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qualitative study
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ABSTRACT
Objective:  Cardiac inherited diseases can have considerable psy-
chosocial effects, including lifestyle limitations, anxiety and depres-
sion. Most research to date on patient experiences of CID has 
been conducted with people from Western cultures, yet culture 
can shape patient views and experiences of health. The aim of 
this research was to explore the experiences and perspectives of 
Māori and Pasifika living with a cardiac inherited disease (CID).
Methods and Measures:  Semi-structured interviews were con-
ducted with 14 Māori and 14 Pasifika patients living with a cardiac 
inherited disease and seven of their family members, using Talanoa 
and Kaupapa Māori methodologies. Themes from the interviews 
were identified using interpretative phenomenological analysis.
Results:  Three common themes were identified as important in 
shaping participants’ perceptions and experiences of CID: (1) dif-
ficulty in understanding the disease as separate from symptoms, 
(2) considering ancestors and future generations and (3) the role 
of spirituality and religion.
Conclusion:  This study highlights a gap between indigenous 
patients’ understanding of CID and the western biomedical 
approach. Patients’ understanding and treatment behaviours 
depend on symptoms, familial ties and spirituality. The findings 
support the need for transparency and culturally appropriate prac-
tices in healthcare. Considering these aspects may help to reduce 
health inequities for these populations.

A diagnosis of chronic illness can come as a shock, and individuals are faced with 
an uncertain future, and a change in role to becoming a patient (Petrie & Jones, 
2019). Suddenly, they must become familiar with their illness and the tasks associated 
with its management, such as taking medication. The experience of symptoms may 
cause patients to disengage from social activities and lead to psychological distress. 
One kind of chronic illness is cardiac inherited disease, which describes a range of 
rare cardiac conditions that compromise the efficiency of electrical and musculature 
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functioning in the heart (Wilde & Behr, 2013). These muscular defects cause a variety 
of symptoms including fibrillation, shortness of breath, fatigue, unheralded syncope 
and heart failure (MacIntyre & Lakdawala, 2016; Maron et  al., 2006).

The most common class of CID is hypertrophic Cardiomyopathy (hCM), followed 
by Dilated Cardiomyopathy (DCM) and Long QT Syndrome (LQTS); however, there are 
many other classes (Elliott et  al., 2020). The progression of the disease and the man-
ifestation of symptoms depend mostly on the inheritance status of faulty genes, 
whereas environmental factors only play a minor role (Elliott et  al., 2020). There is 
no cure for CID; the condition, symptoms and associated risks can only be managed 
by specific interventions including pharmacotherapy, medical devices, surgery and 
behavioural interventions. In a registry of patients with CID in New Zealand, 15% and 
11% were Māori or Pacific respectively, which correlates with population statistics 
(Rucinski et  al., 2020). however, Māori may have different clinical and genetic LQTS 
profiles from those of European participants. Rare LQTS variants are more common 
in the Polynesian population (both Māori and Pasifika) despite similar testing and 
clinical disease severity to European and other ethnicities, which may explain their 
higher frequency of syncope and life-threatening cardiac events (Winbo et  al., 2020).

The psychosocial impact of cardiac inherited disease (CID)

As with most chronic conditions, CID can present challenges and barriers that can 
impact quality of life. Many life domains can be affected, including occupational, 
educational, familial, personal, spiritual and cultural (Megari, 2013). For example, 
significant cardiac symptoms can reduce the capacity to undertake home- and 
work-based tasks (Arora, 2016; Subasic, 2013; Ware & Sherbourne, 1992). CID can also 
reduce participation in sport and result in the loss of full-time employment (Johnson 
& Ackerman, 2013). given the incurable nature of CID, these restrictions and life 
changes are often chronic and highly pervasive. People living with CID tend to have 
poorer levels of self-reported health status relative to other cardiac and general pop-
ulations (hamang et  al., 2010; Steptoe et  al., 2000) and increased risk of depression 
and anxiety (hamang et  al., 2011; Ingles et  al., 2008; Rasoul et  al., 2015). Patients 
with CID experience a mixture of emotions, concerns, limitations and a desire for 
more knowledge. In Norway, many patients had concerns about their lack of knowl-
edge, their family members and children and about the competence of some in the 
healthcare system (Andersen et  al., 2008). Patients with CID in the USA expressed 
both appreciation and apprehension of the device, the importance of a regular 
schedule to maintain a sense of self, feelings of isolation and a desire for more infor-
mation (Flanagan et  al., 2010). Canadian and Australian patients experienced emotional 
reactions to classification of their genetic variant, which changed their treatment and 
lifestyle decisions (Wong et  al., 2019).

Cultural differences in understanding CID

Most research into patient understanding of CID, as well as other genetics-based 
illnesses, has been conducted in western cultures (Walter et  al., 2004). The results 
may not generalise to other cultures, and so more research is needed to investigate 
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how patients from other cultures perceive and experience CID. Culture encompasses 
beliefs and behaviours that are shared by a group and can influence how an individual 
perceives and shapes his or her world (Turner, 1996). If a patient and healthcare 
provider are from different cultures, they may have different understandings of illness 
that can lead to misunderstandings and inhibit proper treatment. The importance of 
cultural awareness in genetic counselling has recently been highlighted in hong Kong, 
where there are differences between Western individualist and Asian collectivist cul-
tures (Zayts et  al., 2019). Research in this area may help inform healthcare providers 
of the perspectives and experiences of patients from other cultures and help bridge 
cultural divides.

