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A CBSARY

Hapu - Group of whanau descended from the same ancestor
Hui -Largemesting

| wi -Tribe nation

Kaunat ua - Maleor femaeeder/s

Kaupapa Maori resear ch-Maori methodologies

Mana Maor i - Maori authority or power

Mana whenua - Authority over aparticular areaof land
Vat awaeka - Of many canoes

Pakeha - New Zeaander of European descent

Tangat a whenua - Indigenouspeopleof anareaor country
Tapu - Sacred or spiritualy restricted

Taur aher e - Pan-tribal

Te reo Maori - Maori language

Ti kanga - Cugtoms, lore

Ti no rangat i r at anga - Maori sovereignty or control

Véhi ne -Women

Whakapapa - Geneslogy

Whanau - Extended family, family group
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1 I NTRDULTT ON

HE MAORI Health Committee of the

Health Research Council of New Zea-
land (HRC) has produced these guidelines
to assist researchers who intend undertak-
ing biomedical, public health or clinical re-
search involving Maori participants or on
issues relevant to Maori health.

Theseguidelinesareintended toinform
researchers about when consultation isnec-
essary and the processes involved in initi-
ating consultation with Maori. The purpose
of any consultationisto ensurethat research
practices and outcomes contribute to M aori
health development whenever possible.
This consultation is a so the foundation for
co-operative and collaborative working re-
| ati onshi ps between researchers and Maori
organisations and groups.

Maori health research practice and
theory are developing rapidly. Asaconse-
guence, the Maori Health Committee will
review these guidelines annually in Octo-
ber. Thereview will consider all comments
received on the previous year’ s guidelines.
The revised guidelines will then be made
available through the HRC Secretariat, the
HRC website and academic host institution
research officesin December of each year.



2 THEPLRPRCEE O
THEGU CHI NS

T HE MAORI Health Committee
(MHC) has produced these guide-
lines at the request of the HRC to
help develop -

@ Research partnerships between health
researchers and Maori communities or
groupson issuesimportant to Maori health.
@ Research practices which ensure that
biomedical, clinica and public health re-
search effectively contributes to Maori
health development whenever possible.

If an intending researcher is not sure
whether their topic of interest involves an
issue relevant to Maori health, then they
should refer to Pomare et a (1995) Hauora:
Maori Sandards of Health |11, the HRC
publication Rangahau Hauora Maori -
Maori Health Research Themes and the
Ministry of Health publication Progresson
Health Outcome Targets- The Sate of Pub-
lic Health in New Zealand.

These guidelines are expected to assist
the devel opment of Maori community-sup-
ported research in New Zealand, involving

junction with the HRC Guidelines on Eth-
icsin Health Research and the instructions
for completion of the HRC grant applica-
tion form (GA/04).

3 VAY | VO VE MR
| N HEALTH RESEARCH?

T HE HRC's encouragement of in-
creased Maori involvement in health
research arisesfrom an intention for
HRC funded research to contribute as much
as possible to the improvement of Maori
health and well-being. Thisintentionisre-
inforced by a combination of government
policy and astated recognition of the Treaty
of Waitangi.

3.1 TH= PQLI CY B\M RONMVENT
FCOR HEALTH RESEARCH

As the Crown'’s purchase agent for health
research, the HRC' soverall purposeis “ ...to
improve human health by promoting and

funding research” (Health Re-

: : I
both Maori and non-Maori researchers. search Council Act 1990, sec- " .

The guidelines are written specificaly  tion 4). 'tr@'_éd.jtlﬂ"d' tess
for applicants for HRC funding. They ex- More recently the 1996/97 W | 9 gificatlyinresse

plain in detail the MHC' s requirements of
research proposals which will involve
Maori participants or aMaori health issue.

They will bereferred to by refereesand

Policy Guidelines for the
Health Research Council
(Shipley, 1996) reaffirmed the
government’s commitment to

thepdatid fa ledthgan
frantleressrchppget. ..
nalkd ngit nrecapetitive

committee members who are assessing re-
search proposals. Applicantsfor HRC fund-
ing should refer to these guidelines before
completing Section 1 of the application
form (GA-04) for both HRC Limited
Budget and Project Grants.

The MHC's intent in publishing these
guidelinesisto establish research practices
which ensure that the research outcomes
contribute as much as possible to improv-
ing Maori health and well-being, while the
research process maintains or enhances
manaMaori. Itishoped that such practices
will become normalised within the research
community.

The activities outlined in these guide-
lineswill add to the workload of all parties
involved in devel oping aresearch proposal
(including Maori). However, these addi-
tional tasks will significantly increase the
potential for health gain from theintending
research project. Thisinturnwill makethe
research proposal more competitive within
HRC funding rounds.

These guidelines should beread in con-

improving Maori health status \yt h nHROfud I’gI’OJﬂS. L

through the purchase of health
research and encouraged the HRC “to pro-
mote -
@ Greater Maori participation at all levels
@ Resourcedlocation which takesaccount
of Maori health needs and perspectives
@ Thedevelopment of culturally appropri-
ate practices and procedures as integral re-
guirements in the purchase and provision
of health research.” (ibid, section 3)
Explicit within the policy guidelinesis
a recognition of a need for greater Maori
involvement not only in Maori health re-
search but in al areas of research which
could result in health gain for Maori. The
Policy Guidelines aso instruct the HRC,
when making resource alocation decisions,
to take into account

“the potential contribution to achieving
the government’s objectives, particu-
larly to achieving health gain and to re-
ducing disparities in health status be-
tween communities within the popula-
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tion” (ibid, section 4.4)

As a consequence the HRC is seeking to
support quality research that both involves
Maori and has a resulting potential for in-
creased health gain for Maori.

