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ABSTRACT

This thesis set out to evaluate the effectiveness of a cardiovascular disease medicines
health literacy intervention. Kaupapa Maori evaluation was the guiding approach for
gaining insights about the intervention from patients/whanau and Ngati Porou Hauora
health practitioners directly involved in the intervention as well as the wider Ngati Porou
community. Beyond this research setting, | sought to broaden the insights into health
literacy approaches through Maori and international Indigenous key informant
interviews, synthesising their insights with analyses of the evaluation data. In addition,
the study sought to ground its understandings of health literacy interventions and
approaches with Indigenous communities in other colonial contexts by collaboratively
designing and testing an evaluation framework. As well as the focus on health literacy
as a construct, | aimed to broaden understandings around the praxis of kaupapa Maori

evaluation in the context of an iwi-centred approach.

The key findings of the strands of the study are effective health literacy, with sub-themes
for Ngati Porou context and importance of whanaungatanga; kaupapa Maori evaluation
— transformational praxis; reclamation of health literacy and contributions to the
formation of Indigenous health literacy. To bring about change, we need to deepen
health literacy’s scope to examine practices embedded in broader social narratives and
cultural agency that recognise issues of equity, equality, and empowerment. Health
literacy needs to be understood and enacted as a situated social and cultural
construction that is negotiated, fluid, and shaped by people, whanau communities, and
the complex array of other stakeholders. | propose transforming health literacy praxis
at all levels — requiring the re-orientation and re-configuration of power relations that is
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congruent with current debates and discussions about decolonisation. Decolonising
health literacy will involve revamped decision-making and recruitment processes
grounded in Indigenous world views, tino rangatiratanga and mana motuhake. More
specifically, transformation of health literacy will involve investing in cultural safety and
competency training, applying new standards of practice, and ensuring internal and

external Maori involvement at all levels of engagement.

Vil



ACKNOWLEDGEMENTS

Thank you to the research participants and your whanau for inviting me into your homes
and workplaces; you have provided insight and grounding to the research. Aroha nui ki

a koutou katoa.

To my supervisors, Professor Helen Moewaka Barnes and Professor Tim McCreanor,
thank you for your aroha, manaaki, and support. You have provided a safe and
supportive environment for me to grow, heal, and flourish. | would like to acknowledge
the support and encouragement from the Maori and Indigenous programme — MAI
Kupenga networks, especially MAI ki Tamaki, my source of sustenance and aroha: Mera,
Jenny, Jen, Hinekura, Jodi, Dee, Kimiora, Tia, Anna, Ruth, and many more beautiful
minds. Téna koe Chance for your tautoko and Danny for your healing mirimiri. To my
SHORE and Whariki Research whanau — Victoria, Brigid Te Ao, Binny, Lina, Emerald, Lisa,
Caroline, Jan, Steve, Trina, Rangimarie, Jade, Angela, and Ray. Nga mihi. My Waikato
crew — Bridgette, Waimarie, Rob, Mohi, Michelle, Naomi, Neville, Leonie, Papahuia,

Kahurangi, Saburo, Karen, and Kiri —you all inspire me.

| would like to thank Ngati Porou Hauora staff and the parent project’s research team
for your time and guidance. Thank you to the funders who supported this research. Nga
mihi matakuikui ki a koutou katoa: Health Research Council (Maori Doctoral PhD
Scholarship); Nga Pae o te Maramatanga (Doctoral Bridging Grant, Conference
Attendance Grant); Maori Education Trust (Ti Maru Maori Trust Prestigious Scholarship,
Eric Hall McCormick Memorial Scholarship); Massey University (Plrehuroa Awards);

Ministry of Health (Hauora Maori Post Graduate Scholarship); MAI ki Tamaki He Manawa



Whenua Indigenous Research Conference (Attendance Grant); Waikato-Tainui (2017-18

Waikato-Tainui Doctoral scholarship).

Thank you to my whanau and friends. A big mihi to my parents and grandparents, who
support me in their own unique ways. Thank you to my darlings, for your aroha, kisses,

and hugs — George, Wiremu, Okaire, Maggie and Tawatihitihi o te Rawhitiroa.

Na Manaakitanga Teah Anna Lee Carlson



TABLE OF CONTENTS

KARAKIA. ... s s s s s s ssssssssnss ]l
Y= 1 IV O PR Vil
ACKNOWLEDGEMENTS ....ccciiiiiiiiiiiiiiieiiiieieiieieeeeeeeeeeeeeeeseeeeeeememememmeeemmeesmsmssssssssssssnne IX
LIST OF FIGURES .....cuuui s ssssssssssssssssssssssssssnes Xvi
[ 0 T i 17 = ] 3N Xvii
LIST OF APPENDICES .......cuuuuuiiiisissssssssssssssssssssssssssssssssssssssssssssssssssssssnns Xviii
L 0 1Y 1 XIX
PREFACE .......cuuiunnunnnnninnnunnsasasasasssasssssssassssssssssssssssssssssssssssssssssssssssssssssssssssssssnsnes 1
INEFOTUCTION ...t 2
Strengthening Health Literacy Among Indigenous People..............cccccouveevccuveeennen. 2
Cardiovascular Disease Medicines Health Literacy Intervention..................cccccuu...... 3
Evaluation of Cardiovascular Disease Medicines Health Literacy Intervention ........ 4