There is a gap between the cultural beliefs of Māori and Pasifika peoples in New 
Zealand and western biomedical approaches to CID. Māori and Pasifika peoples hold 
conceptualisations of health that are broader than those endorsed by mainstream 
medicine. Both Māori and Pasifika models of health propose that connections with 
ancestors, the spiritual world, family and the community, are major sources of health 
and wellbeing (Durie, 1985), and that transgressions to these relationships can cause 
illness. For example, in the Pacific, the death of a child may be seen as due to a 
father’s infidelity (Capstick et  al., 2009). This is very different to the biomedical 
approach which seeks to provide a physiological explanation. Another example is 
that having a large body in Pacific culture is a sign of beauty and status and so 
Western instructions to eat less may not align with these beliefs (Capstick et  al., 2009). 
A third example is that Māori traditionally see Taha Wairua (the capacity for faith and 
to understand links between humans and the environment) as essential for health, 
and explanations for poor health are often made in regards to the external environ-
ment rather than looking inwards (Durie, 1998). As CID has a genetic cause, such 
cultural beliefs may make it difficult to apply a biomedical and physiological model 
of CID for some Māori and Pasifika patients.

The influence of cultural differences on health behaviours

Perceptions of health and illness can influence behaviours and, by extension, health 
outcomes for patients with CID. This may be problematic when biomedical treatment 
recommendations clash with cultural practices and beliefs. For example, medication 
non-adherence behaviours can be influenced by familial responsibilities and perceived 
damage to the tapu (sacred) body (Bassett-Clarke et  al., 2012; Nikora et  al., 2011). 
While Western medications are seen as valuable, traditional healing practices are often 
used concurrently and are held in the same regard (Durie, 1985). Investigating how 
Māori and Pasifika peoples conceptualise CID provides an opportunity to explore 
motivations and perceptions that may promote and constrain accessibility to health-
care, testing and medication use. This may inform changes to healthcare provision 
to support Māori and Pasifika patients and their families (whānau/`āiga) through 
particularly stressful periods including genetic testing, diagnosis and long-term treat-
ment. however, to date, there is no published qualitative research that explores how 
Māori and Pasifika patients are impacted by CID. Research is needed to explore how 
Māori and Pasifika patients perceive CID to help achieve culturally informed clinical 
practice.
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This qualitative study used semi-structured interviews, conducted through Kaupapa 
Māori and Talanoa methodologies, to explore experiences and perspectives of Māori 
and Pasifika peoples and whānau/`āiga living with CID. In particular this study aimed 
to explore understandings of CID, CID-related psychosocial impacts, perceptions of 
medications and Implantable Cardioverter Defibrillators (ICD) and experiences with 
clinical and/or genetic testing in Māori and Pasifika patients with CID.

Methods

Research framework

This research was situated within a phenomenological approach (Smith & Osborn, 
2015) and informed by Kaupapa Māori Theory (Bishop, 1999) and Talanoa methodol-
ogies (Vaioleti, 2016) to ensure that Māori and Pasifika voices, worldviews and culture 
were validated and protected. Kaupapa Māori research recognises Māori cultural values 
and is a philosophy that ensures that Māori protocol is followed during research 
procedures (Walker et  al., 2006). Qualitative methods, such as interviews fit well with 
the Kaupapa Māori approach. Talanoa means to talk or an exchange of ideas, and 
the researcher is involved in the research experience rather than standing back and 
observing (Vaioleti, 2016). Talanoa belongs to the phenomenological research family, 
which focuses on the meanings that events have for participants. Māori and Pasifika 
researchers were consulted throughout the research to ensure that the researcher 
was culturally aware, sensitive and safe, as well as to inform the researcher on appro-
priate forms of qualitative data analysis, interpretation and results dissemination.

Researcher’s positionality and reflexivity

The primary researcher was a Sāmoan male, born and raised in Tāmaki Makaurau 
(Auckland), Aotearoa New Zealand and was a student in health Psychology. he was 
raised in a multicultural environment and in the Christian faith. he has extensive 
experience in the medical health system having been diagnosed with a life-threatening 
heart condition in his youth and now lives having to deal with lifelong treatment 
and continual interactions with the medical health system. Further, family hospital-
isations and later employment in the hospital context helped him to garner an 
appreciation of the difficulties experienced on both the providing and receiving ends 
of care. The shared commonalities in culture, beliefs and experience gave the researcher 
an empathetic understanding of the experiences of his participants which fostered 
rapport building and enabled discussion of sensitive topics openly. however, there 
were subcultures that the researcher did not have experience of; for example, Māori 
and other Pasifika worldviews, life with a CID and/or ICD, the experiences of women 
and parenthood (Dwyer & Buckle, 2009).

Ethics

Ethical Approval was granted by the New Zealand health and Disability Ethics 
Committee (17/NTB/29/AM01) and the Auckland District health Board (ADhB) research 
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review committee. The ADhB facilitated review by a Kaupapa Māori Research Analyst 
as part of its review procedures, who considered both Māori and Pasifika research 
principles. Senior Māori and Pasifika researchers were consulted during the develop-
ment phase of this research.

