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Kōrero mai: A Kaupapa Māori study exploring the experiences of 
whānau Māori caring for tamariki with atopic dermatitis 

  

 

 

 

 

 

 

Abstract 

Racism and colonisation have caused the systemic exclusion of Indigenous Māori populations in 
Aotearoa (New Zealand) and the perpetuation of health inequities. Atopic dermatitis, a chronic skin 
condition, is one such example where Māori tamariki (children) are disproportionately affected. 
International research highlights the challenges of caring for children with atopic dermatitis; however, 
there has been no such research in Aotearoa. This small qualitative study, using Kaupapa Māori 
(Indigenous Māori) methodology, aimed to explore the experiences of Māori parents caring for their 
tamariki with atopic dermatitis. Cultural engagement was paramount to the research using kaupapa 
kōrero (cultural narrative) through kanohi-ki-te-kanohi (face-to-face) interviews to explore the lived 
experiences of six whānau Māori (Māori families). Data were analysed thematically using a kaupapa 
Māori lens with five overarching themes: 1) the constant hard work of maintaining good skin health for 
tamariki; 2) the embarrassment is punishing for whānau; 3) courage is required to maintain vigilance; 
4) constantly seeking solutions; and 5) whānau/people-focused solutions. Kōrero (conversations) 
illustrated that whānau Māori experience systemic racism across health, education, and social systems; 
implicit bias; and differential treatment within health services that impact caring for their tamariki. 
These findings reiterate the failure of mainstream primary healthcare institutions to enact Te Tiriti o 
Waitangi obligations and ensure health equity for whānau Māori. To survive and thrive within their 
contexts, Māori whānau drew on mātauranga Māori (Māori knowledge systems) in their everyday 
practices. Therefore, strategies to support whānau to reclaim and maintain Indigenous practices, 
alongside the responsibility of healthcare providers to improve health outcomes, are imperative to 
achieve health equity for Māori. 

Keywords / Ngā kupu matua: atopic dermatitis / harehare kakā noa; Indigenous / iwi taketake; inequity / ngā 

korenga e ōrite; Māori knowledge systems / mātauranga Māori; racism / kaikiri; children / tamariki; wellbeing / 

hauora 

Please click here to go to our Te Reo Māori glossary 

Te Reo Māori translation 

Korero mai: He rangahau Kaupapa Māori ka tūhura i ngā wheako o ētahi 
whānau Māori e taurima ana i te tamariki kua pāngia e te harehare kakā 
noa  

Ngā ariā matua  

Nā te kaikiri, nā te tāmitanga kua hātepengia māriretia ngā taupori Iwi Taketake Māori o Aotearoa, ā, 
kua piki hoki ngā korenga e ōrite i roto i ngā whakatupuranga. Kua tino pāngia te tamariki Māori e te 
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harehare kakā noa, hei tauira hoki tēnei mō tētahi mate he kino kē atu tōna pānga. Nā ngā rangahau ā-
ao ka kitea wawetia ngā wero o te taurima i te tamaiti kua pāngia e te harehare kakā noa, ahakoa tērā, 
kāore anō tēnei āhua kia rangahaua i Aotearoa. Ko tā tēnei rangahau kounga iti, he kaupapa i whakamahi 
i ngā ritenga Kaupapa Māori, he whai kia tūhuratia ngā wheako o ngā mātua taurima i ā rātou tamariki 
kua pāngia e te harehare kakā noa. I noho ko te tūtaki i runga anō i ngā tikanga tētahi ara matua mō te 
rangahau, nā te whakamahi i ngā kaupapa kōrero, nā ngā uiuinga kanohi-ki-te-kanohi, hei tūhura i ngā 
wheako tūturu o ētahi whānau Māori e ono. I tātaritia ā-tāhuhutia ngā raraunga, nā te whakamahi 
aronga Māori, me ōna ariā matua e rima hei anga: 1) te mahi nui kia pūmau ai te hauora kiri mō te 
tamariki; 2) te taumaha o te whakamā mō te whānau; 3) te māia kia mataara tonu ki te mate nei; 4) te 
rapu haere tonu i ngā rongoā tika, me 5) ētahi rongoā hāngai ki te whānau/ki te tangata. Nā ngā 
kōrerorero ka kitea wawetia he rite tonu te tūpono o te Māori ki te kaikiri taketake, puta noa i ngā 
pūnaha hauora, kura, pāpori hoki, ki te makihuhunu hōhonu; me te korenga e ōrite o te tautiaki a ngā 
ratonga hauora ka pā ki ngā mahi tiaki i ā rātou tamariki. Hei whakapūmau ēnei kitenga i te ngoikore o 
ngā hinonga hauora taketake ki te hāpai i ngā herenga o Te Tiriti o Waitangi, ki te whakaū hoki i te 
ōritenga hauora mō ngā whānau Māori. Kia ora tonu, kia puāwai hoki i roto i ō rātou ao, kua tahuri ngā 
whānau Māori ki te mātauranga Māori i roto i ā rātou ritenga o ia rā. Nā reira, he mea taketake ngā 
rautaki tautoko i ngā whānau kia tīkina atu, kia whakapakaritia hoki ngā tikanga hauora iwi taketake 
mā rātou, i te taha hoki o ngā haepapa o ngā kaiwhakarato hauora kia whakapikia ngā putanga hauora, 
mō te whiwhinga ōrite ki te hauora o te iwi Māori. 

