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ABSTRACT

An inherited predisposition to cancer may result from constitutional mutations in a
number of tumour suppressor genes. Knowledge of the specific mutations with a family
which render the individuals susceptible to bowel, breast or stomach cancer facilitates
genetic testing. Genetic testing is a relatively new technology, and New Zealand society
is still coming to terms with its ethical implications and informational potential.
Maori people are the indigenous people of Aotearoa New Zealand. As a consequence of
a colonial history that has had a major impact on Maori health, New Zealand is
struggling to reduce significant disparities in the health status of Maori. With the
exception of one high profile case, Maori people have not readily engaged in genetic
testing or genetic counselling services. This thesis set out to examine Maori perspectives
about this state. Drawing on a Kaupapa Maori approach to research, a group of Maori
cultural commentators (Pukenga), Maori families (whanau), and health professionals
who work with families (Interfacers) were interviewed for this study.

The thesis discusses the different world views that Maori have in regards to health, wellbeing and human society. These world views help explain Maori cultural perspectives
about predictive/presymptomatic DNA testing. The thesis draws on the notion of two
worlds which may stand apart in terms of world view, but which have the potential to
come together at the level of individual and family health and well-being. The thesis
draws on the interviews and suggests pathways forwards in the area of genetic
counselling and other services. While these pathways are relevant to Maori and the New
Zealand context, the study shows how other cultural groups with alternative world views
may seek their own solutions and responses to the technologies available through
predictive/presymptomatic DNA testing.
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KUPU WHAKATAKI

Whaia katoatia nga taonga kei roto i Te Kete Aronui, hei
aria atu i nga rauhanga o tenei ad kikokiko, haunga and
kia tika ai te hauora 6 te iwi me ngd uri whakatupu, kei
te heke mai

Pursue the corpus of Maori knowledge contained in Te
Kete Aronui, to remedy the ills of the world as well as to
sustain good health for the present and future generations
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THE PROLOGUE

The impetus for this study was grounded in the recognition amongst biomedical scientists of
the potential for of the new genetic technologies to have psychosocial impact. Such impacts
were linked to the personally held perceptions of the nature of genetic inheritance and diverse
views on any form of interruption to the natural process. Cultural factors were clearly
implicated in this. When invited to consider this research which involved asking Maori their
views on DNA testing and more specifically predictive/presymptomatic testing where there is
a familial cancer in the family, I felt that I needed firstly to situate myself. As a mature Maori
female researcher who had a background in Education, my entry into the health arena was
through helping with research into the genetic aspects of waehape at the invitation of Dr.
Cyril Chapman a clinical geneticist and Mr. Richard Nicoll an orthopaedic surgeon in 19921993. This research became the basis of my thesis written for an M.A in Education (1995).
Prior to this I had been a primary school teacher with a commitment to community life, in
areas other than health care promotion. Throughout my life I have been devoted to the care of
whanau,first as the eldest with four siblings and later as mother and grandmother to our five
daughters and our eleven mokopuna, and support to the wider whanau. I consider whanau to
extend from whanau whakapapa to the many other whanau kaupapa such as Kohanga Reo.

While deciding how to introduce myself and my subject, I drew inspiration from Graham
Smith's introductory chapter in his 1997 Ph.D thesis. He states:
This chapter makes overt all the political, social, cultural, and economic influences
which accrue to the author's background and which therefore contribute to the
authors' makeup, preferences and prejudices (Smith 1997:53).
This stance, he argues, does not make the work less valid than research and writing which is
supposedly believed to be 'neutral' and interest free.
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This prologue explains my long journey through to this research which serves as an entry
point into a broader understanding of how new genetic techniques can find a comfortable
place in a Maori world view. The research also takes note of the needs of Maori as they look
at the services provided by the Ministry of Health through District Health Boards, so that
development of services can be cognisant to their future needs and aspirations as
stakeholders.

Being born of a Maori mother and a Pakeha (person of European descent) father in
1932 meant in Aotearoa, New Zealand, that I was registered as a Maori. The
assimilation policy of the time successfully made me a 'brown Pakeha'' and until I
was 34 years old this state caused me only intermittent discomfort. I left the Native
School in Ahipara in the far north when I was eight years old as my parents decided
in late 1940 to seek a better life for their family in Auckland. Soldiers leaving to go
overseas to fight in World War Two meant that work was more readily available in
the cities. There were not many Maori living in Auckland at that time but they
seemed to be concentrated in the slum area of the inner city among Pakeha working
class people. The assimilationist policy imposed by the government from 1844
meant that Maori had to renounce their language and culture and be educated in the
English traditions and language.

I was enrolled at Napier Street School in Freemans Bay, Auckland along with my
younger sister. What a change it was from Ahipara Native School where there were
few Pakeha children enrolled. Our new school was the opposite with very few
Maori attending. Because our dad was Pakeha we had been known in Ahipara as

1

This phrase describes a person born Maori but assimilated into the Pakeha way of life and usually
without being able to speak Maori.

vii

'the Pakeha kids'. At our new school we became 'black Maori kids'. We had not
minded being called the Pakeha kids but I remember not liking being called the
black Maori kids. Being Maori was not something that was valued and I was always
embarrassed if a teacher asked if there were any Maori in the class for whatever
reason. Being Maori was always a feeling of being judged and a lack of pride in our
culture became the default position. Nonetheless, I survived and graduated to
Auckland Girls' Grammar

School, where I did not achieve my potential

scholastically. Later I went on to Auckland Teachers' College where one Maori male
student teacher told someone on meeting me that he had never met a more
"Pakeha(f\ed)

person". I did not feel comfortable with the Maori students, who all

seemed so much better at things Maori than I was. I was happier with my Pakeha
friends and so successful had my assimilation been, that I did not really think of
them as Pakeha until I was at teachers' college where there were so many more
Maori than at my secondary school.

I began my teaching career in Auckland in 1953, married a Pakeha and raised a
family of five girls. As we kept our connections with my mother's whanau and
turangawaewae I did not at that stage feel my life lacking in the Maori dimension.
However the death of my mother in 1966 when I was 34 years old changed the
course of my life.

After great discussion within our family and her brothers and sister coming from the
North to request her body for burial it was decided to return my mother's body to
our turangawaewae and the urupa where all our close whanau were buried. At her
tangi I realised for the first time that my identity as a brown Pakeha was challenged.

Following her burial, I as the eldest child was asked by my aunt to thank everyone in
the wharenui for all they had done for my mother's tangi. My shame at not being
able to do this in Maori was so great that I vowed to learn my mother's birth
language and one day be able to stand up and speak in Maori in that marae.

That was 1966 and the Maori language renaissance in Aotearoa had not begun.
However it was a good place to start because, hand in hand with Te Reo (the
language), goes Nga Tikanga (cultural knowledge) - one cannot stand without the
other. While it was so easy to articulate the words and the feelings about wanting to
learn Te Reo, it transpired that it was a long hard road of 18 years to acquire fluency
in what should have been my birthright. These feelings have been echoed by people
of other ethnicities and cultures who have come under the influence of European
colonisation and assimilation. The impact of our social experiences of being
educated and socialised by others, which privileges one cultural heritage to the
detriment of the other, is clearly articulated in the words of DeAnda (de Anda cited
in Reason and Bradbury 2001:315).
To become bicultural an individual must engage in a dual socialisation
process. One acquires values, beliefs, communication and behavioural styles
from a culture of origin as well as becoming exposed to the same dynamics
of a majority culture. An ethnic minority will have success in becoming
bicultural to the extent that information and skills needed for negotiating the
mainstream culture are provided, commensurate with receiving affirmation
for the basic values, beliefs and behavioural styles of one's minority
culture.
Gloria Bravette-Gordon, an African Caribbean writing of her search for 'bicultural
competence', describes the struggles entailed in developing 'bicultural competence'
as a 'Black British', whose unique ethnicity is subsumed within this homogenising
form of identification. For Bravette-Gordon this entails:

an attempt to depict the conscious and deliberate process of becoming bicultural,
rather than merely making erroneous claims of biculturality as an automatic and
defensive response to the realities of being 'Black' in 'White' society. People of
African descent do not receive affirmation for the basic values, beliefs and
behavioural styles of their minority culture in British society. As a result, and this is
particularly true for the many African Caribbeans who do not even like to be
identified as being related to Africans, we tend to deny that culture (BravetteGordon 2001:315).
A return to primary teaching in 1973 and the influence of the principal Jim Laughton at
Richmond Road School in Auckland was significant in my journey to becoming a tuturu
(genuine) Maori. This school had a roll with 98% Polynesian children and my reason for
applying for a position there was that I felt I could empathise with these children. Although
my journey from Ahipara to Auckland was a short distance compared with their journey
from the Cook Islands, Samoa, Niue, and Tonga to Aotearoa New Zealand, the cultural shock
was comparable, although I did however have an advantage in that I spoke the English
language. Their problem was like my mother's when she went to school when she did not
understand her teacher and was made to renounce her mother tongue. Laughton's philosophy
was that children should have and retain a pride in their language and culture, but he also
made provision of a place for these children where a love of learning could be nurtured.

I saw this as a 'win win' situation, since, while mentoring and teaching, my own
search for my language and customs was nurtured and energised in the environment.
Jerry Norman, an itinerant teacher of Maori, was also of enormous help in my
language acquisition because he encouraged me to speak Maori with him when he
visited our school. He made the rule that if I wished to converse with him then it
should be in Te Reo. Although very reluctant at first, on a long experiential basis of
having been laughed at, it was a great step and I became less shy of making a fool of
myself.
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In 1984 I was fortunate to attend a month-long Maori language course (Te Kete
Papaku) at the Kuratini (Polytech) in Wellington. It had as its tutors, Teariki Mei
and Huirangi Kerepuru assisted by other visiting Maori tutors. It was one of the
most rewarding months in my life and I shall never forget how much my reo and
tikanga improved, and the wonderful friendships that were forged in that time.
Huirangi Waikerepuru and June Mead were successful in their application to the
Waitangi Tribunal to have Maori recognised as a national language.