3.2 THE TREATY OF VA TANG
The HRC states its commitment to operate
according to the Treaty of Waitangi in its
Annual Report to Parliament. This com-
mitment requires that due recognition be
givento both ArticleTwo and Article Three
of the Treaty.

Article Two articulates the retention of
Maori control (tino rangatiratanga) over
Maori resources, including people. Article

searchers is a key part of the accelerated
development strategy for aMaori health re-
search workforce. Such partnerships pro-
vide training opportunities for emerging
Maori researchers as well as providing in-
formation that contributes to Maori health
development.

3.3 BASHLI NE ASSUMPTI ONS

This document assumes that -

@ Intending researchers understand the
Treaty of Waitangi and itsimplications for
Maori health.

@ Researchers understand that informed
consent can be required from both individu-
als and representative organisations
(whanau, hapu or iwi - seethe HRC Guide-

Three provides aright to afair

I o . lines on Ethics In Health Research).
AtideTvod the i;];r)ﬁ ?]Lals&mr?g segnegeigﬁ_' @ That theintended research is acollabo-
] IN sideration within the Treaty L i
Tetyd \eitag realtsin s i th o bewesn sz chersand Mo com
thereaayiti anthet sinceltsinitia Arafting I 1840 gy The intended research is being under-
Lo (see Durie 1994 pp. 83-84). . )
i W ard}’qul‘a/ea’] For health r h Article taken to help address the significant differ-

ences in Maori and non-Maori health sta-
tus.
@ The researchers are committed to the

Two results in the recognition

athoityos thar pedes
that iwi and hapu have an au-

indveat inressrch _ . .
thority over their peoples in-

volvement in research. Article Three gen-
erates an expectation for both an equiva-
lent state of health between Maori and
pakeha, and an equitable share of the ben-
efits of any Crown expenditure.

The continuing disparities in standards
of health between Maori and non-Maori
produce a strong argument under Article
Three for significant health research re-
sources to be directed at resolving Maori
healthissues. High quality researchisakey
component in Maori health development,
asit is essentia that initiatives to resolve
Maori health issues are based on afounda-
tion of high quality information.

The HRC is committed to building both
a sustainable Maori health research capac-
ity and long term research partnerships be-
tween non-Maori researchers and Maori
groups and communities. The shortage of
aMaori health research workforcein all ar-
eas of health research requiresthe devel op-
ment of research partnerships between
Maori communities and non-Maori re-
searchers to meet the urgent need for re-
search that benefits Maori health.

In addition, it is unlikely that the full
range of technical and research skillsin the
biomedical and clinical research area will
be located within a Maori research
workforce within the foreseeable future, if
at all.

Thus, collaborative research between
Maori communities and non-Maori re-
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goal of developing a high quality research
project and the necessary processes required
to ensure its effective implementation and
completion.

4 DEHNTIObS

ONSULTATION is akey compo-
nent in the devel opment of research
on aMaori health issue and/or in-
volving Maori as participants. In the past
there have been many instances of misun-

derstanding resulting from differences in
opinionsasto what constitutes consultation.

4.1 CGONSLLTATI ON

Consultation is a two way communication
process for presenting and receiving infor-
mation before final decisions are made, in
order to influence those decisions. Itisa
dynamic and flexible processwhichiswell
summarised by Justice McGechan: “Con-
sultation does not mean negotiation or
agreement. It means -

@ Setting out aproposal not fully decided
upon.

@ Adequately informing aparty about rel-
evant information upon which the proposal
is based.

@ Listening to what the othershaveto say



with an open mind (in that thereis room to
be persuaded against the proposal).

@ Undertaking that task in a genuine and
not cosmetic manner.

@ Reaching a decision that may or may
not alter the original proposal.” (Justice
McGechan 1993).

4,2 NEGONATTN

Negotiation may result from but is distinct
from consultation. Negotiation involves a
process of bargaining in order to reach a
consensus decision.

S5 VY GONSLLT?

ONSULTATION isavita stepin
the development of a research
project that involves Maori as par-
ticipants or is on a topic of particular rel-

tivities.
5.2 REFEARHTAA CS
ANDDCES (N

521 CEHNNGAREEARHTAA C

The research topic may be defined or re-
fined asaresult of consultation with Maori.
A Maori community may convey a health
issueto aresearcher who could assist inthe
formulation of research questionswhich, if
investigated, could result in useful informa-
tion.

Alternatively a researcher may have
their research topic reshaped to meet thelo-
cal Maori health needs. Such consultation
at the outset helps ensure that both the re-
searchers and the Maori community will
benefit from the research project by match-
ing research interest with local health needs.

It is important that the researcher and
the community have a clear understanding
of the other parties’ expectation
of the likely and possible out-
comes of theresearch. There-
searcher must ensure that the

Craldtaiona treatsd

hd psesurethet th

evance to Maori health. The consultation

benefits of participation in a
process can |lead to the development of re- particular regearchpproject are tl_‘El’%‘.d’Hsa‘dtl’E.
search partnerships, focusing of research | oo NMai comontywl | berefit
topics, identification of the most useful re- Itisimportant to notethat a frmmrmmpq at

search design methods, the resolution of

e S researcher’ s perceptions of pri-
contentious i ssues and the maximisation of

orities for Maori health may

by di rgresearchi nterest
wthl acd hed thress

the various potential benefits of the intend-
ed research project.

5.1 RESEARCHPARINERH PS
AND GO GPERATI ON

Consultation is also the only means of ar-
riving at and sustaining aresearch partner-
ship with Maori researchersand/or commu-
nities. Onereason for thisisthe widespread
suspicion and mistrust of both researchers
and research among many Maori as a con-
seguence of some previous research activi-
ties.