ThE Gt OIS et e e st e e s st e e e s s sbae e e s s naaaeeeesabaeeeenans 5
CHAPTER ONE: SETTING THE SCENE .....ccooiiiiiiiiiiiiiiiiiiiiiiniinninssinnssssssssssssssssssssssssssns 11
INIGENOUS ..o 12
Kaupapa Maori ..o 13
EVAIUGEION ...ttt 16
Kaupapa MGOri EVAIUGTION ..........cccoevvveeiiiiiieeeiiiieeieeeeeeeeessiiievieeeeeeessssissseesesesnensns 18
HEAITN LITEIACY . ueiiiiiiiiiciteeeee ettt e e e et r e e e e e e e seababeeeeeeeessenansreaees 24
HEalthCare EXPEIIENCE. ...cii ittt s e s e e e s bae e e s saraeeeenaes 31
Maori with Cardiovascular DIiSEASE ..........eevveerieriieeiieeieenee e 33
Prevention and Management of Cardiovascular DiS€ASE€..............cccccoueveesivuveeennnnne. 38
MEAICALION USE ...ttt et 43
NEATE POIOU .. 47
NGaQti POrou HEAITN SEIVICES ......ccooeeceveeeieiiieeeeseiiiieieee e eetsiieveeeseeeessssissvvesesessenins 49
NGaALi POrou HQUOIG ..........ccccooeeieeiiiiiiiieeeeeeeeeeeeeeeeeeeeee ettt 51
NGQLi POrou LItEIACY ........cccooveviiiiiiiiieiiieeeeeeeeeeeeeeeee ettt 55

R V10 0] 0 =1 R 57
CHAPTER TWO: RESEARCH APPROACH.......ccciiiiiiiiiiiiiiiiiniinininsnnnssssssssssssssssssssssssssnns 59
Beginings of the research ... 61
WhanaUNZAtANEE c...uuvvvieeiieieeeiiiieeeee ettt e e e e e st e e e e e e e e sebbbeaeeeeeessesssrraereeeeeeas 63
KO W0 AU? ettt ettt et e st e et esat e et e e sateebeesateebeesaneens 65
METNOA THEOTIES ... s s sare e 66



Collaborative ReSearch MEthOdS ........oovuvuuiiieiieiiieiieee ettt ee ettt s e e eeeereens 69

RESEAICHEI PraCtiCe ...uuii ittt st 74
MEGBEQUIANGQA ... 75
WRGKGIONGO ..ottt ettt s s e e s st ae e s sssaa s ssstneessnans 76
MU ... 76
I\ o ToT e TV Ko oo 1o o USRS 77
WRGKARQUEGNGQ .....cooooniiieeeeee ettt ettt e st e st e e sssa e e s saaneessnans 77
WRGKGDONO. ....coeeeiiiieeeee ettt e st e et e e s s sttae e s sssaa e ssstneessnans 78

SUIMIMIAIY .ttt ettt ettt et et et ettt et ettt e eete e et e ee e et e e et et ee et e e e e e e e e e e e e e e e eeeeeaeaeaeeees 79

CHAPTER THREE: MY RESEARCH .......ccevuiiiiiimniiiiiriiiiiinniiiinaeisnnssessnsmssneesssns 81

AIMS AN ODJECLIVES ..eeiiiiiiiei et s st ae e e s s sabee e e s naaees 82

=T oL ol o o ] [Tt U 82
INE@IVENTION ...ttt ettt e e e e e ettt e e e e e e e ssanes 83
DOCtOrQl REIGTIONSRIDS ....vvvvvveeeeeeeseciiiiiiee ettt e e eessetaeetae s e e e esssiasseeseseeensssans 84

DeESIZN AN IMETNOAS ...uvvviieiiieiiiicireeee et e e e e e e s e e e e e e seaabbaeeeeeees 86
EVAIUGLION SEIUCLUIE ..ottt ettt e s sae e s st e e s sasaeasensenes 88
Phase One: Participant Data ColleCtion...............cccoueeeescueeeessiiieessiiiieesssiieeesnaenns 89
Phase Two: Evaluation FIOMEWOIK ...........cccccuueeeeesiuieeeesiiieeessiiieeessiiesesssiisesssnsens 96
3 4 Lok USRS 99

ANAIY SIS coteeee ettt e e e e et e e e e s tae e e e e braeeenaraeeeens 100

DiISSEMINATION ..eeiiieiiii ettt e e e e e e e e s e e s et e e e e e e e e nnnres 103