A survey by Richard Benton in the late 1970s had shown the Maori language to be
in a stage of decay and many Maori were shocked into finding ways to keep the
language from extinction. The Kohanga Reo movement was born out of this desire
in 1982 with the opening of the first Kohanga Reo in Wainuiamata, Wellington.
This language revival movement strongly supported within Maoridom. With the
rapid spread of Kohanga Reo

nationwide, the question arose as to what was to

happen to these children when they left Kohanga Reo? My acquisition of te Reo was
to be of more value because I would be able to teach it. For Jim Laughton my
principal who was also Maori, an opportunity to provide for children something he
and myself had not been offered in our education was possible.

In 1985 with support from the whole Richmond Road School whanau

a Bi-Lingual

class was opened and I taught there until enrolling at University in 1988. The school
whanau

also fought for, and established on the school grounds, a Kohanga

Reo which

opened in N o v e m b e r , 1985.

Just before beginning my undergraduate degree majoring in Maori Studies and
Education, I was approached to supervise the Ritimana Kohanga Reo following the

resignation of the previous kaiako (teacher). I said had always wanted to go to
university and I still would, but I would give 3 days a week to the Kohanga for one
year and enrol to do six papers at University. I taught at Kohanga for 4 years the
time it took to complete my B.A. and I then resigned as supervisor. I had intended to
be the full time post graduate student, but again this was not to be. The Maori
Liaison officer at the University, Taimininga Potaka asked me if I would consider
taking up a position as a research assistant in a Genetic study of Clubfoot at the
School of Medicine. The two reasons for accepting this position was that at last
Maori were being asked to interview Maori and secondly two of my brother's
children have waehape (clubfoot). This was combined with post-graduate study
towards an MA in Education (1995). Today I am Bi-Cultural, Bi-Lingual and
proudly identify as Maori.

After the completion of my M.A., and some relaxation time, I had planned to continue my
work with the Clubfoot Study (waehape), and our group made a funding application to this
end. The response, however, from the Maori committee of the Health Research Council
(HRC) and He Kamaka Oranga2 that this was not a top priority for Maori research dollars
(Personal communication Winship, 1996). I was invited by Winship to consider research
which involved asking Maori their views on DNA testing and more specifically
predictive/presymptomatic testing where there is a familial cancer in the family, and this has
been a turning point in my life. The ability that I had acquired and the self belief and worth of
2

He Kamaka Oranga was established in 1993 within Auckland Healthcare now known as the
Auckland District Health Board (ADHB). It was established with the aim of improving the
responsiveness of the organisation to Maori consumers and improving Maori health gain.HKO,
Maori Health was the first major "mainstream enhancement" strategy of this kind nationally. It
currently consists of a General Manager Maori Health; Chief Advisor, Tikanga\ Senior Medial
Advisor; Maori Public Health advisor and further designated management positions. He Kamaka
Oranga covers the areas of health funding, planning, primary, secondary, tertiary, quaternary
sectors and provider services. Maori Health Advisors provide strategic advice and Kaiatawhai staff
support Maori consumers and their whanau seeking healthcare within the ADHB (Barnes, 2005
personal communication).

my culture were key factors in qualifying me to undertake such a responsible area of research
for Maoridom.

A note about style
In her PhD thesis Linda Mead bolded and italicised Maori words and this appealed to me as I
read it. I proceeded to do this in my work. Two academic women who read some work I had
submitted for comment, expressed their dislike of this practice and asked why I had chosen to
do this. My reply was simply that I liked it, but their question prompted me tofind out why
Linda Mead had chosen such a stylistic device. Within her thesis she explained that she
bolded and italicised her Maori words because she wished to privilege Maori language by
making distinctions in the text. Maori words, she believes, cannot be slotted into an English
structure 'without losing some of its meaning' (Mead, 1996:31). She believes that Maori
words get appropriated by others, who learn how to use them, in only one or two contexts.

Maori words, she argues, especially for Maori readers: have other meanings attached to them
which connect the word itself to other contexts, to experiences and to concepts related
spirituality, emotion and values. Simply at a visual level there are different textual landscapes
which Maori words on their own and juxtaposed with English words create. I use Maori
language because there is no alternative expression in English, which says quite what I want
to say (Mead, 1996:31). I concur with her reasons and so do the same through out this thesis.
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SECTION ONE
INTRODUCTION

This study aims to assess Maori cultural perspectives to predictive/presymptomatic
DNA testing in familial cancer. It draws on methodologies that have been shown to
be effective in engaging Maori communities in research. The research weaves
together the idea of two worlds somewhat like the model of DNA, with two strands
moving in parallel, sometimes intersecting and sometimes standing at a distance.
The thesis seeks to contribute to knowledge some perspectives of Maori,

an

indigenous people from Aotearoa New Zealand, a people historically marginalised
from society especially from access to equity in public health outcomes.

In 1953 when Watson and Crick published their model for the double helical
structure of DNA, Maori people in New Zealand were beginning to emerge from
some of the effects of colonization that had embroiled them in a struggle to survive
from the time of contact with Europeans. One of the most common impacts of
colonization for many indigenous populations has been in terms of their health and
well-being and this was no different for Maori who were exposed to and laid waste
by various diseases from measles to chicken pox, tuberculosis and flu (Pool 1977).
By the latter part of the nineteenth century Maori people were in such a poor state of
health that a new generation of Maori leaders who had emerged as the Young Maori
Party set out to visit communities to persuade them to look for new ways to improve
their health and well-being. After the Second World War the Maori population
began to recover although there were still major concerns for Maori health. Maori
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contribution to the war effort was being recognised and there were major initiatives
to improve the conditions of Maori people in New Zealand.

In 1953 Maori people were being encouraged to move into urban centres for work, education
was preparing young Maori for manual work and the New Zealand Government was
beginning to tackle areas of Maori health, housing and development. The official
Government policy for Maori was shifting from total assimilation to one of social integration.
In 1953 there was still a separate Maori schooling system first established in 1867, a Maori
Land Court that had been established in 1865 to individualise Maori land so that it could be
sold, and various institutions had been established as the apparatus of a colonial system.
Maori people were still a rurally based population.

However 1953, was also a time when we heard Nat King Cole's velvety voice crooning
"Unforgettable" on the radio. We were all agog with the news that Ed Hillary "had knocked
the bastard off' (the first person accompanied by his sherpa to stand on the top of Mt
Everest). This occurred just in time to celebrate the coronation of Queen Elizabeth II to the
throne of the British Commonwealth. Maori and Pakeha in New Zealand were excited that
the new queen was to visit later in the year. For a little while we forgot that urbanisation was
also the topic engaging both Maori and Pakeha as each voiced their negative opinions.
Kaumatua or elders were complaining of the numbers leaving the rural areas (Metge 1964)
while Pakeha complained of the Maori not being able to adjust to the 'economic demands'
of industry. Maori were forced to live in a dual world of capitalism which required paying
rent and meeting time payment (hire purchase) while living in overcrowded slum areas in the
cities (Walker 2004).
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This thesis attempts to bring two worlds together that in 1953 were standing
somewhat apart.

In the 53 years since the model of structure of DNA was first published molecular
medicine has developed a large number of applications and potential therapies and
interventions which are now delivered as part of public health care. Molecular
medicine has advanced knowledge based on the significant discovery of the structure
of DNA. In the 53 years since the model of the structure of DNA was published
Maori society has also changed dramatically. Maori society is mostly urbanised, the
Crown has moved to provide redress for historical grievances, and Maori people
have undergone a major cultural revitalisation effort that is now reflected in multiple
initiatives across all sectors of society. Addressing the health disparities of minority
groups and indigenous peoples is a significant challenge confronted by all pluralistic
societies. In New Zealand that challenge has been dealt with in a number of ways.
Maori health has been the focus of attention at political, policy, practice (including
service delivery), and research. Maori health delivery for example occurs through
both mainstream providers and smaller, more culturally focussed

iwi health

providers delivering 'kaupapa MaorV services (Cram 1999).

In the 53 years since the model of DNA was first published medicine has also
advanced. With its implications for the molecular basis of inheritance, genes and
genetics have encompassed a revolutionary involvement in all aspects of life. The
general public is becoming increasingly aware of the existence and implications of
genes. There is a vast supply of information and media coverage, which has
stimulated contention and debate on issues ranging from genetically modified crops
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to recombinant insulin therapy, to human reproductive cloning. Each day brings
another research discovery which needs ethical approval and regulatory procedures.
Genetic technology in all its facets is running well ahead of humankind's ability to
learn, understand and monitor its implications.

Debate relating to scientific advances becomes increasingly urgent when human life
is at stake, and when this new spectrum of knowledge offered the ability, in some
families, to predict by DNA testing of blood samples, for susceptibility to some
cancers, a new range of issues emerged. The abnormal behaviours demonstrated by
cancer cells are the result of genetic changes, or mutations, in key regulatory genes.
A small percentage of cancers are due to an inherited genetic mutation, and a
predisposition to cancer develops at an earlier age. In familial cancers, more of the
same or similar cancers than would be expected by chance, occur within one family.
Now that the knowledge of the molecular bases of cancer predisposition is available,
diagnostic testing in clinical genetic services can be offered to individuals within
susceptible families. Such DNA analysis could then be undertaken in a predictive or
pre symptomatic manner. In this way, at risk people could be told with certainty
whether or not they were carriers of the mutant gene, and thus, high in the inherited
pre-disposition risk probability, or simply within the baseline population risk. The
value of predictive testing is that it facilitates a rational cancer surveillance, with
early intervention and treatment. These tests cannot be entered into lightly, however,
and the ethical, cultural and legal issues arising from pre-symptomatic testing must
be carefully considered in collaboration with well informed representatives of the
public, patient groups and the relevant professionals.
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It is now a standard part of health care in most of the Western world to provide
genetic services based on the philosophy of informed choice, autonomy and
empowerment in an attempt to allow stake holders to determine their genetic health
within a framework of support. Since the 1990s there has been the ability to define
some genetic disorders which by their molecular pathology, announces a new
dimension in this health care.

The discovery of these genetic mutations which predispose to various forms of
cancer, or which predict late onset single gene disorders, has facilitated information
which may precede the onset of such a disease. The potential for genetic technology
to help improve Maori health is, like so many other advances in medicine, a
potential

that

could

well

be denied

to people

who

live

in

marginalised

circumstances, who have limited access to good health services or who have cultural
beliefs and world views that are poorly understood by health providers and
practitioners. The thesis explores the perspectives of Maori and those who work and
interface with Maori on an aspect of genetic technologies and the services that are
being made available.