Theresearchersinvolved may not have
intended their activities to have this effect.
However, they helped to produce a wari-
ness of participation in health research on
the part of many Maori, and areluctanceto
co-operate in further researcher-initiated
projects.

Despite the urgent need for high qual-
ity Maori health research, it is common to
encounter a perception among Maori that
they are over-researched, and that much
previous research has been, at best, of no
benefit to Maori and at worgt, actively dis-
empowering.

Consultation assistsin erasing thismis-
trust and building amore cooperative envi-
ronment for current and future research ac-

differ substantially from those
of particular Maori communities or groups,
who may consider other issues more press-
ing than the researcher’s chosen topic.
Therefore a researcher planning a piece of
researcher-initiated research may encoun-
ter a less than enthusiastic response from
the intended participants.

Such aresponsewill require sincere con-
sultation and negotiation to work through.
With researcher-initiated research, it is
strongly recommended that researchers
consult with Maori as early as possible to
ensure the acceptability of the intended re-
search topic prior to the time-consuming
process of developing the proposal.

This does not preclude the involvement
of Maori in fundamental biomedical re-
search, but the state of Maori health requires
that research prioritiesmust liewith projects
of amore‘applied’ naturethat support strat-
egies for improving Maori health.

5.2.2 RESEARHCES (N

Consultation can also help identify the most
suitable research methods and recruitment
strategies. Research methods and tool sthat
suit non-Maori participants are not aways
useful for Maori, requiring the devel opment
of different approaches to obtain answers

GJ[HINS ONHA THREEEARHI NQM NGMOR - 1998



to similar questions. Theremay alsobesig-
nificant differences of approach required
within a Maori research sample due to iwi
affiliation, ability with te reo Maori, age,
geographic location and education.

Some geographic areaswith large Maori
populations such as South Auckland may
have been over-exposed to research or cer-
tain research tools by market researchers,
making new research difficult.

The initial advice aresearcher receives
from within their host organisation may
point to general methodological issues for
the intended research topic. Subsequent
local consultation and collaboration may
provide vauableinsightsinto what recruit-
ment strategies and research methods will
best be suited to the intended participants.
It may also help to avoid problems arising
from cultural and socio-economic differ-
ences, aswell as previous over-exposureto
some research techniques.

5.2.3 RESOM NGROENT ALLY O FH QLT
CR QONTENTI OB | SSUES
One of the main purposes of consultationis
to help resolve possible contentious or dif-
ficult issues in the research process before
the research project starts.

Initial and ongoing consultation can pre-
vent problems from arising in the research
process which may be unforeseen by re-
searchers working alone. It can also pro-
vide mechanismsfor overcom-
ing any problems that may de-

6.3 of the HRC Guidelines on Ethics In
Health Research).

5.3 MXMINGTHEBENEH TS
Or RESEARCH

5.3.1 RESEARCHR DEVELCPMVENT

The MHC regards devel opment of research
skillsas one of the key benefits of effective
research partnerships. Research projectson
issues relevant to Maori health or that in-
volve Maori participants provide excellent
opportunities for researchers, students and
communities to acquire new skills that are
able to be applied in later research.

A mechanism of mutual mentoring can
be established where the researchers pro-
vide research advice and other support to
the community or group, which in turn as-
sists with the development of the research
project.

The process of consultation could lead
to the development and implementation of
novel research strategies that would be a
learning experience for even the most sen-
ior researcher. Researchersnot only acquire
cross-cultural skills and experiences, but
they can be exposed to new research skills
including recruitment methods, dissemina-
tion strategies and research tools.

Inturn, experienced researchersare able
to provide training and supervision to
emerging Maori researchers seeking aprac-
tical component to their academic training,
if thisissupported by thelocal community.

Astudythet hes
the ot edrsaant
d thelocd Maori camonity
isunildyto

velop.

Issues such as intellectual
property rights, access to data,
publication processes, account-
ability, authorship, storage of
information and allocation of

have nary rdd ens
research funding can all be re-

There is a serious shortage of Maori re-
searchers, especially in the biomedical and
clinical research fields.

The MHC iskeen for researchersto use
research projects as much-needed training
opportunities to speed development of the
Maori health workforce in all research

Inreruti rgpzrtl a FHTS solved in this manner.

Many researchersfind it extremely dif-
ficult recruiting Maori as participantsin re-
search projects. Consultation provides an
ideal mechanism for a study to be publi-
cised through local networks. A study that
has the overt endorsement of the local
Maori community isunlikely to have many
problems in recruiting participants.

Researchers should be aware that con-
sultation may indicate that resolution of
some research issues may not be possible.
In such instancesthoseinvolved could con-
tact the HRC for further advice in resolv-
ing outstanding issues.

However, the group’s right to decline
to proceed with research within their
whanau, hapu or iwi if the project is unac-
ceptableto them, isparamount (see Section

ﬂ GJ [HINS ONHA THREEARHI NQM NGMOR - 1998

fields. Such training opportunitiescould be
supported by one of a range of career de-
velopment awards for emerging Maori re-
searchers.

In thisway the MHC is able to support
an emerging researcher to get hands-on re-
search training with an established re-
searcher, whilethe research team benefit by
having additional staff without this adding
to the size of their grant budget. Alterna-
tively, emerging researchers could be sup-
ported asresearch staff onthe primary grant.