Participants

Purposive sampling was used to recruit participants between May and December 
2017. Participants who were eligible for the study if they were registered on the New 
Zealand Cardiac Inherited Diseases group (CIDg) registry had been given a ‘definitely 
affected’ or ‘probably affected’ clinical status for CID, self-identified as Māori or Pasifika, 
were over the age of 18, and were living in Auckland. Initially, a language ability 
criterion was imposed on this study; however, this was later removed to give those 
who could not speak English a platform to participate and have their stories voiced. 
Research assistants fluent in other languages provided assistance as required 
(see below).

Information was sent to potential participants via email or post, or they were 
approached by staff during clinical appointments. Two Sāmoan and three Tongan 
participants were recruited over the phone by research assistants fluent in the respec-
tive languages. For those who expressed an interest, a suitable time, date and location 
was organised for an interview. This resulted in an initial participation rate of 33 
primary participants. however, five were either unreachable or withdrew before the 
organised interview date, resulting in 28 final primary (patient) participants.

Whānau/`āiga participation

Both Māori and Pasifika health models highlight the importance of family in the 
health and well-being of an individual. Therefore, primary participants were encour-
aged to invite whānau or ‘āiga to participate alongside them. In the Pacific context, 
‘āiga means family and can include not only immediate family but also extended 
family and inter-related families. For Māori, the concept of whānau means an extended 
family or a group of family members who live together in the same area. In the 
context of this study, we use whānau/`āiga to refer to family members for Māori/
Pasifika patients respectively, and participants could bring their own meanings to 
these terms. Aside from being over the age of 18, there were no other eligibility 
criteria for family, and primary participants could invite as many whānau/`āiga as 
they wanted.

Participant information

In total, 35 participants (17 Māori and 18 Pasifika) participated in the interviews. This 
included 14 Māori primary participants and three whānau members and 14 Pasifika 
patients and four ‘āiga members. The 14 Pasifika primary participants included indi-
viduals of Sāmoan (n = 4), Tongan (n = 9) and iTaukei Fijian (n = 1) descent. As shown 
in Table 1, all 14 of the Pasifika and 11 of the 14 Māori primary patients had received 
a definite clinical CID diagnosis with the remaining three probably affected. All patients 
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had undergone genetic testing prior to the interviews; however, five patients were 
still awaiting their results as they had undergone genetic testing the week prior to 
the interview.

Data collection

Overall, 21 semi-structured interviews were conducted, 14 of which were one-on-one 
with primary participants and the other seven were whānau/`āiga interviews. Of these 
whānau/`āiga interviews, three were pairs of primary participants (both with CID), 
three involved one primary participant and one family member and the last 
whānau/`āiga interview included four primary participants and four whānau/`āiga 
members (all related). The interview lengths ranged from 40 to 75 minutes. The major-
ity of interviews were conducted in participants’ homes (n = 17), while two chose their 
place of work, and the other three elected the university, the hospital and a local 

Table 1. Demographic information, clinical characteristics and genetic status of patient participants 
by ethnic group. Note, seven family members also participated.

ethnic groups

total (N = 28)Māori (n = 14) Pasifika (n = 14)

age, range (mean) 18–63 (42.7) 23–69 (43.3) 18–69 (43.0)
gender, n (%)
 Male 3 (21) 6 (43) 9 (32)
 Female 11 (79) 8 (57) 19 (69)
education, n (%)
 tertiary 7 (50) 7 (50) 14(50)
 secondary 5 (36) 6 (43) 11 (39)
 Missing 2 (14) 1 (7) 3 (11)
employment status, n (%)
 employed 10 (71) 11 (79) 21 (75)
 Unemployed 2 (14) 3 (21) 5 (18)
 sickness beneficiary 2 (14) 0 (0) 2 (7)
clinical diagnosis, n (%)
 lQts 8 (57) 1 (7) 9 (32)
 DcM 1 (7) 7 (50) 8 (29)
 hcM 3 (21) 4 (29) 7 (25)
 aRVc 2 (14) 1 (7) 3 (11)
 Brs 0 (0) 1 (7) 1 (4)
clinical status, n (%)
 Definitely affected 11 (79) 14 (100) 25 (89)
 Probably affected 3 (21) 0 (0) 3 (11)
genetic status, n (%)
 Positive 8 (57) 6 (43) 14 (50)
 Unclassified 1 (7) 4 (29) 5 (18)
 Uninformative 3 (21) 1 (7) 4 (14)
 In progress 2 (14) 3 (21) 5 (18)
Beta-blocker use, n (%)
 yes 10 (71) 10 (71) 20 (71)
 No 4 (29) 4 (29) 8 (29)
IcD, n (%)
 yes 4 (29) 6 (43) 11 (39)
 No 10 (71) 8 (57) 17 (61)
cID Present in other family members, n (%)
 yes 13 (93) 10 (71) 23 (82)
 No 1 (7) 4 (29) 5 (18)

Note: lQts: long Qt syndrome, DcM: Dilated cardiomyopathy, hcM: hypertrophic cardiomyopathy, aRVc: 
arrhythmogenic Right Ventricular cardiomyopathy, Brs: Brugada syndrome, IcD: Implantable cardioverter 
Defibrillator, cID: cardiac Inherited Disease.
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café, respectively. Two interviews were conducted in Sāmoan by a Sāmoan community 
member and three in Tongan by a Tongan mental health researcher.