,

THE ETHICAL AND PSYCHOLOGICAL ASPECTS OF PREDICTIVE D N A TESTING

Whilst there is a growing body of information on the ethical and psychological
impact of predictive DNA testing there is very little published data about the
different views in different cultures about this form of testing. This study set out to
elicit Maori opinion on predisposition DNA testing by interviewing different
groupings from across Maori society. The main group interviewed were those who
have inherited a form of cancer and those who are at risk by virtue of a family
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history. Two other groups were interviewed (because of a paucity in the literature),
Pukenga who are versed in matauranga and tikanga Maori, and also matauranga
Pakeha and another group I have named as Interfacers because they interfaced as
clinicians with the whanau with an inherited form of cancer.

Over the last decade, because of the rapid development of genetic testing and
diagnosis, individuals, families, and society have had to examine the ethical and
cultural implications before consenting to such technology. When discussing ethical
issues the principles of justice, autonomy, benefice and non-maleficence need to be
addressed. Justice means the provision of good health care for all with no person
being disadvantaged in the access of services. Autonomy as an individual right may
have to be balanced against the rights of others in some circumstances. Access to
information and counselling which also ensures privacy and confidentiality

is

essential in facilitating decision making leading to informed consent to testing.
Beneficence guarantees that policies and practices are for the good of all while nonmaleficence decrees - Primum non nocere - above all do no harm.
Given the shared nature of genetic information and conditions, what is to
the good for one individual may result in harm or disadvantage to another.
Inevitably there must be a balance of responsibility to the individual, the
family and the public good (2004-2005 Directory of Genetic Support
Groups).
For Maori the ethical issues are framed in terms of tikanga and this is expressed by
Mead (2003:6) in the following statement:
The word tikanga itself provides the clue that tikanga Maori deals with right
and wrong. 'Tika' means 'to be right' and thus tikanga Maori focuses on the
correct way of doing something. This involves moral judgements about
appropriate ways of behaving in everyday life.
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Webster (1998:37) thought that tikanga Maori 'might be described as the Maori
ethics, referring in particular to a system or philosophy of conduct and principle
practised by a group'. While such issues as the Human Genome Project (rejected by
many indigenous peoples) has been scientifically evaluated by Venter, Adams and
Myers et al. (2001) almost fifty years after Watson and Crick discovered the double
helix, little is published on the views of indigenous people with respect to genetic
issues.

The aims
This research utilised a Kaupapa Maori methodology in order to facilitate the
following aims.
•

To assess Maori views on predictive/presymptomatic DNA testing in familial
cancer, by drawing on the views of those who have an inherited form of
cancer (bowel, breast or stomach) and those who are at risk of familial cancer
by virtue of a family history (Referred to as Group Two or Whanau within
the thesis).

•

To provide a context within which the views of the family members, and their
responses to the interviews, may be understood. This is provided by
interviewing Pukenga (people of either sex, with advanced knowledge in
matauranga and tikanga Maori).

•

To understand the interface between patient and medical/clinical practitioner,
through interviewing persons to be known as Interfacers.

•

To develop information which will provide support that is relevant to the
needs of Maori seeking genetic technology.

•

To make available to medical scientists/practitioners information received
from the research that would lead to the creation of testing and counselling
programmes that are conversant with tikanga Maori.

In Aotearoa New Zealand, clinical geneticists and health care professionals offering
predictive testing for single gene disorders must work within the best practice
guidelines of the Human Genetic Society of Australasia, as well as international best
practice guidelines (http://www.bshg.org.uk/'). While there is some acceptance of
this framework by both health care workers and stakeholders, it can not be supposed
that this Eurocentric model can be converted into a safe situation for all cultures.

The larger research question for this study asks how one service can provide for the
needs of people in a bi-cultural and increasingly multicultural society in Aotearoa
New Zealand. Because of their cultural background and health status in Aotearoa
New Zealand, it was thought that Maori views about DNA testing as a predictor of
familial cancer may differ from the traditional Western model. Although they are 1215% of the New Zealand population, Maori did not seem to access fully the newly
established services provided by the Genetic Service in Auckland

(personal

communication, Director of Genetic Services, 1996). Very little has been published
on the cultural issues to do with genetic technology.

In providing these genetic services to the public there are a number of protocols or
best practice guidelines for predictive or diagnostic testing in cancer where the
family history suggests a genetic basis. Questions needed to be asked about these
processes.
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a)

Could these processes simply be replicated with all members of the

population?
b)
c)

If not, what are the principal source of concern?
On what basis would shifts in procedure/approach have to be contemplated

for various population groups?
d)

How may those modifications best be addressed?

Indeed it appeared that there was a 'hard core' set of factors such as robustness and
quality issues around laboratories, which should not change regardless of the context
in which they were being applied. These were the factors that ensured quality
standards were being maintained. On the other hand, homogeneity of approach at the
interpersonal level could not be assumed. There were issues about processes of a
more intangible dimension, those which may not result directly in physical harm, but
which may have more spiritual or psychological implications. Processes needed to
be considered in terms of different cultural mores {tikanga). The most important
issue, it appeared, was in how the services would be delivered.

In order to address the questions identified above, there was a need to engage with
whanau who had lived with an inherited form of cancer for generations. There was
also the need to find out why Maori, found genetic research a contentious issue that
elicited attitudes ranging between total rejection to concerned acceptance, and why
there was a reluctance by some Maori to take advantage of the available services
(personal communication, Director of Genetic Services, 1996). Participants in the
study would also be asked to offer suggestions which would help establish protocols
that would encourage more to attend the clinical services provided.
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Lack of information
Because of a scarcity of written information in the literature on the cultural
dimension associated with predictive/presymptomatic DNA testing in the Maori and
Pakeha worlds, it was imperative that I go to sources which would provide me with
relevant information which would provide a framework from which this study could
be understood. I therefore decided to ask Maori Pukenga1 their views and perception
of this type of research from a Maori world view encompassing tikanga
matauranga

and

It was important also to ask people who interfaced with the whanau

who had the familial cancers.

Because cultural intersection and asymmetry is at the heart of the issue being
examined in the thesis, it was necessary to work within a culturally appropriate
methodological framework if I were to find out what can be known of how Maori
whanau make decisions about having a predictive/presymptomatic DNA test when
there is a familial breast, bowel or stomach cancer in the family. In addition, such a
framework would offer the best possibilities for investigating whether or not the
service provided would be acceptable to all clients who, because of generational
cases of a particular cancer, were thought to carry a genetic mutation. One particular
Maori family, (Whanau One) after many deaths in their whanau had decided to
seek their own scientists in order to discover the gene mutation that had plagued
their whanau for over five decades. The other five whanau, two of whom were
connected by whakapapa to Whanau One were also seeking answers to the many
questions that arose as they became aware of the technology associated with their
specific familial cancer.

1

See Chapter Six, page 1 for full explanation of the word
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Pukenga.

THESIS STRUCTURE

The thesis has been presented in three sections. The first section gives an account for
the approach taken to the research. Kaupapa Maori has become well known in
Aotearoa New Zealand as a research approach that has facilitated Maori engagement
in research in ways that do not presume that Maori are passive objects of research.
The first chapter also provides more background into the selection of the research
participants and the investigative strategies employed in the study.

Section Two of the thesis sets out aspects of the two worlds; Te Ao Maori or the
Maori world is discussed in Chapters Two, Three and Four and the world of genetics
and genetic counselling is described in Chapter Five. It was imperative to go back to
the beginning of time in order to lay the foundation and context for this thesis in Te
Ao Maori.

This is important to the study because it introduces issues that lie at the

heart of a Maori world view and helps to clarify the methodology as embedded in
Maori cultural values and the history of colonisation. The second chapter is
therefore divided into three sections:
Tikanga and Matauranga

1) Cosmology, 2) Whakapapa, 3) Karakia,

Maori. The chapter discusses the Maori cosmological

story which begins the whakapapa and the first layers of creation. It introduces the
concepts which are central to an understanding of the way Maori go about their daily
living, view health issues, and make decisions. Chapter Three discusses the
significant role of whanau to Maori social structure. The whanau lies at the
foundations of a Maori community and in a study of Maori perspectives to
predictive DNA testing it is often the whanau that is the social unit most 'interested'
in the results, most active in the provision of support for individuals and most likely
to make decisions for the wider group.
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Chapter Four brings the focus immediately to Maori health. It begins with a
discussion of the signing of Te Tiriti o Waitangi (the Treaty of Waitangi) in 1840,
its journey, and in particular how it has shaped our health system. Article II of The
Treaty promised undisputed control over their land, their villages and their precious
possessions. Precious possessions are taonga, and included here is good health and
what guarantees the maintenance of good health. As current statistics demonstrate,
the promises made under The Treaty were never realised, to the detriment of Maori
in a number of areas relating to education, social positioning and health.

Chapter Five discusses aspects of Te Ao Pakeha in the context of genetics. This
chapter is a more technical chapter that describes the significance that predictive
DNA testing has in relation to familial cancers. The chapter also raises the issues of
risk, ethics and in particular the notion of 'informed consent.'

Section three of the thesis brings the two worlds together through the data gathered
from interviews with the different groups; Pukenga, the Interfacers and the whanau.
In this context the Pukenga and the Interfacers have the role of trying to explain the
cultural world views and dilemmas that are confronted by individuals and whanau
for whom familial cancer is a reality and for whom predictive DNA testing could
provide some answers.

The quotes in each of the chapters demonstrate the qualitative nature of this kind of
research and the strengths and weaknesses of this approach. Quotes are not always
clean, crisp responses to questions where the range of possible and allowable
answers has been predetermined. They are more often the reflection of how a person
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understands a question and assembles their response at that time to that question.
The quotes show how people respond to questions and issues raised in their own
words. The quotes show diversity of thinking rather than the number of people who
think in the same way. Finally some quotes more than others show how issues can be
teased out and interpreted by people. Understanding these discursive strategies is an
important aspect of counselling and interacting with Maori communities. In each
case the group interviewed were also asked to provide suggestions for improved
counselling practices and these are summarised at the end of the chapters and
brought together at the end of the thesis. The final chapter in this section synthesises
the group interviews and provides a content analysis by common themes. These
themes lift the individual group contributions to form the bridge between the
different worlds, Te Ao Maori and Te Ao Pakeha.