Aswell asintending career researchers,
local Maori can be provided with research
skillswhich could have broader application
than the current research project. Upskilling
key members of the local community in
research processes and accessing funding
isan excellent way of assisting local Maori



health development while providing a re-
search workforce for the researcher’s cur-
rent project. HRC funds may also be avail-
ableto support these activities, viaan HRC
Rangahau Hauora Award or the primary
grant.

5.3.2 RESILT O SSEMNATI ON

It isimportant that research results contrib-
ute to Maori development. This pragmatic
approach requiresthat researchers consider
how theresults of theintended research will
be disseminated and utilised, and outline
their dissemination plan in the application.

Consultation and ongoing dialogue
should determine the appropriate dissemi-
nation strategiesfor the results of aparticu-
lar project, making research-based informa-
tion availableinasuitableformat and timely
manner to those who could use it.

Potential audiencesfor such information
include Maori health organisations, health
providers, Maori representative organisa-
tions, policy makers, other researchers and
the community from which theinformation
was sourced, if applicable.

By making research information acces-
siblein thisway, researchers maximise the
project’s potential to contribute to health
gain, and therefore its suitability for fund-
ing. They also minimise the risk of dam-
age caused by theinappropriate circulation
of some information.

Dissemination of results is able to be
supported by either the primary research
grant or an HRC Grant-in-Aid.

Dissemination is particularly important
when Maori have been participants in the
research project. Maori have often found it

health, it is strongly recommended that the
results also be forwarded in a usable for-
mat to organisations which may be able to
use the information.

533 OHRRCHBLUTES

In situations where the likely utility of the
results for Maori is less certain, it may be
possiblefor the research processto contrib-
ute in other ways. Examples include pro-
viding some employment for local people
on the research project or by providing
health checks as separately funded additions
to the project.

Again, these issues should be worked
through in conjunction with representatives
of the Maori people to be involved in the
study, recognising the strong sense of own-
ership Maori feel towardsinformation origi-
nating in their community.

6 WHEN TOGONSLLT?

6.1 |1 SCONSLTATI ON REQU RED?
The purpose of any consultation is to en-
sure that research practices are appropriate
and acceptable, and that outcomes contrib-
ute to Maori health devel opment whenever
possible. Consultation is required if are-
search project is on a topic relevant to a
Maori health issue or Maori are to be in-
volved as participants.

Consideration of whether or not consul-
tation is required should be based around

the purpose of the consultation  p———————

process - to ensure that the re- Fsearde st takecae

search outcomes contribute as

difficult to gain access to, and therefore
benefit from, health research findings. Dis-

semination of research information should i
be organised to include presentation of re- ~ Much aspossible to improving '[O'G’.HJ‘ etret Muoi
sults, in aform that is understood, back o~ M@0ri health and well-being,  pertid partsuderstad
the community or groupwhich suppliedthe ~ While the research process adayeem
informatio_n, before publication of t_hestudy. an‘:';Ea' hs or enhances mana widhifamiais
Some instances where Maori people ' .
have been powerless to stop the inappro- . ASagenera rule, consulta tobepHdishedad
priate dissemination of information have 110N should take placeif Maori inve faras

generated unease within Maori communi-
ties. Researchers must take care to ensure
that Maori participants understand and
agree on which information is to be pub-
lished and in what formats.

Permission to collect and analyse poten-
tially sensitive information does not equate
to permission to publish such information.
Publication may be possible but the format
needs to be negotiated with the Maori or-
ganisations involved.

If theresearch topicisrelevant to Maori

are to be involved as partici-
pantsin a project or the project relatesto a
health issue of importance to Maori.
Thereforetheissueof consultationisun-
likely to berelevant to most biological 1abo-
ratory-based studies unlesstheresults could
be useful in addressing a Maori hedlth is-
sue. Clinical and public health research are
more likely to require some degree of con-
sultation.
The extent of any consultation should
always be appropriate to the scale of thein-
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tended project, its relevance and signifi-
cance to Maori health and the potential for
application of the research results

Anintending researcher should ask their
host organisation’s Maori advisers, man-
agement or kaumatuawhether consultation
isrequired.

6.2 KEY TIMES TOGONSLLT

6.2.1 EARLY I NTHE RESEARHLES QN

Consultation should begin as early as pos-
sible in the research process. Ideally this
should be before the research topic isfinal-
ised, to allow full participation inthe entire
process. Asagenerd rule, thelater the con-

some researchers have established long
term mutually beneficial research partner-
shipswith Maori communities, which have
extended well beyond the initial research
project.

These partnerships have demonstrated
that, while it is not without its occasional
difficulties, ongoing consultation resultsin
innovative, widely supported research
projects providing high quality information
to researchers and participants alike (see
Beadey et al 1993 and WairarapaMaori Ex-
ecutive 1992).

sultation beginsthe more diffi-
cult and less successful it is
likely to be.

Consultation should not be
initiated oncethe research pro-
posal has been completed, as

|

Sagadrde
trelae theaoadtain
beg rsthenored ffial t

andl esssuoessfl

7 WHOTOQONSULT?

HERE ISNO set process of consul-
tation that is applicable to all re-

itislildytoe

this post-fact endorsement pre-
cludes effective Maori input
into the research proposal,
making true co-operative collaboration ex-
tremely difficult. Seeking this type of en-
dorsement is highly likely to be unsuccess-
ful, thereby resulting in much wasted ef-
fort in drawing up the proposal.

6.2.2 THROJGHAJT THE PROJECT
Consultation should be ongoing through-
out the project via whatever means are
mutually agreed upon at theinitial negotia-
tions. Researchers should involve repre-
sentatives of the community inasmany fac-
ets of the research process as is possible.
Inamediumto long term study (six months
and more) regular contact should be kept
with the community in order to update them
on progress, and allow their representatives
opportunities to contribute to the project’s
ongoing development.