All interviews were informed by Kaupapa Māori Theory and Talanoa methodology. 
According to Vaioleti (2016), the beginning of each interview is an important space 
for the researcher to build rapport. Specifically, rushing straight into research formalities 
transgresses ‘anga faka-Tonga’ (the Tongan way or Tongan custom), where the researcher 
is perceived as disrespectful and uninterested in the participant’s life/story; undermining 
the relationship. Thus, the researcher took a small parcel of food to each interview 
and engaged in discussions about the current occurrences in the participant’s lives or 
offering to help with chores in cases where interviews were held in the home.

Formalities began with reviewing the participant whānau/`āiga information and 
consent forms. Following this, the participants were offered a chance to say karakia/
lotu (prayer) before commencement of the interview. Patients and whānau/`āiga were 
then asked to complete a demographic questionnaire, which included the type of 
CID they had been diagnosed with, gender, age, ethnicity, highest education qualifi-
cation, employment status, current treatment and whether the condition is present 
in other family members. Clinical and genetic statuses were collated and matched 
from the national CIDg registry.

An interview schedule provided guidance on topics to be discussed. This included; 
the personal impacts of CID, whānau/`āiga impacts, perceptions of treatment and 
experiences with the CID clinics. given the differences between participants, the 
interviews allowed for a flexibility in being able to explore diverse perceptions and 
experiences.

As per the Talanoa methodology, the interview ended when no new discussion 
points were raised by the participants (Vaioleti, 2016). It was at this point that a 
koha/meaalofa (gift) of a shopping voucher was presented to participants as a token 
of appreciation. gift giving is a culturally significant practice in the Pacific region 
that nurtures relationships and bolsters trust (Tamasese et  al., 2010). good practice 
guidelines for working with Māori also suggest koha may be given to participants 
in recognition of the contribution they have made (Sporle & Koea, 2004). Promoting 
Māori voice is an important principle in achieving health equity in New Zealand 
and we aimed to recruit equal numbers of Māori and Pasifika participants (Reid 
et  al., 2017).

Data analysis

Transcriptions
The audio recorded interviews were transcribed by the researcher verbatim. Interviews 
conducted in Sāmoan were transcribed by the researcher and reviewed by the inter-
viewer for validity. Those conducted in Tongan were transcribed by an independent 
member of the Tongan community and reviewed by the interviewer.

Interpretative phenomenological analysis (IPA)
The qualitative data were analysed by the first author and followed the six steps 
outline by Smith et  al. (Smith & Osborn, 2015). These steps complement Māori and 
Pacific peoples’ rich narratives.
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Step 1: Reading and re-reading: to help the researcher become familiar with each tran-
scription and the world context of the participant.

Step 2: Initial noting: making notations of repeated ideas, statements and words, how phe-
nomena were described and potential links to wider underlying psychological concepts.

Step 3: Developing emergent themes: the initial notes from step 2 were organised into 
themes.

Step 4: Searching for connections between emergent themes: this involved processes of 
abstraction (making connections), subsumption (developing superordinate themes) and 
polarisation (identifying differences) across emergent themes. The goal of this step was 
to produce a framework/structure to make sense of the emergent themes.

Step 5: Moving onto the next case: once this structure was created for the first case, steps 
1–4 were repeated on another transcription.

Step 6: Looking for patterns across cases: similar to step 4, a framework of connections, 
levels and divergences of themes across cases is created to make sense of how Māori 
and Pasifika peoples as groups make sense of life with a CID.

In order to make sure the themes generated were valid and reliable, an indepen-
dent Pasifika health researcher also conducted IPA on five of the transcripts. Discussions 
were undertaken between the first author and the independent Pasifika health 
researcher to explore and resolve discrepancies. We used a Kaupapa Māori approach 
to avoid victim blaming or deficit theories being applied and to respect matauranga 
Māori (Māori way of knowing) (Reid et  al., 2017).

Results

Three themes were identified which reflect important and prominent patterns of 
interpretations, experiences and meaning-making expressed by participants across 
the interviews. In the quotations, participants are referred to by a code indicating 
ethnicity grouping and participant number; M refers to Māori participants and P refers 
to Pasifika participants.

Theme 1: Difficulty in understanding the disease as separate from symptoms

The first theme describes how Māori and Pacific patients had difficulties making sense 
of their illness as separate to their experiences of symptoms and their general health. 
Patients only have access to their symptoms and not to the disease itself. Therefore, 
they infer information about the disease from these symptoms and this has implica-
tions for their medication adherence and health behaviours. Participants’ experience 
of symptoms drove their ideas about their disease, including its cause, its identity, 
their management of activities and adherence to treatment.