Research Process: Health Literacy Framework Development..........cccoecvveeiriinenenns 104
INTEIQT HUI ..ottt et e e s e s e e ssee e 104
SECONA HUI ..ottt ettt e e st e e et eessaneeaens 104
TRUIFA HUI oottt ettt e st e sttt e e e st e e e s ttaa e s satseesanssnaaeas 110
o TV o I = [ [P 112
LT ]I [V ST 113

SUIMIMIAIY .ttt ettt ettt ettt et ettt e ee et e ettt et et et et et et e e et e e et et e e e e e e e eeeeeeeaeeeeeeeaees 114

FINDINGS: SECTION ONE .....cccccciiimmuiiiiinnniiinnnniiiiiemnisiimessisimmsssssimsssssssssssssssesns 115
CHAPTER FOUR: AMPLIFYING VOICE........cccceuiiiiiimnniiiiinnnnisninnnnisnmessssssssssssssssssssses 117

INEFOAUCTION ettt e e e e s e e st e e s s e e e ssabneeessnnneeenans 119
Patient Experiences and Expectations Pre-intervention..............cccccccevevcvuvveennnnnen. 119
SUMIMOIY .ottt ee e et eeeebesenenesenenenes 125
Patient Experiences and Expectations Post-intervention ...............ccccceeeevuvveeennnnen. 126
Health Literacy iN ACEION..........ccccuveeeeeeiieeeeeiiieeesiteeesstta et e e estea e e s saraassnsaes 134
SUMIMOIY .ottt ettt eeeeeseeesesenenenenenes 138

Health Practitioner FINAINGS.......oocvuviieiiei ettt eetbree e e e e e anaeees 139
Health Practitioner Perceptions and Expectations of Intervention........................ 139
Health Literacy iN ACEION..........ccccuvveeeeeiieeeeiieeeesteeeestte st e e ssivea e e s sasaassnsaes 146
SUMIMOIY .ottt ettt eeeeeseeesesenenenenenes 149



Key INformant FINAINGS.....uueeieiiiiiirieiiee ettt eeserree e e e s e e s eesnareaeees 150

Y0 1] 1o [ SRR 162

6o ol [V 1] o TP PSPPSR 163
FINDINGS: SECTION TWO....ccuciiieiiiieeeienneeteanereneserenserenssssnnsesensssssnsesesasessnsssssnsssnen 165
LINK ONE. .. ettt et ettt e e e e e e e et e e e e sata e e e e easaeeeeenneaeeeennnneeeannnneeean 167
CHAPTER FIVE: A COLLABORTIVE JOURNEY ......ccceiitieerinecrenncrennerenseseeasesensnensnnens 171
A 1 1 - Yot SR 172
TaTd o To 1N ot 1 o] o JA R URUR 172
o1V o o Lo 1Y [+ Lo o AU 175

L (L= o] =1t USSR 181

I\ o ToTd I o] (o0 I = [o 1V Lo ] /o IR 183

The Kaupapa Maori EValuation ..........ccveeiiiiiiiiiiniiec e 185
HE KANORI KItQ.........cc.eveeeeeeeieeeeeeee ettt e e e ettt e e e et e e e st e e e s sssaaeeenees 186
Collaboration ENVISAGEA ............cooeeeeuvveeeieieeeeeiiiveeieeeeeeeissiisveeeesseessssisssssssssesnnniins 187
Titiro, WHhaKarongo ... KOI€I0 ............cceeeecevivveeieeeeeisesiiieeeeeseesesssiissensssssesssisnsens 189
Contextual UnNderstanding............cccevveeeeeeeeeeeeiiiiveieeeeeeeeissiiivseeeesseesssssisseeessessnniins 191
PArtiCiPANT PriOriti@S ......uuuueeeeeeeeeeieeeee e e ettt e e e e e ettt e e e e e e e estatsaeeeeeasesesennaaas 193

2] =T o1 4 o o TSR 195
CoNCIUAING REMAIKS ..eeeiiiiiie ittt s e s s sre e e s s sbae e e s sabaeeeenaes 198
LINK TWO ..ottt ettt ettt e ettt e e et e e e s et e e e e et e e e e ennseeeeeennsaeeeennnneeeanseneean 200
CHAPTER SIX: WHANAUNGATANGA.......cceiiticcreencrtnenereneerensesensssrensesesasesenssessnsans 205
A 1 1 - Yot PSS 206

T e Lo o T LUt 4T o SRR 206
Patient—Health Practitioner RelationSRip ............cccueeeeeecuveeeesciiieeesiieeesiiieeeeeaans 208
Healthcare Relations in AOLEAIOQ. ..........eeeeeeeecciieeeieieeeeeeecciiteeeae e e e eeccesreveaaaaeeeeans 211
Health Literacy in AOLEAIOQ .............cceeeuueeeeeeiiieeessiiieeeesiieeeessiteeeesivaaessssieesssaans 213
V1T o T Yo PR 217
FINAINGS e 219
Shared Health System EXPEIIENCE...........ccccveeeeeecrieeeesiiiieeesiiieeessiieaeessiveeesssiineens 219
APPreciating WRGNQU ............oeeeeeueeeeesciiieeeeiiieeeestteeessitea e ssive e ssiteaeessaseasesaees 220