Section Four of the thesis summarises the research journey and discusses the
implications of the research for the future, the pathways for proceeding. In the
process of undertaking this research genetic counselling services have changed and
have often changed in response to the Maori cultural preferences that this research
has demonstrated. The suggestions made at the end therefore are well on the way to
being implemented. At one level this research has had an action research effect, in
other words the research has stimulated actions that have changed practices.
However the issues with which the interview participants are grappling are
significant to all societies and cultures, to all families and individuals who are
affected by the possibility and reality of familial cancers.
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SECTION ONE

CHAPTER ONE
KAUPAPA: 'A PLAN, A PHILOSOPHY, AND A WAY TO PROCEED' 2

INTRODUCTION
Rationale for the chosen methodology
The ability to confirm the mutational basis of disease is part of the genetic
technology that is available here in Aotearoa, New Zealand. In the case of familial
cancer and other late onset disorders, there is now the possibility to predict by
testing the presence or absence of a specific mutation where there is a family history
of this disorder. In this transfer of mutational analysis to clinical services the
information generated to date has been within a Eurocentric model favouring
individual autonomy. It can not be assumed that this model will interpret into a safe
environment for all cultures and may be the reason Maori are reluctant to take
advantage of these services.

This research sought to elicit Maori views on predictive/presymptomatic testing
from those who had an inherited form of breast, bowel or stomach cancer and those
who by virtue of their family history were at risk of these cancers. There was also
the need to find out why some Maori found genetic research a contentious issue that
expressed attitudes ranging between total rejection to concerned acceptance, and
why many Maori were reluctant to avail themselves of the existing services
(personal communication, Director of Genetic Services, 1996). As part of the

2

Smith, 1999a:2.
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interview, participants were also to consider how best to establish protocols that
would encourage more to attend the clinical services provided.

I therefore needed to work within a culturally appropriate methodological framework
in order to find out what can be known of how Maori whanau make decisions about
having a predictive/presymptomatic DNA test when there is a familial breast, bowel
or stomach cancer in the family. In this I looked to Kaupapa Maori research
methodology as developed from an integration of Kaupapa Maori and critical
theory. The selection of a Maori methodological paradigm is rationalised on two
accounts. Firstly, it takes account of the nature of research as it has been practised in
a Western model, and secondly the way it has been experienced by Maori and other
indigenous peoples.

Epistemological

basis

Cram (2001) conceptualises epistemology in terms of a continuum from objectivity
to subjectivity. The objective view is that everyone's experience of knowledge is the
same and all discover knowledge in the same way. The subjective view is that an
individual's experience of knowledge is seen as personal, and differs from other
individuals' experiences of knowledge. Although Maori have their own unique
Maori world view and epistemologies (Salmond 1985) it has been argued that this
has not been articulated as a paradigm to guide Maori research (Ratima 2001). The
absence of an articulated Maori inquiry paradigm, Ratima (2001:144) suggests,
marginalises Maori research and gives support to Western paradigms and the
'position of universality promoted by positivism' (Ratima 2001).
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Positivists believe that there is only one truth, and that this can be objectively
investigated with strict rules and procedures. The researchers must be independent of
the group being researched so that objectivity can be maintained (Guba & Lincoln
1994). Positivism, however, is a product of the onset of Western modernity. The Age
of Enlightenment is the term given to the 18 th century period during which scientific
rationality was established as the dominant system of knowledge, so by-passing that
of religion. Debate within European intellectual circles focused on 'scientific
knowledge' which was defined by a systematic observation and study of the 'natural
world' and the 'natural order' that was to challenge Christian dogma (Beaumont,
Zetland et al. 1850; White 1896). The scientific method was to provide a compelling
'proof of reality as defined by the legitimacy of scientific law. In this setting
positivism became the rationale for valid inquiry, which later came to be applied to
the social world.

Pihama (1993) critiques positivism because it is taken for granted by many social
scientists as an objective process, because it observes and makes sense of human
realities in a scientific, reproducible way. In that it is based on western empiricism
and truth, it supports Pakeha dominance in Aotearoa, New Zealand. By implication,
Pakeha culture is seen as the 'yardstick' for a successful life and future for all, but
Maori tikanga and te reo are seen as being irrelevant and of no value. At a societal
level this has greater implications, as Kiro explains.
Manifestations of Maori society have thus been viewed as evidence of the gap
between nostalgic but irrelevant past and a globilised and relevant present. Such
views, argue such theorists like Pihama, mask underlying notions of superiority of
Pakeha culture over Maori culture and thus underlies racism in NZ Society (Kiro

2001:42).
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Positivism, Linda Smith (1991) states, became a framework through which to
explain the human condition in an objective, value-free scientific process. The
arguments from a Maori perspective therefore, are to do with the verification of
contesting bodies of knowledge (Smith 1991; Pihama 1993). They are concerned
with issues relating to the validity of research, methodology and knowledge and in
particular

they

question

the validity

of scientific

methodologies

as

fitting

frameworks within which to understand human society. Maori have questioned
whether research they want to do can be undertaken within a Western paradigm and
not surprisingly found that Western scientific paradigms promoted in Western
academic institutions reflect the cultural constructs, norms and values of their
Western society.
Most of the 'traditional' disciplines are grounded in cultural world views which are
either antagonistic to other belief systems or have no methodology for dealing with
other knowledge systems. Underpinning all of what is taught at universities is the
belief in the concept of science as the all-embracing method of gaining an
understanding of the world (Smith 1999:65).
Standfield II (1994) argues that social science has given little attention to the fact
that Western academic institutions reflect dominant (European) cultural constructs
and the norms and values of a Western dominated society. For Maori and other
indigenous peoples culture does count in our interpretation of reality but Western
social science ignores this (Bishop & Glynn 1999).

As Linda Smith (1999) explains, research and its defining of what constitutes
legitimate knowledge has been, and remains, an integral part of the continuing
colonisation of indigenous peoples. Smith presents a critique of the historical and
philosophical

base of Western research

methodologies as 'regimes of truth'.
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and of the inscription of

Western

This privileging of Western ways of knowing, she claims, has been instrumental in
the development of theories which have dehumanised Maori, denying the validity of
their knowledge, language and culture (Smith 1999).
From an indigenous perspective, Western research is located in a positivist
tradition. Western research brings to bear on any study of indigenous peoples a
cultural orientation, a set of values, a particular conceptualisation of such things as
time and subjectivity, different and competing theories of knowledge, highly
specialised forms of language and structures of power (Smith 1999).

Maori are expected to be part of, and to contribute to, research using western
knowledge and ways of conducting research. Challenging such established practices
and the beliefs that underpin them demands sustained struggle, for as StewartHaramra,

(2005) argues, Maori knowledge is seen as non-scientific and 'other',

lacking in Western legitimacy whilst Pakeha knowledge is seen as the only
knowledge.

Experiential

basis

It is from a position of being 'the researched' that Maori and other indigenous
peoples have resisted and challenged Western social science research and the
dominance of non-indigenous researchers. Research on Maori by 'others' has
occurred since Europeans first set foot in Aotearoa, to the point, Linda Smith (1999)
claims, we have been 'researched to death'. Speaking at a conference in Canada,
Smith talked of her sense that Maori were 'the most researched people in the world',
and notes her surprise on realizing that other indigenous cultures had been part of
the same experience.
I recall being taken aback when I heard the same two statements from an aboriginal
colleague. 'You can't be', I said, 'we are the most researched people'. 'No we are',
he said. 'No enjoined a voice from Saskatchewan, 'we are the most researched
people in the world, they got to us before they reached you'(Smith 1999).
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Smith continues, and tells of hearing other indigenous peoples from Greenland,
Ainu, and Ecuador talk about colonial practices which they had all suffered at the
hands of their respective colonisers.

Maori claim that they have not only provided fertile ground for research by Pakeha
which has been carried out on Pakeha terms, but that this has had a devastating
impact such that they are now faced with crisis situations which, in turn, are fuel for
further research. However, like all indigenous people, Maori are tired of having so
much negative research published which tells them what they already know. Pihama
(1993)

believes

environmental

that
deficit

Pakeha
to

have

emphasise

developed
difference,

research

around

deprivation,

theories
and

of

cultural

disadvantage. The fact that ill-conceived policy emanating from inappropriately
devised research has exacerbated rather than alleviated the situation has precipitated
Maori concerns to intervene on their own behalf (Smith 1990). They want to choose
and conduct their own research in all areas of their life using their own traditional
matauranga (knowledge) and tikanga (Maori way of doing things). This demands
that Maori define the projects and establish the parameters on which the research
will proceed, including the extent and nature of Pakeha collaboration. In this way it
is the institution that has to change in some way to meet Maori expectations.
Institutional agents and agencies who work with, or whose work impacts on
indigenous communities, need to have 'a critical conscience about ensuring that their
activities connect in humanizing ways with indigenous communities'

(Smith

1999:149). For Maori key questions have become: Who defines the research
problem? Of what relevance is the study? To whom? and Who will it benefit?
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TOWARDS A MAORI METHODOLOGICAL FRAMEWORK

Cunningham (1998) categorised research involving or about Maori

into four

groupings defined essentially on a continuum of Maori participation in and authority
over the research.
i)

Research not involving Maori, which he described as research 'where
Maori participation or data is neither sought nor considered relevant'.

ii)

Research involving Maori where Maori participate either as subjects or
researchers but under mainstream leadership.

iii)

Maori centred research in which Maori are significant participants and
Maori analysis is undertaken with the result that Maori knowledge can be
the outcome.

iv)

Kaupapa Maori research which is completely Maori in all aspects and
importantly 'meets the expectations and quality standards set by MaorV

Looking back in order to go forward
A turning point for Maori researchers was a discussion paper written by Evelyn
Stokes in 1985 for the National Research Advisory Council (Stokes 1985). She
recommended the formation of new national science objectives and supported the
acceptance of Maori knowledge and values. She also advocated the need for more
research by Maori for Maori as a national priority in guiding research. The result
was that at last Maori research interests were featured on the national science policy
agenda. At that time there was no literature about Maori methods for researching
and Maori researchers followed western methodologies as outsiders in their research
of and for their people.
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In the production of knowledge the dominant group set the parameters of research,
how it should be undertaken, who should do it and upon whom that research would
be conducted. Whilst, as Linda Smith had so convincingly argued, Maori became
some of the most researched people in the world, there was no apparent benefit to
them, but considerable personal recognition for those who were their researchers.