 

Introduction 

In Aotearoa, whānau Māori disproportionately 

experience socioeconomic deprivation and health 

inequity compared to non-Māori (Hobbs et al., 2019). 

Ongoing colonising processes and institutional 

racism have resulted in the suppression and 

marginalisation of Indigenous knowledge, reduced 

access to healthcare, and poorer health outcomes for 

Māori (Came et al., 2021; Hobbs et al., 2019; Smith, 

2012). The failure of primary healthcare providers to 

align with Te Tiriti o Waitangi (Te Tiriti) to achieve 

Māori health equity was a recent finding of the Wai 

2575 Health Services and Outcomes Kaupapa Inquiry 

(the Hauora Report) (Waitangi Tribunal, 2019). Te 

Tiriti is the founding document for Aotearoa and 

governs the relationship between Māori, as tangata 

whenua (the Indigenous peoples), and the Crown to 

ensure the rights of Māori, and their hauora (health 

and wellbeing), are protected. Came et al. (2021) 

argue that the Crown has systematically downgraded 

its commitments under Te Tiriti which has 

“generated a dysfunctional, decontextualised 

universalism in Aotearoa, that denies or ignores the 

needs of whole sectors of society including Māori” (p. 

340). The result is persisting health inequities 

between Māori and non-Māori across all 

demographics, including tamariki (children) (Morton 

et al., 2020).  

Atopic dermatitis (AD) or eczema is a chronic pruritic 

skin condition affecting over 20% of children in 

Aotearoa (Clayton et al., 2013). There is no single 

known cause. However, ongoing research theorises 

an immune system defect causes skin barrier 

inflammation dysfunction with triggers including 

environmental factors and allergens, irritants, 

lifestyle, and emotional factors or stress (Avena-

Woods, 2017; Clayton et al., 2013). Eczema can occur 

at any age, though onset is mostly in toddler-aged 

children (Avena-Woods, 2017). In Aotearoa, tamariki 

Māori are 1.2 times more likely than non-Māori to 

have AD (Ministry of Health [MOH], 2018). Further, 

16 percent of tamariki Māori with AD experienced 

more severe symptoms, greater risk of complications 

and higher hospitalisation rates than Pākēhā 

(White/European ancestry) (Clayton et al., 2013; 

MOH, 2018).  

International literature highlights the considerable 

strain on parents and caregivers caring for children 

with chronic illnesses (Cohn et al., 2020). Studies 

emphasise a range of detrimental impacts on the 

parent or caregiver living with a child with AD, 

including their physical and emotional health, social 

and financial circumstances, and healthcare 

interactions (Amaro, 2020; Chamlin et al., 2004; 

Clayton et al., 2013; Meintjes & Nolte, 2015; Ramirez 

et al., 2019). For example, Olsson et al.'s (2020) study 

showed expenses for families could range from US 

$6,651 to US $14,335 per year per child. The 

consequences of the additional challenges faced by 

parents further undermines their ability to manage 
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their child with AD, resulting in broad-reaching 

socioeconomic and health disadvantages for both 

child and parents (Amaro, 2020; Chamlin et al., 2004; 

Ramirez et al., 2019).  

However, less is known about the impact on 

Indigenous families, and no research was identified 

that specifically explored the experiences of whānau 

Māori. Given the poor health status of Māori and 

knowledge of the contextual influences related to 

worldview, tikanga (cultural protocols), and 

colonising histories (Smith, 2012), this research 

aimed to examine the experiences of Māori parents 

living with and caring for children with AD using a 

Kaupapa Māori methodology. The intent of the study 

is to provide knowledge to ensure health services are 

responsive to Māori whānau and meet their Te Tiriti 

obligations for the hauora (health and wellbeing) of 

Māori. 

Approach to Inquiry  

Mātauranga Māori encompasses knowledge enriched 

with tikanga and kawa (cultural practices) to 

understand Te Ao (Māori worldviews) (Smith et al., 

2016; Ware et al., 2018). Mātauranga Māori 

challenges western paradigms, offering an 

alternative perspective that values the richness of 

ideas that contribute to multiple worldviews, 

theories, and kaupapa (collective ideas, aspirations, 

and purpose). Knowledge is created and constructed 

by the people who have lived experience of their 

issue in their unique context (Smith et al., 2016). 