Symptoms were sometimes perceived as being due to stress or physical exertion 
and sometimes interpreted as ‘normal’ and transient, like experiencing an acute illness. 
Because symptoms were not present all the time, some patients thought that they 
only had CID when their symptoms were present. Symptoms guided their decisions 
around sporting activities, rest and decisions to take medications. Patients also relied 
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on their age and physical strength to infer the severity of their illness and subsequent 
need for treatment, which makes sense for many illnesses but not in the context of 
CID. Māori participants, in particular, often discussed changing medication regimes 
according to how efficacious they felt their medications were and the symptoms they 
experienced. This may be reflective of a form of Tino rangatiratanga (right to auton-
omy), in which participants’ expressed control and self-autonomy over the care of 
their own bodies. In the following paragraphs, this theme is presented in two sub-
sections, with illustrative quotes.

Symptoms and illness understanding
Participants made links between the experience of stress and the onset of symptoms 
and severe cardiac events such as fainting, chest pain and breathlessness:

‘My work at the time had a contribution as well. It was quite a hard time… there’s quite a 
lot of work I needed to [do].’ (P13)

For others, physical exertion related to seemingly innocuous activities, including 
household chores and sports, were seen as a triggering factor:

‘I was actually cleaning and I was pushing back the fridge to sweep out whatever was behind. 
So, I think I actually like over-worked myself.’ (P12)

Two participants perceived their symptoms to be common experiences, which did 
not warrant concern. By virtue of experiencing these symptoms for the majority of 
their lives, it is possible that there were no opportunities with which to compare the 
cardiac events against:

‘I thought it happened to everyone. I thought ‘oh, it’ll go away, it’s like the flu or something’ 
but obviously from that first time it just slowly crept up on me worse and worse.’ (M10)

The conceptualisations Māori and Pasifika participants held regarding CID 
were often discussed in a context where medical knowledge of CID was lacking. 
Many participants inferred important characteristics of their CID such as relative 
severity, chronicity and risk of their CID, from their physical condition, age or 
symptoms.

‘I'm not like you know, very sick. I'm very strong, you know? Doesn't matter I have a heart 
problem, I still strong.’ (P2)

An important way that participants made inferences about their condition was by 
monitoring their symptoms. Some participants perceived their condition to only be 
present when they had symptoms, and thus were more likely to view their CID as 
having a cyclical timeline, rather than chronic:

‘The doctor sent me to the hospital straight away, and the doctor say I got a heart, it's growing 
like bigger, sometimes it close, sometime it's like open like a rose.’ (P2)

Others expressed an uncertainty about the causes of symptoms they experienced, 
often attributing symptoms of other conditions to their CID, including swelling in the 
face (P2), migraines and excessive sweating (M11 and P14).
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Symptoms as driving health behaviours/treatment
Some patients used symptoms as a guide to become aware of their limits and slow 
down, whilst maintaining their sense of independence:

‘The doctor say you can't go lifting, or you can't go do heavy stuff or, for me, my heart. I 
always like doing my own lifting stuff, making me more strong… Sometimes I'm very, uh, 
dizzy. If I feel if I'm dizzy I come sit down for a little while, or I sleep.’ (P2)

The perceived purpose of medications (to treat specific symptoms) influenced the 
way some patients made sense of their condition(s):

‘I don’t have one [medication] for my heart; just my water, my sugar and the one for my 
blood pressure, that’s it. I’m telling you that I don’t have a heart condition because I don’t 
have tablets to take.’ (P3)

Many participants discussed their concerns about the side-effects of beta-blockers, 
including the impact on their physical health:

‘I had to stop because it made me more tired… We all have specific different conditions so 
mine [heart rate] was extra slow, so when I took the beta blockers it was even more slow.’ (P10)

Other participants commented how they felt their medications caused cognitive 
and emotional side-effects:

‘I feel my body is turning to tiredness and I get quite moody and I know it’s the medication 
because I’ve never really struggled with those things.’ (M14)

‘I think the only time I started worrying was when they gave me the pills that just made me 
tired, you know?… So, I just said to my doctor “well sorry, I’m not taking them during the 
day, I’m gonna have them at night.”’ (M4)

Participants often found it difficult to perceive beta-blocker medications as neces-
sary without experiencing symptoms, or if they did not know the function it served 
in their bodies:

‘I do forget to take them [beta-blockers] sometimes if I’ve had a long day, but I just pick it up 
the next day… I have no idea because I’ve never known what the feeling [symptoms] is.’ (P4)

Some participants’ perceptions of the necessity of taking beta-blockers reduced 
when their symptoms abated, and it was only through repeated cardiac events that 
they understood the importance of medication:

‘Initially I hated it [beta-blockers]. I wanted nothing to do with it and I learnt the hard 
way. As soon as I feel better, I go “nah I don’t need those pills.” I’m starting to run around. 
I was so stubborn I wouldn’t give up playing rugby and um cos you’d feel great and then 
BOOM! I’m down on the field again. I think it happened four times before it got through 
to me.’ (M10)

Further, others perceived their CID to be healed after being on medication:

‘I thought I was healed you know. At one stage I stopped taking my medication.’ (M12)

The most common way participants judged the necessity of ICDs was by measuring 
it against their perceived severity and mortality. Specifically, ICDs were only deemed 
necessary for those whose conditions were severe:
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‘To be honest I think I’ll probably end up needing one [ICD] when I turn 60 – when I’m older 
and my heart will be weaker and vulnerable to that kind of thing… For now, as a relatively 
young and healthy adult I don’t really need it.’ (M13)