Within the wider plan of Maori self-determination to take charge of ways of doing
research is the application of 'well tried practices of Maori, as well as being tied to
a clear coherent rationale' (Smith 1991:185). Questions relating to what counts as
valid research, what constitutes an appropriate interpretation of the 'problem' to be
addressed, and ways in which relevant research projects should be defined and
designed have all been identified as significant (Hohepa & Smith 1992). For
Awatere (1984) it was not simply an issue of who conducts the research, but how it
was conducted, and to what ends. Much concern was generated about the fact that
there was little obligation either to communicate or consult with the researched
communities in regard to research findings (Walker 1990; Te Awekotuku

1991).

The most devastating aspect of this situation according to Bishop & Glynn (1999)
was the tendency for the research to disparage Maori history, knowledge and
learning, thus strengthening the 'negative stereotypes' which were grounded in the
historically embedded ideologies of 'race' and 'civilization' which underpinned the
entire colonizing agenda. In Aotearoa New Zealand following the signing of the
Treaty of Waitangi, western views as espoused by the Europeans saw Maori as
primitive and in need of the rationality of Western tradition - a 'more scientific and
superior way' (Binney 1987:17).
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Representations of Maori and of their experience of colonization were expressed
through

liberal

historiography

as an

onward

and

upward journey

towards

enlightenment and as a consequence, Binney (1987) explains, 'it is only relatively
recently that western-trained historians have come to realise that they have been
perpetuating colonistic attitudes in their so called objective histories'.

As a result Maori have become resistant to research from a wide range of
disciplinary frameworks, and as a consequence Maori researchers in this new
millennium have to spend a great deal of time persuading our own people to take
part in research. We not only have to convince them that the research is important,
we have to convince them that it will benefit the whanau/hapu/iwi

and will not just

be a passport to a greater career for the researcher. Smith believes that the challenge
for Maori researchers is to firstly reclaim some space to convince Maori people of the value of research for Maori, secondly to convince
the various, fragmented but powerful Pakeha research communities of the need for
greater Maori involvement in research and thirdly to develop approaches and ways
of carrying out research which take into account, without being limited by, the
legacies of previous research and the parameters of both previous and current
approaches to research (Smith 1999:183).

This is a key part of the decolonisation agenda, and necessitates, as Jackson (1996)
states, that Maori are able themselves to revalidate and reclaim their Maori reality
which
is sourced in the tikanga, philosophies and the ideas of who we are, which should
determine the way in which we operate and behave today. Colonisation convinces
us that there is never reality, or if it existed it is inferior, and part of our challenge
is to proclaim again its existence and acknowledge again its value and its worth
(Jackson 1996).

Irwin, in writing of her own research experiences, talks of the importance of ensuring that the
kaupapa of the research is approached in a Maori way which would take account of 'traditions
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and customs of the Maori world' (Irwin 1994:35). 'In this context', she argues, 'there would
be no question which world would lead: the world of research would follow' (ibid).

Moving forward
Drawing on Cunningham's (1998) categorisation of Maori participation in research
as outlined above, it becomes apparent that Kaupapa Maori research and Maori
centred research provide the foundations for Maori to define research, its objectives,
its methods and its practices. Both these techniques have as their goal recognition of
the significance of, and providing conduits for the diffusion of Maori knowledge.
The expectation and hope of all Maori research is that it will benefit Maori which in
turn will encourage and empower Maori to move forward, with confidence in their
tino rangatiratanga.

Durie states this succinctly:

Research relating to Maori development will do more harm than good if it fails to
recognise the determination of Maori people to advance into the next century with
improved standards of health, higher educational achievement, greater mobility to
navigate the world, and to do all of those things while retaining a secure Maori
identity, a distinctive world view, and a sense of control over our own destiny
(Durie 1998:52).

Durie (1996) argues that good research needs to use methodologies that are pertinent
to the specified task. There is not, he argues, one particular methodology to be used
by and for Maori, because we are not a homogenised group but have varying views
within our bicultural status in Aotearoa New Zealand. What is important, Durie
advises, is to look at the terms under which Maori will take part in the research and
to determine that a Maori world view is valued and recognised. The most important
outcome underpinning all health research, he continues, is that Maori health will be
improved and with this. Durie firmly states that in developing new methodologies
Maori should take the initiative to see that Maori define what Maori health is (Durie
1999).
24

The theoretical basis of Kaupapa Maori Research
The post-World War II period had seen the rapid urbanisation of Maori and with it
what Bishop (1996) called a wider ethnic revitalisation movement in Aotearoa New
Zealand. This was a response to over a century of attempts to retain tino
rangatiratanga

in a context where Pakeha norms and values were being imposed in

multiple and hegemonic ways. From within this revitalisation movement Kaupapa
Maori emerged as an expression of the deep desire of Maori to resist the invidious
hegemonic process inflicted on them through colonisation. There is excitement
amongst Maori academics at the growing amount of literature on Kaupapa Maori
research and theory and with it an on-going critical analysis which reflects its
development.

Kaupapa Maori theory
Many have tried to define Kaupapa Maori. Tuakana Nepe (Nepe 1991) explained it
as a conceptualisation of Maori knowledge which is derived from a distinctive
cultural epistemological and metaphysical foundation. Graham Smith writes of a 14year journey through multiple practical engagements, sites and politics of struggle to
claim Kaupapa Maori as a theory. According to G. Smith (Smith 1997:453)
Kaupapa Maori is the term used by Maori to describe the practice and philosophy
of living a ' M a o r i ' , culturally informed life. It has a political connotation in that it
also invokes the stance of identifying with and proactively advancing the cause of
'being Maori'.

He challenges the structural nature of unequal power relations and the political
contexts in which they take shape, arguing that it is the unequal power relations
themselves that need to be confronted (Smith 1997:26). Only then, Smith claims, can
Kaupapa

Maori challenge the dominance of the western world view. Smith's
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development of Kaupapa Maori theory is supported by understandings from critical
theory, in particular notions of 'critique, resistance, struggle and emancipation'
(Smith 1996).

What is Critical Theory?
Critical theory developed as a response to the ideological foundation of domination
and subordination within human societies, including scientific rationality. The 'first
towering influence was Marx himself

(Gibson 1986:20). Theodor Adorno and

Jurgen Habermas, who were originally from the Frankfurt School in Germany, were
foundational proponents of critical theory. They challenged the positivist belief in
scientific knowledge as objective and superior on the grounds that it masked its real
interest to control and was legitimated through 'reification' of the social world
through laws of human nature (Gibson 1986). This view proved compelling to
people who were oppressed and offered hope for those who saw in resistance, a way
of exposing the existing unequal existing power relations under which they lived. As
Gibson clarifies, Habermas' endeavour was to develop a critical theory of society
which has emancipation as its ultimate goal and which 'will give people an effective
say, free from coercion in matters which affect their lives' (Gibson 1986:34).
Graham Smith explains that critical theory is not, in itself, 'a single unified theory'
(1997:136). Rather, he says, it incorporates a number of theories which share
common understandings and objectives. 3

3

For a comprehensive discussion of critical theory see Gibson (1986), and for a thorough
understanding of the way in which it has informed the development of Kaupapa Maori Theory, see
G. Smith (1997).
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Pihama (1993) also articulates ways in which critical theory's analysis of the power
structures and societal inequalities informs Kaupapa Maori as a critique of western
theory.
Intrinsic to K a u p a p a Maori theory is an analysis of existing power structures
and societal inequalities. K a u p a p a Maori theory therefore aligns with critical
theory in the act of exposing underlying assumptions that serve to conceal
the p o w e r relations that exist within society and the w a y s in which dominant
groups construct concepts of ' c o m m o n sense' and 'facts' to provide for the
m a i n t e n a n c e and the continued oppression of Maori.

KAUPAPA MAORI METHODOLOGY

Linda Smith (1999) believes 'we need to re-imagine ourselves in a world in which
we have some autonomy, some degree of self determination'. Then, Smith continues,
we will, in this re-imagining, go on to develop what we think is important, in the
order we want. We need to begin to ask our own questions, to be able to solve our
problems, she argues, and 'to develop approaches that are ethical, respectful, useful
and achievable' (ibid). 'Embedded in the concept of Kaupapa is a notion of acting
strategically, of proceeding purposefully' (Smith 1999). Smith's interrogation of
issues relating to research design, planning and implementation

inform

the

development of alternative methodologies, embedded in self-determination, social
justice and authority over ways of knowing and being. Such

'decolonising

methodologies', she claims, confront both methodological issues (the techniques of
research) and epistemological concerns (the presumptions about knowledge that
underlie the research (Smith 1999).

Who then should do this research?
In order to transcend the unequal power relations which have previously shaped the
research process for Maori, however, attention needed to be given to the role of the
researcher. As Linda Smith (1999) notes, in gaining privileged information, the
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researcher is potentially able to interpret it - through both an overt theoretical and a
covert ideological framework. 'They have the power to distort, to make invisible, to
overlook, to exaggerate and to draw conclusions, based not on factual data, but on
assumptions, hidden value judgements, often downright misunderstandings. They
have the potential to extend knowledge or to perpetuate ignorance'.

As a result of the perceived exploitive nature of research on Maori there has been a
call by some Maori that only Maori should be allowed to research Maori. For Stokes
(1985), the most important asset of people doing Maori research was whether they
could operate satisfactorily in Maori situations, in terms of their competency in te
reo me ona tikanga. Linda Mead (Smith 1996) argues that Kaupapa Maori research
is permeated with a definite anti-positivistic position, but in a wider sense includes
all those researchers who wish to take part in research which is pertinent to Maori.
This is within fields such as health, education, employment, history, genetic science
in fact in many sites and terrains of struggle. Cram (2000), however, suggests that
there is a growing opinion that non-Maori cannot carry out Kaupapa

Maori

research, but they can support a Maori research kaupapa.