Kaupapa Māori, as a research approach, intends to 

“advance the political, social, economic and cultural 

wellbeing of Māori” (Came et al., 2021, p. 342) and 

was adopted to guide the design and methods where 

Māori are the experts (Haitana et al., 2020; Ware et 

al., 2018). 

Qualitative kaupapa kōrero (Ware et al., 2018) was 

suited to the nature of the question focusing on 

parents' experiences. Narrative methods present 

stories that honour participants' realities, present 

diverse truths, and validate experiences where the 

storyteller retains control (Ware et al., 2018). 

Kaupapa kōrero collects data in a conversational 

manner that upholds whakamana (enhancing 

authority) and ensures Māori are the driver of their 

kōrero (Cram, 2019). The approach emancipated 

mātauranga Māori enabling power relations to be 

examined and kaupapa Māori principles to be 

honoured while capturing parents' experiences 

within a socio-political-historical-cultural context 

(Haitana et al., 2020; Ware et al., 2018). 

Methods 

Researcher Reflexivity: First author’s 

positional statement 

Ko Matawhaura tōku maunga 

Ko Kaituna tōku awa 

Ko Te Awara tōku waka 

Ko Ngāti Pikiao tōku iwi 

Ko Ebony Komene ahau 

I have Māori and Pākehā whakapapa (ancestry) and 

have worked as a registered nurse within primary 

healthcare since 2018, caring for whānau Māori who 

have eczema. I grew up with my brother who had 

eczema, five other siblings, and my wāhine toa 

(strong leader) māmā Sharlene. My childhood and 

nursing experiences as well as my personal 

reconnection with Te Ao Māori have been 

foundational to the research. I acknowledge the 

influence my worldviews, the position of power as a 

health professional, and my research experience may 

have, therefore, I upheld kia tūpato (being careful and 

reflective about personal understandings). My intent 

to correctly use kaupapa Māori research methods 
and re-empowering the kōrero of whānau aimed to 

mitigate bias. This article is evidence of 

dissemination as part of the Bachelor of Nursing 

Honours degree. 

Study design 

The study used qualitative Kaupapa Kōrero (Ware et 

al., 2018) with kanohi-ki-te-kanohi (face-to-face) 

semi-structured interviews to gather unique, 

personal stories and align with the principles of 

whakapapa, whakawhanaungatanga (relationship 

building and maintaining kinship ties) and 

whakamana (Cram, 2019). The researcher (EK) and 

one of the supervisors (TC) have whakapapa (identify 

as) Māori and were careful to maintain tikanga 

throughout the research process. This included the 

researcher establishing and maintaining contact with 

parents using mihi whakatau (introductions) and 

manaaki (respect). 

Participants 

The study was conducted in a community of South 

Auckland, Aotearoa, which has a high and 

demographically young population of Māori 

(Statistics New Zealand, 2018). Participants were 

recruited through two local primary healthcare 
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providers. Criteria for inclusion were parent 

caregiver/s of children aged from six months to 10 

years with AD that whakapapa (identify as) Māori 

and had no prior contact with the researcher. A 

purposive approach was used to opportunistically 

identify participants at the health providers. Eligible 

participants received information about the study 

and were invited to directly contact the researcher. 

Six whānau members (maternal and paternal) chose 

to participate and were managing either one or more 

tamariki with AD.  

Ethical Considerations 

The study was approved by the Auckland Health 

Research Ethics Committee (AHREC). Adherence to 
Te Ara Tika research ethics guidelines ensured the 

study honoured Te Tiriti and tikanga Māori (Hudson 

et al., 2010; Smith, 2012). Appropriate consultation 

and engagement with local marae, mana whenua 

(Indigenous people), and research whānau upheld 

whakapapa and tikanga. Data sovereignty was 

offered through the process of re-assigning 

copyright, however none of the participants chose to 

maintain their data sovereignty. 

Data collection 

Data were collected by interview at a time and place 

suitable for the participants; at the researcher's place 

of work, the parent’s home, or local marae. During 

COVID-19 Alert Level 4 restrictions, three interviews 

were conducted by Zoom or telephone. Consent was 

obtained prior to the interview. The interviews were 

audio-recorded and lasted between 30-60 minutes. 

Verbatim transcription was undertaken by the 

researcher using an artificially intelligent real-time 

transcribing program. Participants were emailed a 

copy of their transcript to review and make any 

changes. Transcripts were de-identified using a 

participant alias. Data collection was between July 

and September 2021. 