Whilethisprocess may betime consum-
ing for all parties, it is essentia to develop
a co-operative working relationship be-
tween the researchers and the representa-
tives of the research participants, so that the
benefits outlined above are realised.

6.2.3 RESLT O SSEMMNATI ON
AND BEYOND
The research partnership is able to be ex-
tended beyond the completion of the project
and the dissemination of the results. Such
follow-up can provide opportunities for
sharing ideas on the utilisation of research
results and may lead to ongoing research
opportunities.

As aresult of such ongoing dialogue,
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search projects. The nature and ex-
tent of consultation is dependent upon -
@ The intended research project’s rel-
evance to Maori health issues
@ Theintended research project’s degree
of involvement of Maori participants
@ The research methodologies to be uti-
lised
@ Thesize of the intended project
@ Theintended research project’ slocation
@ Any existing rel ationship with the Maori
community involved.

What isessential isthat advice on asuit-
able consultation process be sought asearly
as possible and that all consultation proc-
esses be described (who gave what advice
and when) in the grant application. Where
approva or involvement has been sought,
such approval or involvement should al-
ways be described in the application and
supported by aletter from the Maori organi-
sation or group concerned.

7.1 GONSLLTATI ONADU CE

7.1.1 THER RST STEP
The first step in any consultation should
always beto seek local advice from there-
source people within your own research
group, department or institution. Subse-
guent consultation may take researchers
beyond their own organisation, but the na-
ture of this consultation should always be
based on theinitial advice received.
Advice on asuitable consultation proc-
ess could be provided from peers with ex-
perience in undertaking research with
Maori, Maori staff within your research



group or department, or your organisation’s
Maori advisers, management or kaumatua.

Such people should berelatively acces-
sible and be well placed to advise you asto
aconsultation processfor your intended re-
search proposal. Please note that this first
step does not in itself constitute consulta-
tion, but is extremely helpful to the intend-
ing researcher by clarifying the required
consultation process.

Maori teaching departmentsor research
centres may be able to act as advisory re-
sources at this stage of aproject’s develop-
ment but they are funded to undertake their
own teaching and research and not to ad-
vise on the development of other research-
ers’ projects.

However, Maori research units may be
potential research collaborators. Depart-
ments of Maori Studies can be an excellent
source of recruiting Maori staff and re-
search trainees to a project. Local Maori
members of ethics committees may also be
able to provide some advice.

7.1.2 SEHEK NGEXTEHR\NAL ADA CE

Where there are no local resources avail-
able to advise on a suitable consultation
process, an intending researcher should con-
tact either thelocal office of Te Puni Kokiri
(Ministry of Maori Development) or the
HRC. Te Puni Kokiri is able to direct re-
searchers to local contact people, relevant

lowed for when planning the development
of aresearch project.

7.2.1 MR HEALTHQRGAN SATI ONS
There are a number of issue-related Maori
health organisations or Maori sections
within general health organisations which
should be contacted when designing a re-
search proposal in their area of interest.
They include -

QRGAN SATT QN AREA (F | NTEREST
Maori Women's Wahine and whanau
Welfare League wellbeing

TeHotu Manawa  Cardiovascular
Maori health

Te Puawal Tapu Fertility and sexual

health

Asthma Foundation Asthmaand
respiratory illness

Te Roopu Diabetes
Mate Huka
Te Ao Marama Dental health

Such groups are also potential end-us-
ers of research based information, as well
asuseful advisers, advocates, co-investiga-
tors and sources of research staff and par-
ticipants. Assuch their involvement could
be extremely useful in maxim-
ising the potential utility of an

Qradtainwththese
agn diascnl edto
alagirgvark gpartrerdip
wWidhpoddsdret links

intended project and actually
carrying out the study itself.
Consultation with such or-
ganisations can lead to a last-
ing working partnership which

Maori organisations and key contacts for
consultation. Their contact details will be
in your local telephone directory.

The HRC Kaiwhakahaere Rangahau
Hauora Maori (Manager, Maori Health

Research) is also able to suggest possible ~ €nables the researcher to have intoMoi retvarks
consultation processes and contact people. d”elft “”('j‘s |3to Maori r:‘et' adad lsrswthat

i works and end-users without ) )
Such adwceshogld be sought beforearg having to build H link I’%‘d"ﬂ’Sl’Bﬁl’gtObﬂd
search proposal is completed, and well in ~ Naving 1o butld such 1inks )
advance of the closing date for a grant ~ themselves. Theorganisations suhlirksthesd ves

round.

7.2 CGONSLLTATI ON PROCESS
There are a number of key organisations
that should be consulted to assist in the de-
sign of research projects on issues which
are relevant to Maori health or which may
involve Maori participants.

Such organisations should be contacted
formally and, if practicable, in person as
early aspossiblein theresearch design proc-
ess. It isadvisable to meet with representa-
tives of the relevant group or community
face-to-face to discuss the proposed re-
search and any concerns expressed by the
group.

This may take time and severa meet-
ings may be required. This should be al-

benefit as they are able to be
involved and guide research activities in
their areaof interest aswell asdirect access
to research based information.

Thelocal contact detailsfor such organi-
sations should be available from your ini-
tial source of consultation advice or from
the local offices of Te Puni Kokiri.