'Collaboration is about sharing with and learning from one another', (Cram, Smith et
al. 2003:8) argues, that the power dynamics changes within research relationships
when

research

collaborations

are

formed

between

indigenous

peoples

and

researchers. Bishop & Glynn also note the importance of collaboration, but are
adamant that the control of the research must be held very strongly by the whanau
being researched (Bishop and Glynn 1999). When the collaboration is between
scientific and traditional knowledge bases, there may be an inability by Western
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scientists in recognising the traditional environmental knowledge that indigenous
people have been passing down in their oral histories for centuries (Royal 1998).
Peters states the European evaluations in particular saw Maori knowledge 'as prelogical, pre-philosophical, less abstract more mystical'(Peters 2001:3). Maori do not
believe that there is only one science and therefore

contest the hegemonic

acceptance of Western research methods. Medical and health research, although
claiming universality of application, is heavily biased towards Eurocentric views and
philosophies.
Maori object to the imposition of these views and philosophies and the diminution
of their own values. The right for Pakeha to hold fast to these ideals is not
challenged but to incorporate them in all walks of life as though they were
universally accepted and approved is considered by Maori to be both Euro-centric
and cognito-centric (Penetito 2002:89).

Taking a Kaupapa Maori approach does not necessarily mean an outright rejection
of all western-based methods, but focus must be on the way these are used. Most
Maori health researchers believe that cognisance of Maori culture, Maori language,
Maori knowledge is of the utmost importance. Some Maori question whether it is
possible to conduct Maori research with a Western paradigm which reflects western
cultural theory and in turn the norms and values of the west (Ratima 2001).
Ratima

(2001:144) makes a case, for 'the need to articulate a Maori

enquiry

paradigm in order to provide a sound grounding for further development of Maori
health research theory, methodology, and methods'.

Linda Smith however debates whether Kaupapa Maori research is its own paradigm
and feels that others using Kaupapa Maori research would be uneasy about joining
the debate because it causes comparisons with Western science. She contends that
Kaupapa Maori research refuses to accept this.
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Kaupapa Maori research is both less than and more than a paradigm. It does set out
a field of study which enables a process of selection to occur which defines what
needs to be studied and what questions ought to be asked. It also has a set of
assumptions and taken for granted values and knowledge, upon which to builds. In
this sense it can be fitted into some of the ways a paradigm is defined. However it
is also more than the sum of those parts (Smith 1999:20).

In doing Kaupapa Maori research, certain fundamental questions must act as a guide.
According to Linda Mead (1996:25), the way in which the following
questions are addressed, is governed by the principles of Rangatiratanga,4

critical
which is

connected to the 'goal of control over one's own life and cultural well being'. It is
imperative, therefore, that these questions are addressed in relation to this research
project.

Who is the Research for and why is it needed?
This research is for Maori. Technological shifts have highlighted a major medical
issue and this has intersected with growing awareness, and articulation of, concerns
about structurally based exclusion of a Maori perspective in the arena of public
health. This research is fundamental to solving this dilemma.

If Maori are to engage with the technology which has the potential to improve their
health, it is vital that their views of health and well-being are legitimated and
expressed within the services available. By investigating Maori attitudes towards and
expectations of medical services, within a Kaupapa Maori investigative framework,
it is hoped that an emancipatory way forward will be established.

4

G. Smith (1997) explains Rangatiratanga
as ' t h e goal of control over ones own life and well
being. This involves control over the decision making processes as contained in Article 11 of the
Treaty of Waitangi.
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What difference

will the research make?

The research was undertaken at a time when there was a scarcity of information on
people's response to the impact of genetic knowledge in familial cancer. The
response to genetic risk information depends on how individual families see the
illness and also how they perceive the tests and their results. The hope is to empower
the people to own the issues around genetic testing. In particular it is to inform,
through the connectedness possible in the Maori

researcher/Maori

researched

relationship, of the issues and the possibilities available to the people, and also to
have their experiences and understandings incorporated into any planning and
delivery of services, and any decisions and debates about future research and
technologies. The ultimate hope is that a cure or relief will be affected.

The

knowledge gained from the research would not only benefit those researched but also
the wider community. It will also impact on clinical services. A broader objective is
that this form of research could go some way to instilling or restoring a trust in
medical research for Maori.

Who should carry out the research?
The Director of Northern Regional Genetic Services had become aware of the
necessity to reassess available services for Maori. She recognised the need to
instigate research in order to help shape a health service within which Maori would
feel at ease about seeking help and advice on gene technology. For this professional
engaging a Maori researcher to investigate why Maori were reluctant to use the
services available within Aotearoa New Zealand was crucial to the success of this
project. This would make possible a representation of their views, grounded in
tikanga and matauranga.

This would then inform attempts to create culturally
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responsive services. More significantly, perhaps, it would provide the necessary
understandings within the wider medical and scientific community to lend authority
to such attempts. The Director's motivation was also out of her respect for tangata
whenua and their culture, and she advocated that it could only be a Maori researcher
who should go to Maori and pose questions about their views on this gene
technology. This was in accord with Maori expectations, and accordingly I was
invited to do this research because I am Maori and one of the people Walker (1978)
describes, as having spent a lifetime learning how to operate successfully in the
Maori and Pakeha worlds. In addition I had experience through my previous study of
waehape (clubfoot) and my involvements with the bi-cultural Native Schools project
conducted through the University of Auckland, of being a resource/liaison person in
the development of cross cultural models and strategies. It was the Director's view
that I had all the requisite skills, a life experience and enthusiasm to bring to fruition
a project in which we both had belief.

How do we want the research done?
To have a meaningful outcome for both providers and receivers of the services, a
Kaupapa Maori methodology, grounded in Tikanga Maori needed to be taken.
Concurrently it was necessary to take cognizance of other perspectives represented
through the different participant groups in the research. Mutual trust, honesty and
integrity, and respect for each other's cultural beliefs within the research process
were optimal objectives.
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How will we know if it is worthwhile?
For the research to have achieved its goals, two forms of change have to be observed
- that relating to service organization, delivery and access, and that relating to
engagement with those services by Maori whanau. We will know if it has been
worthwhile if and when the participants not only feel comfortable about engaging
with available services, but are also able to have a sense of ownership over current
and future decision-making. Greater use of services will impact at the level of health
policy and provision to ensure an on-going awareness of Maori concerns, and a
consequent recognition of the need to address issues such as those which the research
has raised and which new technologies may raise in the future.

Who will own the research?
The research process must be owned by Maori, as must control over dissemination
of the ultimate findings. However, within the principles of reciprocity which are
integral to Kaupapa Maori research, the information gained must be shared with all
those who participated, and it is important that the researcher retains control over the
way the results of the research are disseminated to the whanau who participated.
Furthermore, if the research is to achieve its goals, understanding of the findings
must be available to those who are responsible for the development and delivery of
services in the transfer of gene technology.

Who will benefit from the research?
It is hoped that the Maori participants in this research, their whanau, and the
generations to come will benefit from the research. The research information would
accrue to the Maori Academy of knowledge which would also be of benefit to other
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Maori whanau and other indigenous peoples. The benefit would also be a learning
experience

for

non Maori

who interface

with the Maori

participants

and

stakeholders.

INVESTIGATIVE STRATEGIES

Having travelled the road of understanding how and why I would use the methods, I
can now outline what I did. Linda Smith (1999) claims that 'research methodology is
based on the skill of matching the problem with an appropriate set of investigative
strategies'. Information must be gathered in such a way as to guarantee validity and
reliability, and this means that 'a theoretical understanding, either explicitly or
implicitly, of the world, the problem and the method' is necessary (ibid). Denzin &
Lincoln (2000) explain that even within Western terms, in the field of social science
over the past four decades there had been a gentle upheaval. There has been the
occurrence of the drawing together of the social sciences and the humanities in a
shared focus on an 'interpretative, qualitative approach to research and theory'.
These observations resonate with what Smith is arguing for.

Qualitative research seeks to elicit from people their attitudes, beliefs,

and

experiences about a particular situation closely affecting their lives. The focus is on
the words which provide nuance and detail through what Patton (2002) sees as a
detailed

description

of situations,

events, people

interactions

and

observed

behaviours. Despite the fact that qualitative research can be painstaking, uncertain
and time consuming, this is compensated for by the wealth of comprehensive data.
Bishop & Glynn (1999) note that a very important aspect of qualitative research is
that it 'creates opportunities for those who are being researched to have their voices
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heard for others to reflect upon'. A qualitative approach, within a Kaupapa Maori
research framework, supports the philosophical foundation of this thesis. The
method of data collection was the semi-structured interview.

Interviewing
Interviewing was chosen as the research method because it was considered to be the optimal
way to gather the information needed. It is only by talking, as Maori say, 'kanohi ki te
kanohi' (face to face) that we can gain access to what our whanau observe, how they live,
the nature of their social life and about the conditions in which they and their families carry
on from day to day. We can also learn about the way in which their culture and daily work
plays a part in their lives, from the mundane issues, to the bigger picture of goal setting, and
the deeper impact of all of these; their unique culture and the values they sponsor, and the
challenges they confront as they live their lives. In essence, Lofland (1984) suggests:
We can learn also, through interviewing, about people's interior experiences. We can learn
what people perceive, and how they Interviewer: We can learn the meanings to them of their
relationships, their families, their work, and their selves. We can learn about all the
experiences, from joy through to grief, that together, constitute the human condition.
(Lofland & Lofland 1984:274).

Interviewing within a Maori context demands recognition of the kawa (protocol) both
cultural and ethical that has to be decided upon before the first interview. All interviews were
established through an initial approach which was, wherever possible, kanohi ki te kanohi, or
where distance or legal requirements demanded, by letter followed by telephone contact.
(Details of variation in requirement will be examined later in this chapter). As mentioned
throughout this thesis, Maori are not a homogeneous group, so the researcher had to be aware
of this and had to make the appropriate adjustment for the different iwi and their particular
kawa. Differences were also experientially based. This was most significant in attempting to
establish whether or not the interviews may be more appropriately conducted in Maori or
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English. This was a subtle process, and required that I establish, prior to the interview if
possible, a number of factors.
a) Whether the participants were conversant with tikanga Maori and spoke te reo
fluently.
b) Whether they were not conversant with tikanga Maori or te reo.
c) Whether they were conversant with tikanga Maori but did not speak te reo.

A greeting in Maori set the tone for the interview which would follow at a later date.
A reply in Maori gave me certain information, not just an understanding of the
degree of fluency, but, for example, if h's were not pronounced I knew this
participant was from Taranaki if the w sound was left off a wh sound I knew that
this person was from the far north. This information is invaluable in shaping the
nature of the interview experience, as Maori have a particular way in which they
meet and greet people they may not have met before. This gave the opportunity for
us to discuss connections and our own whakapapa (genealogy) which Maori love to
do when 'meeting and greeting'. If the reply was in English then we would continue
in English but would still discuss whakapapa and connections as a way of putting
the participant at ease.