Data Analysis 

Data were analysed using reflexive thematic analysis, 

which aligned to kaupapa Māori methodologies, and 

enabled capture of themes across the data (Braun et 

al., 2018). This process was achieved using the six 

phases of the data analysis process: familiarisation, 

generating codes, constructing themes, revising 

themes, defining themes, and report production 

(Braun et al., 2018). Results were revised by 

supervisors (SA and TC). Whakataukī (proverbs) 

were used to organise themes as an expression of 

mātauranga Māori (Pihama et al., 2019a). The 

whakataukī selected best-reflected parent 

experiences, within the context of their current, past, 

and future realities. 

Findings 

He rā whatiwhati kō: A day of hard work for 

parents managing atopic dermatitis 

Parents experienced many daily challenges and 

illustrated the sacrifice as a parent trying to manage 

themselves, their children, and the “intensive 

morning, afternoon, evening bath, wash, cream, 

rebandage [routines]” (Hone and Mere), particularly 

during exacerbations of the AD. Juggling the needs of 

a child with AD with other responsibilities, including 

work and caring for their other children, were 

exhausting and hard. Rangi described how she 

“would like to nine times out of ten, split myself in half 

so that I can, you know, monitor her and her skin 

situation and also do the rest of the children.” 

Keeping on “top of it” [the eczema] was key to 

maintaining their tamariki, their own and overall 

whānau wellbeing. Tipene talked about the 

persistence required coming from a place of aroha 

(love):  

It took us a very long time to fix it [the eczema] 
up into a state where we were happy. Where I 

didn't need to keep on doing it every day and 

all that, that took months... to get her mamae 

[hurt, ache, pain] under control. If you don't 

treat it and keep on top of it, you're gonna 

have a hell of a time and the child will have a 

very bad time. I just do what I have to do… I 

just do it because they're my kids.  

Parents recalled distressing memories of their 

tamariki in the night and described the physical toll 

on their sleep. Mere and Hone spoke of the 

exhaustion and how seeing their child in pain was 

incredibly difficult:  

In the morning, we'd come back with like 

blood everywhere and … we need to sleep as 

well. We can't watch her all night. I felt like I 

was on call in the night... But in terms of sleep, 

I was sleep deprived.  

Despite the need to keep on top of it, parents talked 

about the tensions they felt when trying to control 

their child's AD and not wanting to enforce too many 

restrictions. This could cause inter-whānau conflict 

between parent and child, with Rangi saying that too 

many restrictions would end up with fights, “because 

we're both very challenging. We can clash.” However, 
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parents acknowledged they needed to put their trust 

in their tamariki, helping them understand and being 

open with them. Tipene articulated 

whakawhanaungatanga as the pillar for his whānau 

to cope with living with and caring for his tamariki 

saying, “Contact is essential in Māori culture. 

Otherwise, you're gonna be locked up in a household 

all yelling at each other and that's when tensions start 

to rise.”  

This theme, He rā whatiwhati kō, identified the 

significant impact of AD on whānau. Despite this, the 

expressions of aroha and compassion drove whānau 

to do everything they could, to maintain their child’s 

wellbeing.   

It's always been like that. He's always been the 

focus... If I could do anything and just put it all 

on me, I would. If I could just take it all off him 

and [instead] I would have it. [Maia]  

Waiho mā te whakamā e patu: The feeling of 

embarrassment is punishment enough for 

parents who are suffering  

The recurring experience of judgement often left 

parents expecting themselves and their tamariki to 

be judged by others. Tipene said of his daughter, 

“She's gonna get mocked… My daughter used to be 

walking around [looking] like a mummy.” Rangi 

described how she would not only see but feel 
judgement:  

When you're sitting there at the doctor's, you 

can see eyes, you know. People just would look 

at it [the eczema]. But you can just see … you 

can just sense that stuff.  

Mere and Hone similarly described multiple 

interactions with friends, whānau, and strangers that 

focused on their child’s appearance and how other 

children would just “point and stare … she actually 

got laughed at and pointed out.” In Rangi’s experience 

whānau also judged her child’s appearance that left 

Rangi feeling incompetent and isolated regardless of 

her efforts:  

I get judged. When I go and see my family… 

like my dad, he's the worst critic … where he 

will be really frustrated at the situation and 

swear because he's never been in this position 

… of treating a child with really bad eczema. 

He doesn't know what it's like, at all ... for me. 

“I've already been to the doctors, we're doing 

everything the best we possibly can, dad!” It 

just isn't fixed overnight. 

Despite difficult social experiences, it was important 

for parents to maintain social activities and 

encourage positive childhood engagements: “We still 

want to have fun” [Hone]. Rangi said, “We don't let it 

be a burden for her because she's still learning. You 

know, she's still a child. And she wants to go and have 

fun.” Roimata talked about continuing with outdoor 

experiences, such as camping, even though this might 

lead to worsening symptoms.  