7.2.2 MR HALTH CARE PROA DERS
A positive outcome of the health reforms
has been the establishment of an increased
number and range of Maori health care pro-
viders. Unlike the organisations mentioned
in the section above, these providers are
locally-based rather than national bodies.
Consultation with local providers aso
indicates useful processesfor involving lo-
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cal Maori in the research project while en-
suring that the project realises its potential
to provide useful spin-offstothelocal com-

munity.
The combination of initial and on-go-
ing consultation ensures that the needs of
local healthcare are incorpo-

| e
rated as much as possible into
Tretaget avienua the project, by determining the
daddd V&ys ethefirg most effective dissemination
eTtdi strategies to get the research
|CIH. rq_’T dive results to those who can use

aEnsinataded e
Q/aremdg, Timely and sincere consulta-
a”gat wWena tion can result in alasting part-
ast a nership that provides useful
have nana wenua

oa Moi agivties

intlkeraea

benefitsto all partiesfor the du-
ration of the intended project
and beyond while enhancing
the prospectsof further studies.
Contact details for such organisations
should be availablefrom your initial source
of consultation advice within your own or-
ganisation.

7.2.3 LGCAL MR

REPRESENTATI VE CRGAN SATI ONS

When a project involves Maori within a
given geographical area as participants, an
intending researcher should always contact
local Maori representative organisations,
advise them of the nature of the intended
study and invite their comments and or in-
volvement.

The extent of such consultation should
be determined by the initial advice the re-
searcher receives about the size of and
timeframe for the project. Large scale
projects with Maori as a distinct research
sub-group within the study would require
more intensive consultation, while small
general population studies such as clinical
trialsinvolving patients may require at most
consulting thelocal host institution’ sMaori
advisors.

7.2.3.1 TANGATA WENAY
MANA VHENUA
The tangata whenua should always be the
first local representative organisation con-
tacted by a researcher, as tangata whenua
have manawhenuaover Maori activitiesin
their area. Tangata whenua organisations
may involveiwi or hapu level structures.
In some regions and for studies of large
geographic areas there may be more than
one tangata whenua organisation and all
will require some level of consultation if
consultation isrequired. If you arein any
doubt as to who the tangata whenua are,
contact your local Te Puni Kokiri office.
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7.2.32 TARMFRE PANTRBA. (R
MATAVAKA GRGAN SATI ONS

Many Maori live outside their iwi rohe, or
tribal area, especially in urban centres.
However, there are pan-tribal organisations
in many cities representing taurahere/
matawaka within the region.

Pan-tribal organisations range from
large scale enterprises running their own
education, health and social services to
small incorporated societies.

The development of research projects
planned for urban centres and involving
Maori as participants should involve some
degree of consultation with such groups, de-
pending on the initial advice process and
the results of the consultation with tangata
whenua. The nearest Te Puni Kokiri office
isableto provide the contact detailsfor the
local pan-tribal organisations.

7.24 FSEOA ISSES

Where the intended research process may
challenge Maori cultural values, involve
highly sensitive issues or breaches of
tikanga, more intensive consultation is an
absol ute requirement, no matter how large
theresearch project. Asaresult of thiscon-
sultation it may be decided to exclude Maori
participants from the study.

Exclusion of Maori participantsfor cul-
tural reasons from a general population
study should only occur if this was a clear
recommendation arising from the consul-
tation process. Where ethnicity is alikely
confounder in the health issue, it may be
useful to undertake a parallel research
project for Maori or exclude Maori from
the general study.

Any such exclusion would have to be
well justified and should not restrict the po-
tential Maori health gains for the project.
Exclusion from a study funded by a Crown
agency should not occur dueto theresearch-
ers perceived difficulties in working with
Maori participants and their values, as it
could be argued that such exclusion is con-
trary to Article 3 of the Treaty of Waitangi
(see 3.2 above).

7.2.4. 1 RESEARCH THAT BREAGHES

T KANGA (R \MAQLVES AL TURALLY

SENG T VEI S3ES

Some research involves processes that for
someMaori areculturally sensitive or which
breach their value system. In such circum-
stances consultation is essential. Involve-
ment of Maori in such research may be pos-
sible, but the extent of thisinvolvement can
only be determined by consultation and ne-
gotiation.



TheMHC iskeen to ensurethat research
processes do not contribute to the further
erosion of Maori cultural values. Itisalso
essential that researchersare not considered
asdesecrators of tapu or tikanga, and there-
fore regarded as the sources of any per-
ceived resulting ill effects. The impacts of
such research processes on Maori partici-
pant recruitment, sample collection or re-
sult generalisability are secondary issues
affecting the validity of the research project.

The MHC will not support HRC fund-
ing for any Maori involvement in research
that breaches tikanga, unless such involve-
ment isspecifically endorsed by the tangata
whenua of the area in which the research
OCCUrs.

Such endorsement should be in writing
and should reflect the resolution of ameet-
ing of arepresentative body of the tangata
whenua, and not an individual’s opinion.
If this documentation is received, the com-
mittee will yield to the exercise of mana
whenua and tino rangatiratanga by the
tangata whenua of the region and support
funding for such activities.

From a researcher’s point of view this
would require that the researchers ask their
Meaori colleagues or advisersif aproject or
processislikely to be contentious. If there
are any contentious issues, Maori involve-
ment is to be determined as soon as possi-
ble by the representative body of the tang-
ata whenua.

Their decision is to be documented
within the application and incorporated in
theresearch design. Theresearcher should
also provide strong justification for using
that particular contentious research process,
aswell asprovide astrong rationalefor the
study.

7.2.4.2 @&\EN CSTW ESINQM NG
MR PARTI A PANTS

As genetic research technology becomes
more widespread, there is a concurrent in-
creasing demand to undertake genetic re-
search on Maori populations. Maori are
regarded by some in the research commu-
nity as providing an ideal founder popula-
tion, with well described lineagesand ahigh
incidence of genetically mediated diseases
amenable to study.