The concept of utu (reciprocity) also is significant when discussing research processes and
incorporates the notion of reciprocity. There appears to be a requirement to respond in some
way for the time through which the participants have shown their hospitality, and for their
gift of knowledge which allows the research to happen. This was done in kind rather than in
cash, in line with the concept of mutual respect, and it was appropriate to give something I
had made. My koha therefore was jam and pickles as a gesture comparable to their
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contribution to the interview. A summary of the research findings directly related to each
whanau will be made available to each whanau independently, as a further koha. Our
association however may not end there and if at any time the whanau wish to contact me
then my 'lines of communication and assistance will always be open to them'.

All interviews were preceded by a discussion of the research, information about the purpose
of the study, an assurance of confidentiality, and the establishment of verbal consent. They
were to take place at a time and place most suitable to the participants, and were usually in
their homes. Other venues included hospital rooms, places of work and marae. I was aware
of the importance of confirming prior arrangements the day before the interview was to take
place.5 The interviews, with consent, were recorded on tape, and later transcribed. Tapes and
transcriptions were stored securely on the premises of the Genetics Services Department, at
Auckland Hospital. The study comprised four groups. The following section introduces the
participants and the nature of their contribution to the research.

GROUP ONE: FEASIBILITY STUDY

Rationale
Having satisfied myself that this larger undertaking had potential value for Maori, would add
to the value of health services, and that I had the internal resources to deliver, I agreed to
participate. Before embarking on the larger PhD study I was advised to apply for a Seeding
Grant from the Health Research Council that would enable me to ask a number of Maori their
views and opinions about my intended research. We were fortunate in receiving this grant.
The research conducted under this grant was in essence a feasibility study which recognized

5

I learned from experience that a confirmation of the visit the evening before is vital. In 1996, I
flew to Rotorua and then travelled by car to Murupara to interview six families who had children
with waehape. When I arrived in Murupara the district nurse informed me that a close relative had
died and the families had all left for the tangi (funeral rites) that morning.
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the need to respect and take account of Maori views from a cross section of Maoridom as to
the acceptability, viability and credibility of the wider research project. The knowledge
gained from this study would also contribute to an awareness and understanding of some of
the cultural issues Maori face relating to the new technologies within the health system,
specifically in the area of predictive/presymptomatic DNA testing where there was a familial
cancer in the family. The report of this research was sent the Health Research Council and to
all participants, and is included as Appendix 1.

Ethics
Ethical approval was sought and granted by the North Health Ethics Committee in
1996, the documents of which appear as Appendix 2. Participant Information Sheets
and Consent Forms were prepared and translated into Maori.

Recruitment
It was felt that a minimum of 20 participants would be required for the feasibility study, and
that recruiting people of different iwi, ages and backgrounds was essential. A list of 36
possible participants was drawn up with the understanding that this would allow flexibility in
accommodating people's availability.

These 36 were identified mainly because they were Maori and for me the most important
aspect was that they would represent a good cross section of Maoridom. Some I chose
because their interest in the topic was obvious; their whanau was known to have a familial
genetic mutation, for example. Some I approached because they were respected kaumatua in
the communities in which they lived and with whom I wished to discuss this kaupapa. I also
wanted to ask a range of people of whom I did not have any prior information, in order to get
a general idea of their knowledge and feelings on this kaupapa.
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Participants were approached where possible kanohi ki te kanohi or by letter with an
information sheet about the study and the intention to phone a few days later to ascertain
consent to participate or not. Thirty four participants agreed to be interviewed, a greater
number than was originally anticipated, but the idea of rejecting any who were prepared to
participate was not an issue, therefore all were interviewed. One of the participants wrote to
say he felt he was too old to take part and wished me well. The remaining person approached
was not available within my timeframe.

Interviews
A questionnaire, prepared with the thesis supervisors Ingrid Winship and Linda Smith giving
appropriate assistance, and approved by the North Health Ethics Committee, formed the basis
of the interview process. This was available in both English and Maori and appears as
Appendix 3. The majority of the interviews were conducted in Auckland, but for some I
travelled as far North as Te Kao, as far south as Wellington and to Rotorua, Tauranga,
Whakatane and Waikaremoana. Participant consent was required and interviews were taperecorded and later transcribed. They were arranged at a time and place most suitable to the
participants. Most were conducted which was in their homes, whilst some interviews took
place at the participants' work locality. They were asked about their understanding of DNA
and genes, the scientific relevance of genetic information concerned with cancer, and they
were also asked to comment on some Maori concerns about DNA testing.6 Short answer
questions were posed about awareness of the hereditary nature of CANCER, about ownership
of genes, and the consequences of agreeing to testing (because of the implications for other
family members becoming aware of their own risk).

6

Many of these concerns had already been expressed at a Health Research Council conference
which had been held in Wellington in July, 1995. This conference, entitled 'Whose Genes are they
anyway?' was the first opportunity that the public of New Zealand had been given to express their
views on this topic.
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GROUP TWO: WHANAU

WHAKAPAPA

Rationale
The prerequisite for participants for this group was that they either had familial
breast, bowel or stomach cancer or were at risk by virtue of their family history.
Interviewing this group would we be able to inform and contribute to an awareness
and understanding of cultural issues relating to the incorporation into health care, of
new technologies such as predictive/presymptomatic DNA testing. Proxy interviews
were offered to two mothers of children who were too young to be interviewed
(under 18 years) but whose fathers had died of the familial cancer. Having heard of
the study from other family members, and having demonstrated concern on their
children's behalf,

it was important that they were given the opportunity to

participate.

Ethics
Because of the nature and complexity of the study, ethics approval had to be sought
from both North Health and the University of Auckland Ethics Committees, and this
was granted. The North Health Ethics Committee required a yearly renewal of the
ethics approval and this was sought and granted each year up to April, 2005
Appendix 4). It was necessary to create a bridge between the expectations of my
university, its Ethics Committee, the North Health Board Ethics committee and
marginalised cultural issues. I found that I was a conduit between these two differing
pathways which sometimes found me alongside, within, outside but continually
trying to accommodate all these avenues. The most important aspect was gaining the
trust of the members of the whanau whom I needed to interview.
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Recruitment
At least 30 participants were needed for this part of the study, all of whom had to be
over the age of 18 years. The majority were interviewed in their homes, and one at
her place of work. Participants were located throughout the Te Ika a Maui (North
Island) in Aotearoa,

New Zealand, and Sydney, Australia. From the outset

recruitment of this group of participants was not easy, because of legally defined
constraints in making direct contact. New Zealand has strict privacy laws which
adhere for all clinical settings. The individuals and families who had consulted with
our clinical team regarding cancer in their families or themselves were the optimal
group for interviews. Under this law I could not gain direct access to these people. I
was reliant therefore on a member of the clinical team to invite appropriate people to
participate.

Even when all 'official' restrictions had been addressed, access to the whanau could
not be taken for granted because of the complexities and expectations which
revolved around tikanga Maori and inter-iwi relationships and respect. Another
difficulty lay with an apparent reluctance on the part of many potential participants
to become involved, either at a personal level, or in response to research per se, a
factor which reinforced the significance of the very issues this thesis was seeking to
investigate.

There were a number of possible ways in which participants could be recruited. In
the first instance either a clinical geneticist or a genetic counsellor could inform a
Maori client/stakeholder that a Maori researcher wished to approach him/her to
become part of a study to be conducted on the predictive/presymptomatic testing of
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whanau who have familial breast, bowel or stomach cancer. If permission was
granted, I was then able to make contact. This manner of obtaining participants was
problematic because Maori prefer to be approached kanohi ki te kanohi and this
procedure did not present me any participants for some time. In late 1999 Northern
Regional Genetic services held a meeting for families with familial bowel cancer at
which three young Maori clients attended. The registrar asked them if they would
consider meeting a Maori colleague who was doing research on whanau with
familial cancers. They agreed, and from this contact I interviewed seven members of
this extended whanau.

In one case I approached Whanau One in Tauranga kanohi ki te kanohi to seek permission
to approach members of the whanau but did not receive either a yes or a no. I sent a formal
letter of application, for permission to interview members of the whanau, an information
sheet and a copy of my MA thesis which was a study of Waehape. I again waited and waited
with no reply. At last many months later I phoned again to ask if they had considered my
application, and was invited to attend the next trustee's meeting the following week, which I
did. Although they were enthusiastic and gave me permission to approach members of the
whanau, I left there with not one contact name and was no further towards attaining my goal
of thirty participants for this group. In despair I discussed this with my supervisor who
approached the genetic counsellor with whom the whanau had met prior to their
predictive/presymptomatic DNA test for familial stomach cancer. She was in the process of
writing a follow up letter to her clients and was asked if she would put in a note telling them
of my work and asking them to fill in a form and send it back to me. The counsellor sent out
over 70 letters and over time I received six replies, with one refusal, and six agreeing to be
interviewed (these participants all lived in the Tauranga area).
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If I knew a Maori whanau personally, or came into contact through hui or other
contexts with a member of a whanau who had familial breast, bowel or stomach
cancer I was at liberty to discuss my research and possibly recruit participants in this
way. For example, when attending a conference I met a friend I had known at
university, and on discussing my research she told me of a whanau who had familial
breast cancer and offered to get in touch with them. She needed to ask their
permission for me to approach them which she did. Again it took a long time and
two trips to Whakatane to interview four participants.

Finally, there were instances where my research had come to the notice of people
who were aware of possible participants and encouraged them to contact me.

The scientist who found the E Cadherin mutation in the Tauranga whanau knew I
was having trouble getting participants and put me in contact with a Maori whanau
in Sydney who also had a familial

stomach cancer history. The Australian

participants, many of whom had spent most of their lives away from Aotearoa, New
Zealand, were gathered together by their acknowledged kaumatua at his home. His
support was crucial to the recruitment of this group, and his manakitanga towards
me and his whanau was a true demonstration of the maintenance of tikanga Maori
across time and space. I interviewed five members of this whanau in Sydney and
one in Napier. There were also relatives in the Rotorua

area who had some

connection with the Tauranga whanau. Two members of this whanau attended the
Tauranga trustee meetings, and through this connection I was able to interview
seven more participants, mainly living in the Rotorua area.
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Interviews
Again with the supervision of Ingrid Winship and Linda Smith, a list of questions
and an information sheet was prepared and both were translated into Maori and
approved by the relevant ethics committees. Whilst the intention was that the
interview should provide maximum opportunity for the participants to express their
views freely, it became clear, after the first interview, that the questionnaire was too
restrictive to allow this fluidity. The decision was made to develop a less
comprehensive schedule which would allow a more open-ended discussion. Both sets
of questions appear as Appendix 5.