Waiho mā te whakamā e patu exemplifies the many 

social experiences that tamariki, parents, and 

whānau navigate when they try their best to manage. 

Although whānau bear huge social judgement, 

parents draw strength and resilience in their 

relationships to overcome challenges.  

I see people look at him. I go into protective 

mum mode. Like don't look at my child. Right? 

Don't judge us because we do try. [Maia]  

Hongihongi te wheiwheia: Parents face with 
courage those unseen things that can create 
worry, anxiety, and fear  

All whānau talked about the unmanageable aspects of 

their child’s AD as the seed for emotional hardship, 

stress, worry, and anxiety. This was echoed by 

Roimata who said, “When you see them stressed out 

because of their skin [and] you don't know what else 

to do. You just mamae [feel the pain] for them.”  

Rangi talked about the heartbreak she felt when her 

efforts to manage failed:  

It's heartbreaking because you can do 

something about it, but you've got to rely on 

the likes of the creams, the consistent placing 

the creams on, and if you don't have 

antibiotics, [and] you shouldn't even be reliant 

[on them] or even antihistamines. Y’know 

some days I used to just cry for her because I 

couldn't do anything. But keep chucking her in 

the shower, and she's still crying because her 

skin's burning or stinging. I couldn't do 

anything.  

For Mere and Hone, their solutions to minimise skin 

damage led to developing “an apparatus” that tied 

their child’s arms at night so she could not scratch. 

Hone reiterated the distress this caused: 

[I] felt so bad as a father having to tie her up 

every night. Then every night I knew my child 

was basically sleeping in a straitjacket in 

order to make it through, which was hell for 

me emotionally.  
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Mere and Hone’s experience showed how being 

stressed a lot of the time affected their lifestyle – not 

eating well and no physical exercise – and at the end 

of the day. “just sitting in front of the TV like a couch 

potato due to exhaustion”.  

Despite these emotional experiences, parents 

showed resilience, perseverance, and hope. Kaia 

showed how parents stay hopeful, “Trying to find 

something that makes it [the eczema] go away,” and 

at times succeeding as one of her tamariki recovered. 

Rangi expressed remaining positive, by “writing 

down things that I'm grateful for … my Bible … and 

talking to my family and having a vent.” 

The theme Hongihongi te wheiwheia embodies the 

heartbreaking emotional moments that parents 

experience as they find time to control the mamae 

tamariki experience at their own emotional expense. 

Yet they have resilience:  

Perseverance is key with eczema I believe, 

because it's a crappy journey. It's an 

absolutely crappy journey. [Rangi]  

I ōrea te tuātara ka patu ki waho: A problem is 
solved by continuing to find solutions  

Parents spoke of the confidence they felt when 

relying on their past experiences. Mere and Hone 

said: “We know more now through experience than 

we did then. So, we are much more confident in 

dealing with it [eczema].” Tipene explained how he 

relied on his experience, and how he’d developed his 

own techniques. He referred to one of the eczema 

nurse specialists who did a home visit providing good 

teaching. They also all tried other creams, including 

rongoā Māori (traditional healing and medicine), 

such as kawakawa balm, derived from native trees, 

with varying success. Aunties and mothers all 

contributed to finding or making different lotions. 

 

There was an undercurrent of mistrust of Western 

medications and health professionals: “I ain't just 

gonna carry on putting anything on just you know, 

because the doctor said all that” (Tipene).  

Maia similarly expressed:  

Yeah, we're trying to stop those [Western 

treatments] now. I just thought I didn't like 

putting on the fatty cream all the time. And I 

noticed that with the kawakawa I only had to 

put it on, maybe two or three times a day 

instead of five or six. Sometimes I feel like it's 

feeding it [the AD], not fixing it. I’m trying to 

listen to the doctor, but in my head, I just feel 

like, “Why isn't it working?” You're a bit 

desperate sometimes… Instead of giving him 

all these hydrocortisone and steroids and 

putting all that cream on him, when the 

kawakawa was working, but nobody told me 

about that, they didn't make that an option. 

We've got some in our backyard, so I'm 

making my own.  

Other methods to demedicalise and reclaim their 

mana (inner strength and influence) are shown by 

Mere and Hone who talked about using pH water as 

an alternative to methotrexate:  

We would rather not go on pills. Let's try this 

water thing. So, we gave it to her religiously 

every morning... And in five days when they 

called us to go on the pill, her skin was clear. 

There's a Marae that has this fit water filter... 

and people go there and fill the water bottles.  