Ko Wai Ahau? Ko Wai Koe? Willingness to CONNECL............cccouveeevvcveveesicrieaannnn, 222
Striving Towards WellDeing ............cccuueeeeecuveeeeseiiiieesiiieeeessieeeesscieaesssiseeesssisneens 225
Importance of Skilled Facilitation and Knowledge Sharing ................cccccouvuveni... 227

(60T o Yol [V o JPS SRR 229
LINK THREE ..ottt ettt ettt e et e e s et e e e e aaae e e e enanaaeeesansaeesennnnneeeannnneean 233
CHAPTER SEVEN: HEALTH LITERACY IN ACTION. .....ccceuuiiiiirnnnicnirennniennennsessssnnsssssens 237
F AN o1 o = Tox APPSR 238

Xl



[[9) o oo 18 Lot f o) o VAP 238

HEAIER LI@IACY .evvveveeeeiveeeeeee ettt eeetteateeee e e eeessttsvveas s e s eesssssssssessessessssaans 239
(00 LTI =X e i [ T=e 1V 115 U 241
ROIE Of HEAITN SEIVICES....uvveeeeeeeeeeecieieeiieeeeeetseiiieeee e eeeeetisvveee s e s eessssssreeaeseeensians 242
RESPONSE t0 TreALMENT.........ceeeeeeeeeeeee e eeeeetee e ettt ee e e e e e e e et etaeeeaaaeesannnas 243
V=3 Vo Vo £y URRPSR 245
LYo [V Lo 14 (o) ¢ U UUPPN 246
POUIENTS ..ottt e ettt et e e e e e e e ettt e eae s e e e e sttt raaeeeaaaaaaaaaaas 248
HEQIER PrACEItIONEIS ........evveeeeeeeeeeeeeeee ettt e e e e ettt a e e e e e ssesssaeeaaaaeeeensanes 248
ANAIY SIS ettt ettt e s e e e et e e e e st be e e e e braeeenaraeeeeas 248
HeQIth LiteracCy in ACHION.......cccoeeeeereeeeeeeeeeeeceeieieeee e eeectiseveeeseeeessssassresseseessssans 249
Whakaaro — Fluidity of Understanding ............ccceevveeeeeeeeeessviieeeieeeeeiesiiiiveeeeeneenns 249
TUIrANGALIIQ — PrESENCE....ccoceeeeeeee e e eeeeeeeeeee e ettt e e e e e e e ettt tteae e e e e esesasaaeaeaaaaanes 253
Whanaungatanga — Building RelationShips ............c.eeeeeeeuveeeesiuveeesiiiieeesiiieeennans 256
(DT of B (1Y o] o OO PPPTPRRR 258
(00T 1ol [V 1] o o [PPSR 260
LINK FOUR oottt ettt e e e ettt e e e e aae e e e e at e e e e e anaeeeeenaaeeesennsaeeeeansaeeenans 263
CHAPTER EIGHT: THE POWER TO RECLAIM .......coiteeeiiiiinniiniinnnicniennssssssensssssssnnnes 265
Y o1 o Lot AR 266
T g )i o T 11T 4T 1R PSR 267
Colonisation ANA HEAITH ..............eeeeeeeeeeeeeeeee ettt e e e e e e 268

A Ngati Porou Perspective on Holistic Health...............cccooeevuveeevvvcuvieessciieeesinnnnn. 270
The Introduction of Colonial Health SErviCes............ccoueeeeevuveeessciveeesiiveeeesivennnnn 271
HEGQIEH LIt@IACY ....vvveeeeeeeeeeeee ettt st e e st e s et e e e s sssaassnsaees 273
Evaluating HEAItN LIt@IACY ........ccceevvveveeeeeeeeeiiciveeeeeeeeeeeeiiiiseeeeeseeeessssssssesssssenssiians 274
Reviewing Colonial Evaluation PractiCes .........ueuueeeeeeeevivivvveeeeeseesiiiiirveeeeeseesssiinns 276
Articulating Value from Maori PErspectives...........ccceevveeeeeeeeeeesiiivveeeeeeeeissiiiinnennn, 276
Practice in the CONEXt Of HiSTOIY ......ueeeieeeeeeiicireeiieeeeeeeeiiireeeeeeeeeesssiisseesssseenssiians 277
Kaupapa MGOri EVAIUGLION ............uuvveveeiieeeeeicciiieieeeeeeeeiiiveeeeeeeeeesssinseesseseenssiians 278
V=3 Vo Vo £y SRR 280
Collaborative Hui to Develop the FrameworK..............cccuuvevecuveeessviveeeesiiineesnnnn 281
TRE FIAMEWOIK ...ttt e e e e ettt e e e e e e e e s et aeaaaaeesessinssssees 283
THE FramMEWOIK ooeeeeeeiiiiieeee ettt ettt e e e e e e e e aa e e e e e e e e e e ansbeaeeeeaeeeennnnnnens 284
2] =T o1 4 o o O SPRRPSR 290
(070 o Yol V1] o o ISR PUPPRR 292
CHAPTER NINE: INDIGENOUS HEALTH LITERACY ....cccciiiieniiiiinnniiniennncsnsenssiessssnnnes 295
T g )i o T 11T 4T 1R PSR 296
International WOrkShOp ..o..uiie i 297
Y o =T Lo L= SR 298