Treatments for CID were perceived to be important as protective measures against 
the experience of symptoms and severe cardiac events. Beta-blockers and ICDs allowed 
the broadening of activities and were important in negotiating life limits and 
restrictions:

‘I don’t want [LQTS] to change my lifestyle… Obviously I’ve got the diagnosis and I know 
what to do. I have to take these beta-blockers and get checked on.’ (P4)

Theme 2: Ancestors and future generations

The second theme was the experience of CID across the generations, from ancestors 
to present and future generations. The experiences of previous generations were 
drawn on when interpreting the cause and severity of illness, as well as the benefits 
of testing and treatment. There was a strong sense of duty to family to get tested 
and to look after family members. This was especially salient in the narratives of 
Māori participants, who often cited implications for their family.

Ancestors
Past generations were referred to in making sense of the illness cause and severity 
and a cause of distress.

‘My Mums had her condition for her entire life… I was a regular kid and then they were like 
‘hang on we should probably get you tested to see if you have it’ and then turns out I did.’ 
(M13)

‘Our Uncle’s dead at the age of sixty and we’re all hitting that fifty stage now… I’ve got 
nieces and nephews that are more serious than I am um at very young ages… So, it’s getting 
younger and younger.’ (M6)

‘We just (pause) - it was hard when she passed. It was hard as. I found her when she passed 
and that was the hardest thing ever, and I just- I lost it.’ (M5)

Reflecting on the past, participants often queried whether lives could have been 
saved had the same resources available today existed then:

‘I think even for those like in memory of those who have passed on because if they knew 
about it and got tested, they could still be alive.’ (P4’s brother)

‘Back then, they probably didn't have the services to do all of that and yeah she was like, 
"nah, I wanna get tested", and when it came back, that's why she took medication.’ (M3)

Future generations
genetic testing was seen as granting important information that allowed participants 
to prepare themselves and their families:

‘You have to start planning how to safeguard these guys. She’s [daughter] heavily into sports 
too and you know you’ll constantly sort of searching for defibs in the area although you know 
the chances of it [cardiac event] happening vary.’ (M10)
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Engaging in genetic testing was seen as an important way to fulfil responsibilities 
to protect future generations. Participants readily understood the implications of 
having a genetic condition within the family and also having the opportunity to 
intervene through testing:

‘You mention generations to Māori, and the fear goes [away] and it's like, whoa, we better 
get this done… Māori are quite tight on generational Māori things… genealogy in particular, 
so absolutely let them know “Hey, you know, we've found that there's a high chance in Māori 
families that have this and it's only been discovered. I want you guys tested.”’ (M6)

Others derived a sense of advocacy from their experience and felt they were obli-
gated to increase awareness about CID to other Māori and Pasifika families to reduce 
fatalities:

‘It was important that I raise that awareness, because, like I said, so many people are dead 
and you know it could have been prevented. So, I just feel like from this experience I really 
wanna encourage some sort of focus evenings they could put on or even get into the churches 
and just talk about it.’ (P4)

Participants experienced anxiety when awaiting test results, especially those of 
their children. here, the anxiety reflected concerns about their child’s mortality, as 
well as potentially feeling guilty for passing it on:

‘I wasn’t prepared to tell them [sons] if it wasn't good news. I never prepared myself for 
that… So, I was living in denial that I don't want my kids to have this… cos of course, I 
would blame myself for it.’ (M6)

The potential to pass on the condition to future generations was a serious concern 
for many:

‘A couple of years ago I did fall pregnant but had a miscarriage [pause]. On the positive side 
it was kinda like, well at least they’re not going to have to go through what I had to.’ (M9).

however, in the younger participants, having children was an important point of 
discussion and they felt well supported with medical technology and the knowledge 
available to be able to safely carry and raise a child:

‘I’m pregnant now… they put me in the high-risk pregnancy category which is pregnant 
women who have other conditions, so I feel pretty well looked after.’ (P10)

however, many participants stated that they held no animosity towards their par-
ents for passing it on.

Concern over further CID diagnoses in family members was present in the majority 
of participants, and one participant relayed how her parents became increasingly 
hypervigilant:

‘Both my parents, they take them [symptoms] like real serious now. Like, if anyone has a 
cough and they're like “oh let's go to the doctors now.”’ (P12)

ICDs were also seen as an important way to abate family concerns:

‘Sometimes my children say things to me, you know, ‘Dad, you should slow down’ but I don’t 
see the reason to do that. I mean I’ve got the defibrillator, so if my heart misses a beat it 
will kick it in.’ (P1)
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Other participants reflected on how fear played a role in the decision to not 
undertake genetic testing in family members:

‘They don't wanna do it because they are living in denial, and they don't think that they've 
got it… very much a fear thing.’ (M6)

Participants found that clinical staff who took the initiative to include whānau/`āiga 
were more compassionate and caring:.