Kaia talked about measuring her wellbeing through 

her children, “because when he's all flared up, he's 

miserable. And it's so sad. So, when he's happy, I'm 

happy.” Kaia also talked about how her whānau were 

affected: “It upsets us. Especially his bigger sister. She 

will as soon as she hears him cry, she'll come running 

in as well.” Embedded within this collective 

responsibility was the value of aroha that emphasised 

children as important to Mere and Hone’s emotional, 

social, and physical wellbeing:  

How can we compare our suffering to hers? In 

a way, it's more kura kaupapa Māori, sort of 

Māori school of thinking. I didn't really 

separate my physical being from the way that 

the emotional toll reflected on my body and 

my wife's body. Because if you're stressed, 

that's going to release chemicals like, hurt you 

physically, because you're emotionally 

hurting or stressed... I probably make worse 

decisions in my eating than my sleeping 

habits. And then I'm all down and gotta turn 

to a couple of drinks. Ah then that's gonna 

poison me a bit more and then [I] turn to 

lollies and sugar. Because your mental state, 

your wairua [spirit] is down. I felt sad for her. 

But I'd always gauge my response by hers ... 

because I'm not really wearing that thing. She 

is the one that is actually wearing a bandage. 

She is the one who is suffering in pain. As a 

parent, I'm responsible for her life. 
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The theme I ōrea te tuātara ka patu ki waho, reminds 

us that wairua is a central aspect of Māori wellbeing 

and the importance of reconnecting parents to te ao 

Māori, such as by using rongoā, mātauranga Māori, 

and resisting medicalisation of their child as their 

only tool. Although for some parents it was difficult to 

access these traditional Māori knowledges, parents 

felt exploring and utilising this knowledge was 

important.   

If I can't afford it then I can't afford it, but 

there's alternative to use at home, you just 

have to do a little bit of research and you'll 

come up with a solution. [Tipene] 

He aha te mea nui o te ao? He tāngata, he 

tāngata, he tāngata: What are the most 

important things in the world? It is children, it 

is parents, it is whānau  

Lastly, parents' experiences revealed complex 

interactions across health, education, and social 

services. Their experiences manifested that ‘he 

tangata’ was in fact not important in the current 

Eurocentric, ‘we know best’ system of delivering 

healthcare. Healthcare experiences were very 

difficult leaving parents feeling dismissed, 

embarrassed, and frustrated. They felt they were not 

listened to: “The way they [health professionals] 

were talking to me like I didn't know what I was 

doing, and then it made me angry, and then I cried” 

(Kaia). Rangi also talked of the frustration: 

Why won't the doctors listen to me? It felt like 

that was a repetitive cycle within my mind… I 

dreaded going to the doctors because I knew 

they were going to prescribe things that 

weren't working... I wasn't being listened too. 

I would ask for a particular antibiotic that 

would work for her and they'd prescribe 

something else, and it makes everything 

worse. We're going back again and just re-

explaining all the time y’know to doctors that 

don’t listen... It can be so frustrating. 

Maia’s experience reiterated how whakamā (shame 

and embarrassment) and deficit focused interactions 

made her avoid her doctors and only attend if she 

really had to:  

I was embarrassed because we were always at 

the doctors. And to me, it's like, I'm not doing 

my job properly or something. And you'd get 

embarrassed … it felt like you were useless... It 

just felt like he [the doctor] had no 

compassion.  

Mere and Hone had difficulty interacting with 

services that left them feeling “lost in bureaucracy,” 

yet professionals and doctors were, “supposed to be 

your advocate.” When asked about their expectations 

with health services, other parents spoke about 

health professionals’ responsibility to educate so 

parents feel competent, have the tools to manage, and 

pass on knowledge. “by teaching the children 

everything that you know, and so they can come on 

board with helping themselves.” (Tipene). Roimata 

acknowledged health professionals have the power 

to “change our lives for the better”, when parents “are 

given more advice around the whole thing … not just 

giving them the cream.”  

Home visits with culturally safe clinicians or Māori 

clinicians were suggested as a way of overcoming 

whakamā. Mere and Hone spoke of trusting 

relationships that promoted their role and voice in 

their child’s management, while acknowledging the 

importance of having health professionals who 

genuinely tried to understand their cultural context:  

I think he was the first GP I ever met about 

eczema that really empathised and really 

understood where I came from… I think also 

[being] Samoan, … he understood those things 

as he's come from that world.  

The fragmentation across the health, social, and 

education sectors caused considerable challenges for 

parents. Parents described how their tamariki missed 

out on school activities and were sent home 

frequently if they were unwell or upset. Rangi 

described how the truancy officer was sent to her 

home when her daughter had bad eczema, despite 

communicating with the school, but she hadn’t 

provided a medical certificate because it was just too 

hard to organise. They spoke about how 

socioeconomic challenges left them with few choices. 