Genetic research is an extremely con-
tentious issue among Maori. Attitudes
range from acceptance to total rejection in
principle. Intending researchers should fa-
miliarise themselves with theissues as out-
lined at the 1996 HRC Consensus Devel-
opment Conference report Whose Genes
Are They Anyway? (Baird et al, 1995).

Maori at thisconference expressed “ sup-
port for genetic research that enhances qual-
ity of lifefor Maori as defined by Maori ...
[if that research occurs] within the para-
digms of aMaori world view” (ibid, p 3).
Genetic studies require access to both
whakapapa knowledge and blood or tissue
samples. The development of such studies

requires close co-operation be-
tween theresearch team and the
whanau concerned as well as
thorough consultation with the
iwi to which the whanau be-
long.

Thisprocess can belengthy
and occasionally difficult, but
if undertakenin good faith such
consultation will ensure the
commitment of all partiesto the
project and minimisethe poten-
tial difficultiesin such a study.
Any researcher starting to plan

|
Tre MCwI | nat sygoort
HCfud rgfar ay
Maori | nd veart
inresarchthet breedes
tikap ulessath
indvaat isgeEificly
evrsadbythetarga
vweaad theareai nwi ch
theresserchooours

agenetic research project involving Maori
is strongly recommended to contact the
HRC Kaiwhakahaere Rangahau Hauora

Maori.

Genetic research projects involving
Maori require the approval of the iwi or
hapu organi sation representing the whanau
involved. Thisapproval could be obtained
in ahui of the representative body follow-
ing discussion of the project and be docu-
mented in writing. Such approval must be
appended to the grant application.
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8 AGONSLTATI ON
aH=XU ST

8.1 PFEUMNR ES

@ Clarify the reasons for consulting.

@ Specify the objectives in outcomes.
@ Select the most appropriate methods
and types of consultation to achieve the
outcomes.

@ Cadculate the costs and ensure funds
areavailable.

@ Ensure adequate lead-timefor all par-
ties to the consultative process.

@ Understand and communicate with
community organisations.

8.2 PREPARATI ONS

@ Make contact with and invite partici-
pation of community groups to help pre-
pare for the consultations.

@ Discuss costs and negotiate if neces-
sary.

@ Agree on an agenda and the facilities
needed to achieve the objectives, includ-
ing documentation, presentation speakers,
venue, time and date, equipment, work-
shop leaders, plenary session and record-
ing of input.

@ List tasks and timelines. Allocate re-
sponsihilities and ensure communication
channels are open.

@ Dispatch invitations and otherwise
promote, allowing timefor participantsto

prepare themselves and be briefed.
@ Agree on feedback mechanisms and
post-consultation strategies.

8.3 THEFAETOFXE
QONSULTATI ON

@ Ensureall necessary material isread-
ily available and distributed.

@ Ensure eval uation methods are under-
stood and, if evaluation sheets are used,
that they are collected.

@ Ensureall reports, workshop proceed-
ings, tapesand records are collected for
subsequent processing.

@ Decide what follow-up is required.
@ Announce agreed feedback mecha-
nisms.

8.4 PCST-CONSLLTATI ON

@ Finalise consultation minutes and re-
ports.

@ Evaluatethe consultation intheorgan-
ising committee.

@ Providefeedback to all concerned ac-
cording to the agreed mechanisms.

@ Plan future improvements in light of
experience and evaluations.

@ Ensurethat sppropriateactionistaken
to follow up the feedback from consulta-
tions.

@ Ensure feedback continues as subse-
quent actions are taken, including expla-
nations about why some community as-
pirations cannot be met.

9 REHENES AD
RLRTHER READ NG

9.1 EXAMPLES (F

GOLLABCRATI VE RESEARCH
Bed ey R DSwzaWTekauH Fx G Hrpa M
Rison B Hgen Ggpan P, Gane J, Brgess
C WaodanK Gossladl, RarceN RmareE
Tid o anasthmati ond anintheMai comr
ntyd theVd rarga NZMdJ1993 106 368

BshpR Waaweaugaaga @ laoraive
resrchsaies RmnrsanNrth DmareRess,
19%

NrchieE Rpuora HdthadMai Vihe \d -
lingon Moi Wihers\E farelesg e, 1984

GJ [HINS ONHA THREEARHI NQM NGMOR - 1998

Roberts M RrataH Nornan W H ening Aand
AnstragM PRdomuder: Rrtidpaay a-
timressarchinAteerce/ enid ad R pre-
satadtoSi eeadahe KovedpTrad tias
@rfaare Jass@KUivesty, Girrs, AQs
1996

TaeaTe d, @l doraivenaregenant o New
Zd ad soosavai nestaelyMai . Bvirar
ratd @reanai an(inpres)

\inWssenKet d, Mari hed threseerch N2
J19% 107:134-6

VH rargpaMori Executi ve, Ta whenua o Ngt i
Kauguuk Ve rarga adthe Wl li g anAsthma
RsearchGap, Tereooteaa TeVdragn
Moi ssthmapget. Metertan Vi rarga Mo
Beotive, 192




9.2 (BA\BRAL MR HEALTH
DrieMMaoi atitubestos daess, dtasad
hosptd's, N\EMdJ 1977, 86 4835

rieM AMori perspectived Hdth Sc 3
Nd 1985, 200 483-6

rieMTheTregyd Vi tay adhed thcare
NZNéd J 1989, 102 283 5

DrieM WA aa Moi hedthdad qoat. Ade
lad OfadUiversity Ress 194

DrieMDweseMi redities Wlinga Nis
tryd Heth 196

HdthRserchQud| o N, RinggreuHuora
Mo - Mai Hd thRsearch Thenss. Add ad

HRO(i npress)