WOTKSNOP PrOCESS .. .uvvtviiiieieeiiiiiiitrereee e e eeeietbtree e e e e e e e setbreeeeeseessesessbssereeeeesssennnsreneees 299

Step One — Goals and Aspirations of Health and Wellbeing...............ccccevvvveune.... 299
Step Two — Our Collective Values and PrincCiples ............ccccueeeeeecveveeeeccveeeeainnnnn. 300
Step Three — Colonial HEAIth Lit@IaCY .........ueeeeeeeeeeeeveeveeeeeeeeseiiiieeeeeeeeessssiisverenesens 301
Step Four — Health Literacy Actions and CriteriQ ............cccccveeeeeecveveeeeiiveeeesinnnn. 304
Step Five — Health Literacy ACtion AF€QS ...........ooeeeevvvveeeeeeeeseiiiirveeeeeseesssisissseenesens 305
AANAIYSIS 1ottt e e e e e e e e e eere bbb arr et e e e e e eatbtbarraeeeseeennrrraaees 307
LEAININGS ..ttt e e e ettt e e e e e s e st et e e e e e e e s aaabteaeeeeeeeeaane 307
Visual Expressions of EXploring TrULRS.................ccccoevvvvvveeeeeeeesiiiieeeieeeeeeeisiinnnen, 307
Indigenous Health Literacy FrameWorkK .......cccvvvveeeeeeiiiiiiiiieeieeeceeeecireeeee e e eesnnveeeees 314
EQUitable ReIQtiONSRIPS. .........ceeeeeiieeeeeiiiie et eeseee ettt s e e e s ssaae e 316

2 Lo ) T A ol o = 1 L1 £ P PPRPR 318
Capacity and Capability BUilding ..............ccoveuueeeesciieeesiiiieeesiiiieeesiieeessiiee e 319

(00 | L=Tor d Y3 oL 4 11 =X TSR 320
SUIMIMATY ... e e e e e e ettt e e e e e e e ettt st aeeeeeeeeassannanaaeesesnsssnnnnseeeesesesnnnnn 322
CHAPTER TEN: DECOLONISING HEALTH LITERACY. .....ceiciriciecrccrecrecererecnnsennenes 325
Ta Lo o T LUt 4T o 1R 326
Features of Kaupapa Maori Health Literacy......cccccveeiiniiiieiniiiieiiriiee e 326
Ngati POrou Health LItEracCy .....cooccvvveeeiiiieieeiiteeeee ettt e 329
Contributions Towards an Indigenous Health Literacy.......ccccccevvvveeiiniiieeeiniineeeens 330

E VT oL T - WY/ = o] g I ad o D USRS 332
Reclaiming and Decolonising Health Literacy .......ccccccevvieeeiiiiieei e 334
LiMITatioNS .o, 336
FULUIE RESEAICN....ciii ettt e e e e e e e e e e e saaae e e e e nnaeee s 336
ClOSING COMMIEBNTS ...vviiiiiiiiiee ittt et ee et e st e e e srr e e e s sbte e e e esbreeessnsbaeeesssseeeesnnns 337
REFERENCE LIST ...cuiiiiiiiiiiiiiiiiaiieiieeciniiaiiestesstasianiessssstassassesssssssssassassssssassassasssnssns 339
APPENDICES .......o oot titceteteceetereceetastecsnsassacsssassocsssassasnssassassssassasnnsansasnns 361