‘They actually wanted me to make sure that I get the rest of my family um checked too as 
well which I thought ‘this is why we’ve got people around like them’, I thought that was pretty 
awesome for them to wanna you know.’ (M7)

Participants also expressed valuing family input in the decision to have an ICD 
implanted:

‘My oldest son said ‘Mum, if it’s something for you to be here with us then why not?’ (P14)

Theme 3: Spirituality and religion

The third theme concerned spirituality and religion, which was especially strong in 
Pasifika interviews. For some Pasifika, family transgressions were seen as possible 
causes, and the illness seen as part of god’s plan. There was some reluctance to have 
a ICD in the body which would interfere with returning to god. For Māori, spirituality 
was more apparent in terms of the sacredness of the body and its tissues.

Pasifika spirituality
Spirituality was a prominent point of discussion in one ‘āiga interview regarding 
causation:

‘They think it was something to do with my grandma… They did something back in the 
day and some curse had been put on the family and they thought that could be one of the 
reasons why all his family has died.’ (P8)

For many Pasifika, CID was seen as a part of god’s divine plan, a view not expressed 
by Māori participants:

‘That's why I feel strong now. Maybe God gave me more life and more day for me to survive.’ 
(P2)

Many Pasifika participants expressed finding solace in religion, and they often 
turned to their faith in times of stress and anxiety for guidance:

‘When I was told I might have it [LQTS] fear crept in. But then my faith in God sorta took it 
away because we have something spiritual we can fall back on.’ (P4’s Brother)

Participants found it helpful to consider their diagnosis and life thereafter as a 
part of a larger and purposeful plan:

‘I thank [God] for giving me the opportunity to be alive… He’s the one who gives it and I 
know that if he happen to keep me living up until now then that means I’ve got a purpose 
here.’ (P14)
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however, some participants explained how their symptoms prevented them from 
fulfilling valued social roles including in the church and family:

‘I use to be a church leader for the choir. At times people tell me to stop before I get sick but 
they don’t know it’s part of my exercise.’ (P6)

Some were resistant to an ICD on spiritual grounds; they were not comfortable 
with having a foreign object put into their god-given, and therefore sacred, body:

‘I can’t put my body through that because the Lord made me and I will return to him…if this 
is how He’s coming to get me then so be it.’ (P3)

Māori spirituality
Some Māori participants discussed ownership and cultural practices related to genetic 
material, specifically alluding to the inherent spirituality and presence of mauri in 
blood samples, which needed to be respected:

‘I felt it was kinda queer because “hey it’s mine’ not theirs you know… Like being Māori when 
we have baby, we bury the placenta. It’s our thing, its tapu; even our hair and nail cuttings. 
We do things that other people will think ‘ewww superstitious.”’ (M8)

This quote demonstrates how easily others, unaware of Māori culture, might dis-
regard culture, which may lead to inadvertent unethical and culturally unsafe practice.

Discussion

The experiences of Māori and Pacific patients with CID are in some ways similar to 
experiences reported by patients with CID from other cultures but in other ways new 
experiences were detected. For example, previous studies have shown that patients 
report concerns about family and children, testing, guilt for passing on the condition, 
lifestyle limitations in work and sport, as well appreciation of treatment (Janney, 2011; 
Weil, 2000). These experiences were also apparent in the stories of Māori and Pacific 
patients, but the analysis in this paper presents a more holistic perspective that is 
not present in earlier work on CID. First, patients only have access to their symptoms, 
and these drove their understanding of illness and health behaviours, including 
treatment adherence. Second, patients reported stories of ancestors and feelings of 
responsibility towards future generations, which encouraged testing and treatment 
adherence. Third, spirituality was important in making sense of causality, finding 
solace, and in making treatment decisions.

general support for these themes can be found in other Māori literature. The first 
theme can be linked to taha tinana (physical health), the second theme can be linked 
to taha whanau (family health) and the third theme linked to taha wairua (spiritual 
health). In Māori health models, damage to these dimensions can cause a person or 
a collective to become unbalanced and unwell (Durie, 1998). Support for theme 1 
can also be found in previous studies with Pasifika, in which Pasifika patients found 
it difficult to accept a diagnosis without the presence of salient symptoms (Bailey 
et  al., 2010). Other studies in Pasifika populations have demonstrated that the pres-
ence of persistent and salient symptoms influenced perceived medication necessity 
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(Barnes et  al., 2004; Bassett & holt, 2002; Bean et  al., 2007; Norris et  al., 2011). In 
support of theme 2, previous work states that chronic conditions can produce psy-
chological distress throughout the family, especially in collectivist cultures (Mokuau, 
1991). In this study, genetic testing was largely seen as a way to fulfil family respon-
sibilities, which mirrors findings in other research in patients with CID and other 
chronic conditions (Evans, 2012). According to Te Momo (2007), it is now more com-
mon for Māori to supportive of biotechnology. In accord with theme three, spiritual 
and religious causes for illness have been found in other Māori and Pasifika research 
(Kaholokula et  al., 2008; Sanders et  al., 2011). Although diverse, Māori and Pasifika 
knowledge often surmises that illnesses can be seen as retributory of past social 
transgressions (Mark & Lyons, 2010).