PonareEet a, Fauora Vd lingon, Te Rpu
RmgdheuHuraaBEuRrare W i g anShod
d Mddrg 194

RilesxnS HeKtikding aMai hed thkro-
ectpbese W lirg oy Cepertrart of Heelth 1999

9.3 OHR UL GJ CAI NS
Awarican@ | eged Hidennd oy, Satenart o
Rinddes HidndayadhioityRpldios
AnHidemd 196 5 56558

BdmR TreTregyadtheuiversties in@de
Gadraret Rek). Jstice ghcsadivzea
ladsad ey, Add ad OfadUiversity Rress,
192

B9mR Intiaigepyveigressarch Nar-
rd o EleaianSud es194 9(1): 175138

Rratrat d Jetice Rinddesfa Camadtian
atheTeayd Wdtay. \Wlinga Rpatrat
d Juetice 199

Freenan I, Mki ngresearchocaosat famsin
famativeadudastaced e Treeqerieced
trelrdanHdthSnice GirideQeatalyd
HAthcareBh cs1994 3 510521

HAthRsearch@ud |l o NI, HRCGI o i nes D
EhcsinHd thRsearch Add ad, HRG 1997

Irtitued HdthRoai nRsearch Uiversity
d Bitish@ uhiaadtheBC Grsatiunfar
HdthRoatimRsearch SwWydf patiamay
reseerchinhed thpramti ar v enardrecan
naitiasfa thecbd qrat o patidpaay
ressarchinhed thpraati ninGrech Ryd S
deyd Gredg 194

Nnsryd Hdth Hetaratiee Mesrimge-
fedivetedthsavicesfa Mai. \Mlinga Nir
isgryd Heth 196

Oficed Mitiadtud Afars, @rudtirgtte
rtialtud vy Griara Oficed Mtialtud
Afars Rpatrat d treRineNn sa adGh -
e, 194

TeMhuri Qredtats, GAPadad tingnod
dsibd qedfa hedthsata savicerod S anto
Moi. Wlingon TeRava Tay, 195

TeRn Kdiri, Agicefa cgartmatsanaosu -
taiwvithiw. W lirgay TeRn Kddri, 198

9.4 MR RESEARCHPRACTI CE
BspRadGymnT, Hekadh kitea Grduting
aded wHingedcaiad ressarch NJarrd
d HraimSues192, 27 (2): 15135

CanF; BEhicsinMoi resrch QapBaghics
ot 195, 4 16-17

DrieMCaataigicsd Mai hedthressrch
ot o Hi WAgdrigri. W lingay TeRyu
RngdheuHuraaEuRrare W i g anShod
d Mddre 1956

IrwnK Mai resserchprooessesadmethos: A
edaaimaddsassan ST B 5
3

SithG Rsaarchi ssuessinMari edreai in- Rx
p pesatedd theNEAESed d Ineests@n
faare Addad Rypatrat of Elcaion Ui-
vastyd Add ad 1990

Snthl, Terguai teaoMai, The ssarchfa
treverldd ligt: Moi prsedtivesnresearch
inMai edcaian inMrss, Jadlireey, T(ek)
Govrgyg Trediticsd hmnlearrirg Ao
lad, LoganRd, 191

Snthl, Kupgma Mo reseerch Fyoort of HI
Wakagripri. VM Iingon, Te Roypu Rangahau
HuraaEuRrare Vi lingonShod of Md -
dre 196

SdesE Moi ressearchaddad qoart: Ad s
ass g, W lirgan Nti " Rserch A -
sryQuul , 195

Sokes E, Mori geography or ageoy gohy of
Moris. NZGay goher 1987, 43 3:118-123

TeAeka ukuN Heti kagawekaara Rsearch
ghcsinai, Wlinga Nnisryd Mai A-
fars 1981

Teriki CadSom ey P, Tewsgaai teram
tatgda Trepditicsadpaessd researchfa
Moi. RlnersonNrth Ryartnat o Sd d ayy,
Mssey Ui versity, 1992

GJ[HINS ONHA THREEEARHI NQM NGMOR - 1998



Vi ke H Mo atituwbsanresearch W lirgan
Mo e grat Uit, Bpatrat o Sdd W -
fag 190

9.5 S ES| NRESEARH

WTH MR

BirdD Gimgl, SilleSnthK ThopsolL,
T paT, Wbse@es Ae They Away? Rgart
mthe HCGrfeevemHman@eiclfana
ticy Add ad HdthRssrch@ud | o N, 19%6

Klgur Radkef eV Hap ki teaa Tread | e
tiond Mai hedthstaigics W irgan Eyart-
nat of Heth 192

MaraK AcautdilityinMai scd ey, A-
anatsjarrd Fruaeyl194 2-33

Med ATeR, Nlsggrqai ai ond i rd gaous krodr-
edge: The next vave of cd oni sati on. Qago
Baghcskot 194 3 4-7

RtesnR Bicareadhedthpatice Rt
d theHA thRsearch@ud | casud'taiveaar
faare Addad HdthRssarchQuudl o N,
1996

Snth@&] Teissed researchadMoi. Adk
lad RsrchUit fa Moi Elcaion Uiversity
d Add ad, 192

TeRn Kiiri, Htaotatemtarap Adat
dsass maouat: Mai issuesaavanimthe
Ced Radicefa Hethirfaraion M 1ing
ton TeRn Kkiri, 193

TeRn Kddiri, Natikaapoovaaahaoa
Hedthssada éhics. Mdanssfa Maiino
éhd redewv Adsass adouat. W irga
TeRn Kiiri, 194