XV



LIST OF FIGURES

Figure 1: Ngati POrou tribal @r@a........eeeeeiiiiiiiiiiiiieeie ettt serreeee e 48
Figure 2. Evaluation framework VISIONS..........ceeiviiiieiiiiiiieieiieec e 105
Figure 3. Steps towards developing evaluative criteria for evaluation framework ..... 106
Figure 4. Evaluation framework Criteria ......ccovvveeeeeieiieiiiieeee e 107
Figure 5. Exploring the concept of health literacy......cccovvveeeiieiiiiciiiieeeieereeee, 108
Figure 6. Overall patient and health practitioner themes........ccccoeevvvevereieeiiciiireennnn.n. 127
Figure 7. Health literacy in action SCale .......cuuveeiviiiiiiiiiiiccee e 134
Figure 8. Health literacy in action SCale .......cuueeeiviiiiiiiiiiie e 146
Figure 9. Photograph of vision board, step one ......cccocvveeiiriiiiiiniieeecc e 300
Figure 10. Scanned copy of some of the Post-it NOtES .......eevvviiiivicciivieiieeeeiireee, 301
Figure 11. Scanned copy of definition images, step three. ......ccccoeevvvveereieeiiicireeennn.n. 303
Figure 12. Photograph of vision board, step three........cccccevviiiiiviiiiiiniiieeeeee e, 303
Figure 13. Scanned copy of grouped Post-it notes, step four .......ccccceevvvieeeiniiieeennee, 304
Figure 14. Photograph of Post-it notes, step five .....cccocveeiiriiiiiinii e, 305
Figure 15. Photograph of completed vision board.........cccceeeeieiiiviciiireeeieeeiiireeeeee. 306
Figure 16. Flag from Kanaka HaWai'i........cccoeevuvvieieeiieiiiiiieeeeec et eenreeeee e 308
Figure 17. Flag from Kanaka ‘Oiwi, HaWai’i ......ccoccvieiiiiiiiiiiiiic e 308
Figure 18. Flag from First NatiONS.....ccccuiiiiiriiiie it 309
Figure 19. Flag from First Nations/Cherokee Nation ..........cccceevvevieevieescieesee e, 309
Figure 20. Flag from First Nations/Plains Cree ..........coecveeeeeeivveeeeeiireeeeeireee e e e 309
Figure 21. Flag from Athabasca Chipewyan, First Nations ........cccocevvvveeereeeeiiecivveeennnen. 309
Figure 22. Flag from Torres Strait ISIander .........eeeeeeeiiciiiiieeeeicc e 310
Figure 23. Flag from Eora Nation ......ccccuieiiiiiiiiiiiiiiee it 310
Figure 24. Flag from Waikato, TAiNUi.....ccccoecuieeiiiiiieeiiiiee e e e 311
Figure 25. Indigenous health literacy model ...........coovvviiiivieiiiiiiiiiieeec e, 312

XVI



Table 1
Table 2
Table 3
Table 4
Table 5
Table 6
Table 7
Table 8
Table 9
Table 10
Table 11
Table 12

Table 13

LIST OF TABLES

Unmet need for primary healthcare indicators for adults aged 15 and over..32

Disease rates for Maori compared with NON-Maori.......cccccveeeiviiieiinniieerennnen, 34
PHARMALC expenditure on cardiovascular disease medication..........cc.......... 44
Data COECTION et 89
Demographic information of patients........cccevciiviiiiiii i 90
Demographic information of health practitioners........ccccoceevviiieiiiniieeiinnen. 93
Themed participant Writte€n reSPONSES ........ccivvieivrieeiiee e 109
Overview of patient themes pre-intervention ........cccecveeviviiieeeincieeecsineeennn 120
Intervention patient fiNdiNgS........ooovviiiiiiiiiii e 128
Health practitioner themMES ......ueeviiiiiiiiiieeee e 140
Key informant themes ......cccuvivieiiii e e 151
Ngati Porou Hauora health literacy evaluation framework...........ccccecuvee.. 285
Indigenous health literacy evaluation framework ...........ccccvevvvveeeeeeeiiiennnns 315

Xvil



LIST OF APPENDICES

Appendix A: RESEAIrCh NUISE SCIIPL ..ccciiiiiiiieieieieeeeeiiirreee e eeerrreee e e e e s eesnrrereeeeeeeeenans 363
Appendix B: Patient and whanau information sheet..........cccceevvviiiiiiniiiiiniec e, 364
Appendix C: Participant consent fOrM .....cccveeeiiiiiiiiiiieeeee e 366
Appendix D: Participant interview guidelings.........cccovvveeeieiiiiiiiiiieeeeee e 367
Appendix E: Health professional information sheet........cccccveeiviiiiiiniiiieiiee, 370
Appendix F: Health professional interview guidelings ..........cccoevuveiiiniiieeiiniieee e, 372
Appendix G: Research advisory group engagement plan.....ccccccvvveeeeeeeiiiiiinveeeeeeeeennnns 375
Appendix H: Key informant information sheet........cccccviiiiiiiiniiiiii e, 376
Appendix |: Key informant interview guidelings.........ccccevvvieeiiiniiiiiniiiee e, 378
Appendix J: Massey University Ethics Committee approval letter.......cccoevvvvveeeeeeinnns 380
Appendix K: Ngati Porou Hauora research approval letter......cccoveeeeiieiiiiciiveeeeeeeiinnns 381
Appendix L: Previous snapshots of the framework development..........ccccoecuvevernnnnenn. 382
Appendix M: Kaupapa Maori evaluation: A collaborative journey ......cccceeevvveeeeeeiennns 386
Appendix N: Whanaungatanga: A space to be ourselves........cccovveeeeeieiiciciivveeeeee i, 416
Appendix O: Statement of ContribUtioN ........coovciiiiiiiiiii e 433

Xvill



GLOSSARY

These translations have been sourced from personal communications and online and
hard copy dictionaries. Many are complex and warrant much deeper reading to fully
appreciate their meaning and usage. “Because language and culture are interwoven,
meaning is more than the translation of words” (Moewaka Barnes, 2008, p. 147). The
words and meanings are presented specific to the context of and usage within the
research. This includes words, dialects, and meanings used by the participants of this

research, representing whanau, hapu, and iwi context(s).