These findings highlight a gap in understanding of CID and its treatment between 
medical professionals and indigenous ethnic groups, which has implications for clinical 
care. First, further efforts must be made to communicate the meaning of symptoms 
with Māori and Pasifika with CID to help them better understand their condition. This 
also applies to explanations of treatment. Beta-blocker therapy greatly reduces the 
risk of syncope and sudden cardiac death in patients with LQTS, yet medication 
adherence is suboptimal in approximately 50% of patients (Waddell-Smith et  al., 2016). 
Medical practitioners need to be cognisant of the ways in which culture can inform 
and shape health behaviours. For example, the practice of altering medication doses 
as a form of Tino rangatiratanga contrasts with medical definitions of adherence 
(hugtenburg et  al., 2013).

Second, physicians need to be aware that spiritual and religious guidance can be 
an important avenue of support within the medical care of Māori and Pasifika patients 
(Kaholokula et  al., 2008). Recommendations to take medications that are perceived 
to have detrimental impacts on other aspects of health and spirituality may not be 
well received. Concerns about the spirituality of the body can prompt the pursuit of 
alternative and complementary treatment perceived to have fewer side-effects and 
better attend to the perceived causes of their CID (Watkins et  al., 2011). In this study, 
belief in god’s plan was especially apparent in Pasifika, highlighting the strong role 
of the church in Pasifika culture.

Third, the results indicate a preference for person-focused care over patient-centred 
care. The patient-centred orientation is narrow in its scope, often viewing changes in 
the physical disease in isolation (Starfield, 2011). This ignores the wider cultural, social, 
spiritual, mental and lifestyle factors which are also important for health and well-being. 
For this reason, person-focused care, which holds the position of disease as part of 
a wider interrelated phenomenon, may be better suited in providing comprehensive 
and compassionate care for Māori and Pasifika peoples.

Fourth, in terms of health screening and testing, cultural differences in practice 
and policy have made engagement difficult for Māori and Pasifika (Puaina et  al., 2008). 
In this study, participants expressed apprehension around the inappropriate use of 
their samples and potential exploitation of the knowledge that may be garnered from 
them. This shared cynicism across ethnic minority groups is a legacy of longstanding 
histories of exploitative research and unsustainable resource use by non-indigenous 
groups (Riley, 2004). however, making these concerns known can be difficult within 
the medical context (Satterfield et  al., 2005). As a contentious issue for both Māori 
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and Pasifika peoples, transparency of information surrounding the collection, storage, 
testing and disposal of samples is important (hudson et  al., 2008).

Finally, this study emphasises the importance of cultural competency and cultural 
safety training for healthcare providers. According to Tiatia-Seath (2008), cultural 
competency is a reflective practice in healthcare whereby healthcare providers must 
acknowledge their own culture in order to begin to understand the culture of others. 
Cultural safety acknowledges the barriers to care that arise from power differences 
between the provider and the patient, and stresses awareness of the culture of the 
clinician and the clinical environment (Curtis et  al., 2019). It is important to create 
an environment that affirms and values the cultural practices and beliefs held by 
Māori and Pasifika peoples and their family. These include, but are not limited to, 
enhancing the capacity for whānau involvement in care, using transparent, empathetic 
and open communication styles, engaging in whakawhanaungatanga, respecting tino 
rangatiratanga and being mindful of power imbalances. Valuing these in the clinical 
setting strengthens rapport and bolsters resilience and protection from psychological 
distress (Muriwai et  al., 2015; Ratima et  al., 1999).

The wider implications are that these findings may help to inform ways to reduce 
health inequities. In Aotearoa New Zealand, Māori and Pasifika peoples with chronic 
illness face poorer health outcomes compared to other ethnic groups (Statistics New 
Zealand, 2013). Māori and Pasifika also have lower rates of health service engagement 
and medication adherence, and those who do attend primary health care services 
are more likely not to have their health needs adequately addressed (Baxter et al., 2006).

Limitations

A limitation of this study is that the sample who agreed to be interviewed may have 
been those who were able to better cope with their condition and therefore in a 
better position to discuss sensitive details. Thus, the concerns and experiences of 
other Māori and Pasifika peoples, which could potentially be more negative, may not 
have been captured. Additionally, it is important to understand the diversity within 
and between Pasifika and Māori peoples. A strength of the study was that it was 
able to provide an in-depth exploration of 17 Māori participants, which generated 
similar cultural nuances. however, although 18 Pasifika peoples were included, this 
study was not able to explore cultural nuances between the Pacific nations. As well 
as this, the investigation was limited to the Auckland region of Aotearoa New Zealand, 
and the quality and access to CID healthcare services may differ drastically across 
New Zealand. Further, the current research did not explore differences across CIDs. 
Future research could address these limitations.

Conclusion

This is the first study to explore the perspectives and lived experiences of Māori and 
Pasifika with CID and highlights the gap in understandings of CID and its treatment 
between medical professionals and indigenous ethnic groups. Patients face difficulties 
in understanding how symptoms are linked to CID, feel strong familial responsibilities 
and often have spiritual beliefs linked to health. These factors play a role in shaping 
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perceptions and guiding healthcare behaviours. Members of indigenous communities 
are often at higher risk of experiencing worse health outcomes and face more barriers 
to engaging in mainstream research. Thus, their concerns, needs and voices are often 
not recognised and addressed. These findings help to guide healthcare providers to 
understand the best ways to communicate with patients about their CID and tailor 
healthcare to be more culturally appropriate.
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