Maia explained: “[We were] struggling, at one point, 

we didn't even have a car and I knew he needed to go 

to the doctor, but I couldn't do all of them [the 

children] ... it was pretty hard.” Accessing the right 

benefits were difficult. Maia spoke about “feeling 

dumb” that she didn't know about disability funding, 

and in Roimata’s experience, organising paperwork 

was so problematic that, “I just don't bother,” even 

though she knew she “should be getting help for all of 

them.”  
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However, money was just a part of the problem. Mere 

and Hone described how receiving benefits failed to 

address the lack of healthcare and support: 

It was just like a treaty settlement, like chuck 

money at it. Come chuck money at it 

afterwards. Like here's your pain and 

suffering money. Like here's your two percent. 

Tipene’s experience with Oranga Tamariki (Ministry 

of Children) also reiterated the failings and mistrust 

with government systems after his daughter was 

returned to his care:  

Whoever had her [his daughter] weren't even 

looking after her… It was disgusting. 

Government employees or whatever they do in 

their care, she was in their care for years. She 

came to me very bad. 

Ultimately, whānau provided the network of support 

and care for the parents, including helping with visits 

to general practice and finding alternative 

treatments, such as rongoā Māori: “It's a whānau, it's 

a wider community” (Mere & Hone). Maia also talked 

about virtual relationships and social media as being 

more supportive than health services, such as a 

Facebook group where parents shared experiences 

and ideas.  

The theme, He aha te mea nui o te ao? He tangata, he 

tāngata, he tāngata illustrated that systems must be 
whānau centric, always putting the needs of people 

first. However, parents’ experiences with 

governmental systems are difficult, demeaning, and 

discriminating. Parents are made to feel they have no 

choice, and their experiences evidence the ongoing 

colonial structures that continue to underserve 

Māori. Parent’s expectations for improved access to 

support, health education, and being treated 

genuinely with respect and empathy were not 

provided for.  

Discussion  

The study examined the experiences of whānau 

Māori caring for their tamariki with AD and provided 

insights so health professionals might improve 

healthcare service delivery. As found elsewhere, 

whānau were economically burdened as they strived 

to serve the complex needs of their tamariki living 

with AD (Howells et al., 2017; Olsson et al., 2020). 

Being able to afford treatments was not a choice 

when financial insecurity was a significant threat to 

their whānau wellbeing especially when systems 

interfered with accessing support (Morton et al., 

2020). The financial aid that parents were able to 

access was still inadequate to cover the costs of 

caring for their tamariki (Olsson et al., 2020). The 

lifestyle adaptations required to care for tamariki 

with AD further added to whānau socioeconomic 

burdens, reiterating how costs directly affect 

wellbeing outcomes and perpetuate disparity 

(Oranga Tamariki, 2020; Waitangi Tribunal, 2019). 

The costs of living with a child with AD impact 

parent’s taha tinana (physical) and taha hinengaro 

(emotional) aspects of health. Parents in the study, as 

identified elsewhere, experienced stress, poor sleep, 

poor lifestyle choices, and emotional hardship 

(Amaro, 2020; Ramirez et al., 2019). Chronic sleep 

deprivation increases the risk of metabolic diseases 

and mental health issues (Ramirez et al., 2019; The 

Royal Australian and New Zealand College of 

Psychiatrists, 2016). Such long-term conditions, 

including cardiovascular disease and diabetes, are 

more prevalent in Māori populations (MOH, 2018). 

Thus the detrimental physical and emotional impacts 

of living with and caring for a child with AD may 

accentuate poorer health outcomes and disparity for 

whānau Māori. 

The influence of racism manifesting through health 

professional bias and accessing services was evident 

in our study. Colonisation and racism continue to 

drive inequity for whānau Māori in Aotearoa (Came 

et al., 2021; Graham & Masters-Awatere, 2020; 

Houkamau, 2016; Moewaka Barnes & McCreanor, 

2019). Individual racism and institutional racism 

emerged through health professional’s attitudes, 

delayed referrals, and imposing processes such as 

medical certificates and paperwork. Racism and bias 

identified from whānau kōrero impacted clinical 

decision-making, relationship building, and 

information sharing that disadvantaged whānau and 

their tamariki in this study (Houkamau, 2016; Wild et 

al., 2021). Furthermore, the marginalisation of 
whānau by government institutions was sustained at 

all levels by mistrust and whakamā (Wepa & Wilson, 

2019).  

The whakamā that parents spoke of manifested with 

others and within themselves. The literature 

supports that parents and their tamariki with AD 

experience judgement that is disabling, leaving them 

feeling incompetent and alone (Amaro, 2020; 

Chamlin et al., 2004). Whānau acknowledged 

removing whakamā was most important when 
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accessing healthcare services. Titiro, whakarongo, 

then kōrero (look, listen, then speak) helped whānau 

to establish safe spaces at times when they felt most 

whakamā. Coping with whakamā also meant 

differentiating their tamariki from AD by calling the 

AD ‘it’, a strategy seen in other debilitating conditions 

(Engman-Bredvik et al., 2016). Identity traditionally 

for Māori is defined through whakapapa and whenua 

(land) which is supportive of these coping 

mechanisms (Te Huia, 2016). 

