http://www.tuhoehauora.org.nz/.
2. Taneatua Medical Centre also have support services available:
https://www.healthpoint.co.nz/gps-accident-urgent-medical-care/gp/taneatua-medicalcentre/

UREC REGISTRATION NUMBER: 2018-1060

This study has been approved by the UNITEC Research Ethics Committee from 22 November 2018 to 22
November 2019. If you have any complaints or reservations about the ethical conduct of this research,
you may contact the Committee through the UREC Secretary (ph: 09 815-4321 ext 8551). Any issues
you raise will be treated in confidence and investigated fully, and you will be informed of the outcome.
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Appendix D: Approval letter UREC
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Appendix E: Addendum request to UREC
November 19th, 2018

Kia ora Rob,
Re: UREC Application 2018-1060
Title: An exploration of whānau/family perspectives on a mobile application for post-stroke care
I am writing to request for an addendum to the above application.
There have been some last-minute changes to the location of our focus group study. We received
word that unfortunately the marae will not be available due to renovations. Due to this
unavailability, we will be unable to recruit the participants that we had hoped for.
As an alternative we have had to change the location of the study to Hamilton and Waihi Beach for
part of this study, for those participants that have already confirmed their participation.
Under the advisement of our Kaihautū Mātauranga Māori, TeUrikore has suggested we invite
whānau of Māori staff members at Unitec who fulfil the inclusion criteria to participate in our
research. As mentioned in the application (see Q8. p. 4), Waikato, Bay of Plenty and Waikato regions
were found to have highest ethnic differences of stroke incidence rates especially in Māori and
Pacific populations. In order to make up for the loss of participants from Bay of Plenty, we will be
looking to recruit participants living in Auckland.
We hope the Unitec Research Ethics Committee will consider an addendum to my application and
understand that we are making every effort to address the changes we have encountered. We look
forward to your response.

Nga mihi,
Favsta Fernandez
favsta.fernandez@yahoo.com.au
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Appendix G: Demographic data and sample questionnaire

Demographic data/field notes
o
o
o
o
o

Stroke survivor’s age at the time of stroke event
When the individual had a stroke
Whether or not the stroke survivor survived is still alive at the time of data collection
Details of the level and nature of residual impairments following the stroke event
Age of the whānau members and their relationship to the stroke survivor

Sample questions to guide the focus group discussions.
Based on experiences caring for your whānau member (relationship identifier e.g.
mother/father/husband/wife) post-stroke

Q. What are some of the things you didn’t know then, that you know now – things you weren’t able
to seek answers to?
Q. What are some of the healthcare services you have found beneficial or would have benefited
from since your whānau member had the stroke?
Q. How do the effects of stroke (caring for the stroke survivor) hinder your access to appropriate
resources?

Around mobile phone technology

Q. What are the perspectives and acceptability of whānau/family of stroke survivors about mobile
phone apps for health information and post-stroke care?
Q. Have you used apps on your mobile phone to access information that may be useful while providing
care for the stroke survivor?
Q. What are some of the features whānau would want in the app?
Q. What would make the app user friendly or difficult to use?
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Appendix H: Field notes
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Appendix I: Thematic analysis audit trail
An example of how one theme was constructed

122

123

124

Appendix J: The Journal of Primary Health Care author guidelines
The Journal of Primary Health Care (JPHC) is a peer-reviewed research journal publishing original
research relevant to primary health care in New Zealand and Pacific rim countries.
Publishing Policies
The JPHC insists on high standards of ethical behaviour throughout the publication process. Our
journal editors work within the guidelines of the Committee on Publication Ethics
(COPE) and International Committee of Medical Journal Editors (ICMJE). Further information on our
policies can be found at http://www.publish.csiro.au/hc/PublishingPolicies.
Submission and Preparation of Manuscripts
Please submit your paper using our online journal management system ScholarOne Manuscripts,
which can be reached directly through this link or from the link on the JPHC´s homepage. If you are a
first-time user, register via the ´Register here´ link; otherwise use your existing username and
password to log in. Then click on the ´Author Centre´ link and proceed.
All authors’ names and affiliations should be listed on the main manuscript document. We
recommend including a covering letter that offers a justification for publication.
ScholarOne requires authors to list at least two potential referees, which the Editor-in-Chief may
take into consideration if sending the manuscript out for peer review.
Do not include any names of current or recent collaborators, members of your own research
institution/group or other people who could be viewed as not impartial to your research outputs.
Potential reviewers should be expert in some aspect of your research, which should be highlighted in
your submission.
Submissions should be double-spaced with ample margins. Number all pages consecutively. Ensure
that the abstract is included in the main document.
All original papers, systematic reviews and improving performance papers require an abstract of
maximum 250 words.
Abstracts should be structured and should be clear and succinct. Article content should be
structured according to the type of submission. Follow the specific instructions for original papers
below. Articles should also contain a ‘What gap this fills’ statement consisting of: one or two bullet
points under the headings ‘What is known about the topic’ and ‘What this research adds’.
All pages of the manuscript must contain line numbering to aid the referees in their task
How to Write an Original Research Paper
Maximum word count: 2500 words (excluding Title page, Abstract, Tables, Acknowledgements and
References).
Abstract: Should have the sub-headings Introduction, Aim, Methods, Results, Discussion. (Maximum
250 words).
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Keywords: Up to six keywords or phrases should be provided (recommended to use MeSH terms).
Consider including some or all of your keywords in the title and / or abstract.
What gap this fills: Summarise what was already known about the topic and what your work has
added to the body of knowledge, with particular relevance to primary health care clinicians. No
more than two short sentences should be included under each of the headings “What is already
known” and “What this research adds”.
Main text: Original research papers should follow the “IMRAD” structure: Introduction, Methods,
Results, and Discussion. Relevant sub-headings may be used.
Introduction: A clear succinct review of current knowledge on the topic to provide a context or
background for the study – for example the nature and significance of the problem or gap in
knowledge to be addressed. The final paragraph should contain the study aim with both primary and
secondary objectives of the work.
Methods: Describe the study design, setting, participants, how they were selected and how many
potential participants declined to be involved in the research. Comprehensively describe the data
used in the study and the methods used to obtain the research data. Comprehensively describe how
the data were analysed. Please state that the project has received ethical approval, the approving
institution and approval identifier; or provide reasons for exemption from ethics committee review.
Results: This section presents the study findings. If the study design relies on statistical analyses
(including descriptive statistics), include absolute numbers as well as percentages, and provide
indicators of measure of uncertainty or error, such as confident intervals, as well as P values. Do not
duplicate in the text the data in tables or figures but summarise the key findings. If the analysis relies
on direct quotes from participants include sufficient quotes to support the conclusions, numbered to
indicate the respondent, but anonymised to avoid respondent identification. These can either be
inserted in the text (in italics and indented), or presented in table form with themes and sub-themes
illustrated by appropriate quotes. Original papers requiring extensive participant quotes may be up
to 3000 words in length.
Discussion: Summarise the main findings and interpret them in the context of previous relevant
studies, stating how this research extends existing knowledge. Acknowledge the strengths and
limitations of the research and discuss the implication of the findings with respect to practice, policy
or future research.
Acknowledgements / funding: Acknowledgement should be made of those who do not meet the
criteria for authorship but who have contributed to the design, data collection or manuscript
preparation, as well as funding and material support.
Conflicts of Interest: All authors are to declare all potential, perceived, or real competing interests. If
an author has no potential conflicts, please state.
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