‘Ai Pono Good ancestral food

A‘o aku, a‘o mai Reciprocal learning

Ahua Energy

Ahuatanga Tradition, way, aspect, likeness,

circumstance

Aloha kekahi i kekahi Caring for one another, showing respect

Aorangi Ancestoral Mountain of Ngati Porou

Aotearoa New Zealand, “Land of the Long White
Cloud”

Aro Take interest, face towards

Aroha Love, concern, compassion

Aromatai Evaluation

Atua Gods

Awa River

Hapu Sub-nation(s) that share common ancestor

Hauora Be fit, well, healthy, vigorous, in good
spirits

Hikurangi Ancestoral mountain of Ngati Porou

Hinengaro Mental
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Ho’oponopono
Hui

Iwi

Kai
Kaiawhina

Kaitiakitanga

Kanohi ki te kanohi
Kanohi kitea
Karakia

Karanga

Kataraoera
Kaumatua

Kaupapa Maori

Kaupapa
Kawa
Koha

Korero

Kotahitanga

Ma’e ma’e

Maia

Makawakawa pukaki

Malama ‘aina

Mama

Conflict resolution
Meeting, to gather, congregate, assemble

Nation, confederation of sub-tribes, often
refers to a group of people who descend
from a common ancestor and occupy a
specific territory

Food
Community support worker

Acknowledgment of the people as
caretakers of the environment

Face-to-face
Face-to-face connections
Incantation, prayer

Ceremonial chant of summons, welcome or
introduction performed by women

Castor oil
Cultural elder, person of status

Maori approach, topic, philosophy,
ideology, strategy

Movement, topic, policy, plan, issue
Protocol, ceremony
Reciprocity, gift, contribution

Contribution, discussion, tell, say, address,
speak, talk, conversation

Interdependence, expression, realisation of
unity

Pure spirit

Courage, boldness, purpose, resistance,
leadership, ambition, grit

Place of significance located north of
Uawa, Ngati Porou

Care for the land, it will grow healthy food

Mum, mother

XX



Mana motuhake

Mana whenua

Mana

Manaaki

Manaakitanga

Manawa

Mangakino

Mangatokerau awa

Mangatokerau

Manubhiri
Maori

Marae

Marenatonga
Matai
Matakaoa
Matamua

Matauranga Maori

Matauranga

Matauranga-a-iwi

Matenga

Maui-Tikitiki-a-Taranga

Maunga

Autonomy, an authority that derives from
the land and is of the land

Power from the land

Essence, life force, status and prestige.
Mana is a supernatural force in a person,
place, or object

Support, reciprocity, blessing

Hospitality, kindness, generosity, support,
care

Heart

Place of significance locted north of Uawa,
Ngati Porou

River/stream locted north of Uawa, Ngati
Porou

Place of significance located north of
Uawa, Ngati Porou

Visitors
Indigenous peoples of Aotearoa

Meeting grounds, often used to include the
complex of buildings around the Marae
atea

Marriage

Gaze intensely, longingly

Region near Te Araroa, Ngati Porou
Eldest

The body of knowledge originating from
Maori ancestors, including Maori world
view and perspectives, Maori creativity and
cultural practices

Knowledge, wisdom, understanding, skill,
education

Knowledge of iwi
Death
Eponymous ancestor

Mountain
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Mauri ora

Mauri

Moana

Mohio

Moko; moko-mokopuna

Motu

Nehi

Nga purere whakamaharahara

Ngahere

Ngakau Tapatahi

Ngati Porou Hauora

Ngati Porou

Ngati poroutanga

Noa

Nukutaimemeha
Ora

Pakari

Pakeha

Pakeke

Papa
Paripoupou puke
Poharatanga

Pohautea

Pono
Poroporoaki

Potikirua

Healing and wellbeing

Spiritual essence, special nature, the
essential quality and vitality of a being or
entity

Sea, extensive body of water, ocean, lake
Knowledge

Grandchild(ren), next generations
Country

Nurse

Memory strategies

Bush, forest

Integrity

Iwi Health organisation

Nation affiliated with the East Coast region
of New Zealand

Ngati Porou culture

to be free from the extensions of tapu,
ordinary, unrestricted, void

Maui’s canoe

To be alive, healthy, healed
Collaboration, partnership
Non-Maori

Cultural advisor, Maori elder, providing
cultural advice

Dad, father
Hill located north of Uawa, Ngati Porou
Influences of poverty

Place of significance northern region of
Ngati Porou

Truth and sincerity
Farewell

Northern marker of Ngati Porou territory
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Pukaki
Puku
Pule
Pdmotu
Parakau