Parents showed resilience in their pursuit to manage, 

despite the barriers, as an expression of aroha and 

compassion (Amaro, 2020; Chamlin et al., 2004; 

Meintjes & Nolte, 2015). Parents reconnected with 

and felt supported by wairuatanga and rongoā. They 

drew on he ngākau aroha (expressing care, 

compassion, and empathy), kare-ā-roto (the spiritual 

ripples within that manifest physically), and 

collectively measured the impacts of the disease to 

uplift their hauora. Parents, like those referred to in 

the literature, used alternative therapies to resist the 

medicalisation of their children living with AD and 

the use of rongoā enabled whānau to feel proactive in 

their child's management (Howells et al., 2017; Te 

Karu et al., 2013). Mātauranga, in this case, helped 

whānau dispute social control and regain mana 

motuhake (self-determination) when different 
institutions failed to support their needs and misused 

their power (Lowenberg & Davis 1994; Moewaka 

Barnes & McCreanor, 2019; Smith et al., 2016). 

Pā harakeke (a metaphor for whānau) mātauranga 

emerged through the connections and relationships 

that parents developed to protect their tamariki, 

whānau structure, and hauora. This way of collective 

management served to mitigate the challenges that 

whānau experienced (Amaro, 2020; Ramirez et al., 

2019). Whānau and whakawhanaungatanga opened 

the space for collective insight, support, and solutions 

when they could not rely on health systems. The 

concept of whānau extended beyond immediate 
relations and even included a virtual group for one 

parent. This way of living reinforced nurturing 

important tikanga such as whakapapa and 

prioritising their tamariki when whānau were most 

unsupported (Moewaka Barnes & McCreanor, 2019; 

Rokx, 1997).  

The inclusion of te ao Māori is an imperative now 

shared across health (Wilson et al., 2021), social 

welfare (Lawson-Te Aho et al., 2019), and justice 

(Pihama et al., 2019b) sectors as the only way to 

move towards enduring change, healing, and healthy 

futures for whānau. Honouring mātauranga Māori 

and acknowledging each whānau within their context 

of te ao Māori is essential. For modern Māori, access 

to whenua, whānau, tikanga, and other protective 

mechanisms are difficult due to colonisation 

(McGregor, 2021; Moewaka Barnes & McCreanor, 

2019). Colonisation has meant the internal and 

external migration of Māori from protective support 

(Moewaka Barnes & McCreanor, 2019; Wilson et al., 

2021). Prioritising knowledge around rongoā, 

wairuatanga, whānau, and whakawhānaungatanga 

ensure whānau voice is valued and uplifted at each 

step of their healthcare hikoi (journey).  

Recommendations for policy, practice, and 

future research  

The five themes from the data identified living with 

and caring for a child with AD is challenging, 

relentless work for whānau. Whānau were often 

shamed with judgments about their ability to care for 

and tackle the holistic challenges of managing their 

tamariki with courage, persistence, and aroha. 

Although whānau utilised mātauranga Māori to help 

them through, health systems continued to fail and 

underserve whānau Māori by not putting them and 

their tamariki first. While AD has a personal impact 

on whānau, this extends into many aspects of their 

lives due to the failure of current systems. Our 

recommendations are as follows: 

• Acknowledge that whānau Māori living and 

caring for their tamariki with AD are 

disadvantaged by current primary healthcare 

systems. Health professionals should take a 

whānau-centred approach grounded in their 

experiences and knowledge of caring for a child 

with AD.  

• Redefine how we engage with whānau using 

cultural safety and bias programmes to 

breakdown racism to change discourse to 

empower whānau in the care of their tamariki. 

• Prioritise investment in the Māori health 

workforce, so that whānau see themselves 

reflected in our healthcare system. 

• Apply intersectional policy frameworks across 

health, social, and education sectors, to ensure 

services and processes support access for 

whānau, addressing wellbeing from a culturally 

appropriate and social justice perspective. 
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• Indigenise workplaces and models of care to 

support mana motuhake, with whānau self-

determining their care including use of 

mātauranga Māori and having choice to make 

decisions over their preferences. 

• Ensure reforms respond to whānau needs and 

are cognisant of the interdependence between 

whānau and te Tiriti. By allowing whānau to 

exercise tino rangatiratanga (absolute 

sovereignty) is to ensure whānau may be 

independent, live, and succeed as Māori. 
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