Rahuimanuka

Rangatiratanga

Rangitukia

Rohe

Rohenga tipuna
Rongoa
Tairawhiti
Takiwa
Takohanga
Tamaki Makaurau
Tamariki
Tangata whenua
Tangi

Taniwha komanawa

Taniwha

Taonga tuku iho

Taonga

Tapu

Tauiwi
Taumautanga

Te Aitanga a Hauiti

Streams

Stomach

Prayer and appreciation
Elements

Ancient legends

Place of significance northern region of
Ngati Porou

Self-agency, Chief, person of status, status
of a person

Region south of the East Cape, Ngati Porou
Iwi territory

Shared ancestors, history and location
Medicine

Gisborne Region

Home area

Responsibility for understanding
Auckland

Children

People of the land

To cry, to weep, Maori death rituals

Place of significance located north of
Uawa, Ngati Porou

Water spirit, monster, powerful creature,

Heritage, heirloom, something handed
down, cultural property

Gift

Sacred state/condition
Non-Maori

Experience, engagement

Nation on the East Coast, North Island,
New Zealand
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Te Ao Maori

Te Araroa

Te hua me te rautaki
Te ia o te kaupapa
Te lka-a-Maui

Te Kawai Ora

Te Onepoto

Te Pipiwharauroa

Te Puia Springs

Te Rarawa
Te raupapa whare ora
Te Reo Maori

Te reo me ona tikanga o Ngati Porou

Te Runanganui o Ngati Porou
Te tai ao

Te Tiriti o Waitangi

Te G o te kaha

Te Whanau a Ruataupare

Te Whanau-a-Apanui

Tika

Tikanga Maori

Tikanga

Tikitiki

Tikitiki-o-rangi

The Maori world

Township northern end of Ngati Porou
territory

Effectiveness and efficiency
Context specific and fit for purpose
The North Island of New Zealand
Maori Adult Literacy Working Party

Place of significance northern region of
Ngati Porou

Maori language newspaper

A small settlement on the East Coast, Ngati
Porou

Tribal group north of the Hokianga area
Capacity and capability building
The Maori language

Ngati Porou Maori philosophy, knowledge,
practice, and identity

Ngati Porou iwi governance entity
Environment

The Treaty of Waitangi

Strengths based

Sub-nation of Ngati Porou

Nation affiliated with narrow coastal strip
between the Raukiimara Range and the
eastern Bay of Plenty of New Zealand

Proper, fair

Tikanga specific to Maori and their cultural
customs

Customary system, correct procedure,
code, convention, custom, method of
practice

Small town in Waiapu Valley on the north
bank of the Waiapu River Ngati Porou

Realm of heaven
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Tinana

Tino rangatiratanga

Tipuna; tipuna

Titiro whakarongo . . . korero

Tohu

Tohunga
Toka-a-Taiau
Tuhononga
Tapuna; tipuna
Turangatira
Turangawaewae
Uawa

Upoko

Waiapu awa

Waiapu

Waiata

Waikato-Tainui

Wairepo
Wairua

Wairuatanga

Waka
Whaikorero
Whakaaro
Whakaharatau
Whakahautanga
Whakahua

Whakairo

Physical

Self-determination and positive Maori
development

Ancestors, grandparents

Look and listen (and then maybe speak)
Qualification, sign, symbol

Ritual expert, skilled person, healer
Southern marker of Ngati Porou territory
Connection

Ancestors, grandparents

Engagement through presence

Meet them on their own ground

Tolaga Bay

Head

Ancestral river of Ngati Porou

Place of significance northern region of
Ngati Porou

Song, singing

Nation affiliated with the Waikato region in
the western central region of New Zealand

Swamp
Life, spirit, soul

Sacred relationship to the gods and the
cosmos, spiritual belongingness

Canoe
Speeches
Thoughts
Practices
Self-mastery
Access

Carvings
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Whakamabhi
Whakapapa
Whakapono
Whakarongo
Whakatauki
Whakawhanake
Whanau
Whanaunga

Whanaungatanga

Whanautanga

Whangaikena

Whare
Wharenui
Wheako whaiaro
Whenua

Whitiwhiti

Use, shift in practice

Genealogical lines of descent

Beliefs

Listen, hear, obey

Proverb

To develop, improve

Family group, extended family, relation

Kin, relative, cousin

ship

Relationship, kinship, collective, sense of
family connection — a relationship through
shared experiences and working together

that provides people with a sense of
belonging

Birth

Place of significance northern region of
Ngati Porou

Home, house

Meeting house on marae
Experience

Land, country, territory, ground

To change, turn, exchange, transfer
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