GROUP THREE: PUKENGA

Rationale
Metge (1995) uses the term Pukenga to describe a person of either sex, with
advanced training in matauranga and tikanga Maori. I chose this term Pukenga to
describe Maori whom I felt not only filled this category but who have also become
skilled and versed in their chosen occupations in Te Ao Pakeha. They are all
respected not only for their personal accomplishments, but for their work for the
community and especially for the whanau, hapu and iwi of Maoridom. This group
was important to interview because they provided information, and presented views
and perspectives on this particular issue that could not be found in the literature.

Recruitment
This group virtually identified

themselves because of their standing in the

community, and because I respected the integrity of the dimension they would bring
to the research. They included representatives from science, law, education,
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medicine, theology, politics and te reo. The first seventeen Pukenga I approached
were from Te Ika a Maui and all agreed to be interviewed.

Ethics
The participation of the Pukenga was approved by the North Health and the
University of Auckland Ethics Committees. The relevant letters explaining the
research and their documented consent appear as part of Appendix 6.

Interviews
All but three of this group was interviewed at their place of work. The remainder
elected to meet with me at their homes. A series of discussion points was drawn up
which formed the basis of the interviews. My concern was to find out how these
experts in a wide range of fields saw the issues which had become central to the
debate about genetic testing in general, and the implications of this for Maori in
particular. The questions, which appear within Appendix 6, were framed in such a
way as to enable free discussion which included understandings about what
constituted good health, the centrality of whakapapa in terms of genetic inheritance,
the significance and role of predictive DNA testing and its implications for
whakapaka. I was concerned also to understand their views on the nature of DNA,
as either a simple material substance, or as having a spiritual dimension, and on
issues about rights of ownership. Their personal responses to screening and testing
were sought, with particular focus on gaining their suggestions as to how future
health care and services could be better shaped as a conduit for Maori representation
and information.
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GROUP FOUR: INTERFACERS

Rationale
The word interface can mean a place (or piece of equipment) where interaction occurs
between two processes (The Concise Oxford Dictionary 1994:417). I use the term interfacer
in this thesis to mean health professionals such as geneticists, surgeons, gastroentrologists,
scientists, nurses, and genetic counsellors who, on a professional level, are involved with
whanau with familial cancers. Although there is no such term as interfacer in the dictionary,
I can not find another word that expresses as clearly what I mean. As with the Pukenga,
this group was important to interview because they provided additional information
to that which is represented in the current literature. They also provided views and
perspectives that had the potential to facilitate the establishment of a framework on
which cultural interchange between patient and caregiver could express a mutually
beneficial understanding.

Recruitment
I approached sixteen people, kanohi ki te kanohi where possible, who were closely
associated at a professional level with the participants who had been recruited for
Group 2, to participate in this section of the research. Where immediate contact was
not possible, letters explaining the research were sent, and a few days later a phone
call was made during which the venue and time for the interview was negotiated.
Three participants lived in Te Waipounamu the (South Island) and the others were
distributed through out Te Ika a Maui (mainly in Auckland). They all agreed to be
interviewed.
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The Interfacers are identified as follows in the thesis:
I.l

Surgeon

1.2

Surgeon

1.3

Gastroenterologist

1.4

Gastroenterologist

1.5

Gastroenterologist

1.6

Research Molecular Scientist

1.7

Research Molecular Scientist

1.8

Scientist

1.9

Research Molecular Scientist

1.10

Research Molecular Scientist

1.11

Clinical Geneticist

1.12

Trainee Clinical Geneticist

1.13

Genetic Counsellor

1.14

Registered Nurse

1.15

Registered Specialist Nurse

1.16

Social Worker

Ethics
The participation of the Interfacers was approved by the North Health and the
University of Auckland Ethics Committees. The relevant letters explaining the
research and their documented consent appear as part of Appendix 7.

Interviews
This group of participants was first asked to provide details about their own field of
expertise, with specific reference to ways in which they interfaced at a professional
level with the key participants from Group Two.
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The discussion was then turned towards gaining some insights into how this group,
which was immediately engaged in the provision of services to Maori, understood
issues relating to health, whakapapa, and the nature of DNA. To this end, a similar
set of discussion points to those which had been drawn up for the Pukenga was
developed.

Analysis of data
The interviews were all transcribed

verbatim and a thematic analysis

was

undertaken. The analysis involved an interpretive process and was guided by
constant comparative techniques (Glaser & Strauss 1967). At first this involved my
scanning all of the transcripts without a coding scheme, then rescanning to establish
usefulness of themes based on the interview questions (for example

whanau,

whakapapa, leadership, good health, decision making), and finally the coding of
responses into the established themes and sub-themes. The aim of this process was to
uncover meanings and describe the issues and structures which the participants were
experiencing in their relationships with the medical profession and the technology.
After further revision in comparing differences and similarities between categories
four conceptual themes became evident: Seeking knowledge of science; Decision
making; Feelings; Nga Moemoea (dreams for the future).

SUMMARY

This chapter has presented key methodological issues which had to be taken into
account throughout the research process. Arguments for framing the approach in
Kaupapa

Maori

principles

have

been

rationalised

on

epistemological

and

experiential grounds. This has been supported by a discussion of Maori concerns
about the dominant mode of research in Aotearoa New Zealand, which for the most
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part has been grounded in Western premises. Drawing on the work of noted Maori
researchers and theorists, it has been argued that the philosophical foundations of
Pakeha defined research programmes, and the beliefs which have underpinned the
research process, have been part of the on-going colonisation of Maori.

These

understandings circumscribe the parameters of Section Two of the thesis.

A principal concern of all research is that data are both valid and reliable. These
requirements are met in this research through interviews which present multiple
perspectives on the key issues which the thesis seeks to examine. Taken together,
these provide a comprehensive picture of the multiple and intersecting ways in
which Maori experience developments in genetic technology within a Pakeha
defined medical system, at both personal and cultural levels. This investigative
strategy underpins the structure of Section Three.
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Wahanga Tuarua

Nga Ao e Rua

Upoko Tuarua

Te Ao Maori

Upoko Tuatoru

Whanau

Upoko

Hauora

Tuawha

Upoko Tuarima

Section Two

Nga Hangarau

Hauora

Two World Views

Chapter Two

Te Ao Maori

Chapter Three

Whanau

Chapter Four

Hauora

Chapter Five

Te Ao
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Pakeha

SECTION TWO
CHAPTER TWO
TE AO MAORI

INTRODUCTION

The over-riding theme in this chapter is Te Ao Maori. It is imperative to go back to
the beginning of time in order to lay the foundation and context for this thesis in
Te Ao Maori. Te Ao Maori relates to a set of world views and epistemology that has
informed and been informed by a society over generations of history. It is also
important to the study because it introduces issues that lie at the heart of a Maori
world view. The chapter is divided into three sections. The first relates to
cosmology. An integral element in of the body of fundamental knowledge held by
Maori philosophers and tohunga were what have been commonly termed as their
'myths' and 'legends'. The missionaries were the first to call the Maori story of
creation 'pagan', or 'myth' or 'legend', because it was antithetical to the Christian
belief as depicted in the story of Adam and Eve as written in the (Genesis Chapters 1
and 2 1960). Maori Marsden, however, a noted Maori scholar who was trained in the
Wananga (Maori university), in the Western university system, and later as a priest
in an Anglican theological college, states that the Maori account of the creation, in
the context of Maori culture, is not a fable which exemplifies an archaic faith in the
paranormal, nor are they ancient stories suitable for

fireside-telling

(Marsden

2003:56). They should therefore not be instantly dismissed as 'so called myths and
legends and quaint imaginings of primitive, pre-literate societies' (ibid:55). Rather,
Marsden explains:
They were deliberate constructs employed by ancient seers and sages to
encapsulate and condense into easily assimilable forms their view of the World, of
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ultimate reality and the relationship between the creator, the universe and man
(Marsden 2003:56).
Marsden further contends that the conceptualisations of Maori about what they
perceive as reality forms their 'world view', and this lies at the very heart of Maori
belief - 'touching, interacting with and strongly influencing every aspect of the
culture' (ibid). For Bishop & Glynn (1999:20), interpretations which reduce Maori
accounts of their origins to 'myth' or 'legend' minimize the Maori world view in
that they
deny that Maori people may have a different agenda for their stories; an agenda
which addresses holistic approaches to living in a modern world, based on teachings
and traditions of ancestors, an agenda that is located within Maori cosmology.

These words resonated with my thoughts that my thesis needed to go back to the
beginning of time for Maori, in order to lay the proper foundation for this research
within Te Ao Maori. This meant back to the creation of the earth, to the first layer of
whakapapa, to our tupuna.

The second part of this chapter develops the theme of whakapapa. Walker (1993)
p.l) stated that 'the world view of Maori is encapsulated in whakapapa,

the

description of the phenomenological world in the form of a genealogical recital'.
Crucial to this thesis is the inextricable link of the human gene to what Mead
(1996:126) refers to as 'the metaphysical whakapapa, that is the direct heritage from
the ancestors to descendants'. Whakapapa links us as Maori through our mutual
descent from Ranginui and Papatuanuku and 'provides the generational link, which
ensures the continuity of the three fundamental social units of Maori: whanau, hapu
and iwi.
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Also crucial to the arguments presented in the thesis is the role of Cosmology,
Karakia, Tikanga and Matauranga Maori, concepts within Te Ao Maori no mai
rano (from ancient times) that influence to this day. The third part of this chapter
demonstrates why these concepts are significant in helping to understand the
problems which this thesis is attempting to examine, and to work through possible
solutions. These integral aspects of Te Ao Maori

continue to provide the

foundational principles on which many Maori, conduct their lives in spite of
colonisation and the effects of the policies of assimilation and acculturation. They
also provide the basis for a way forward. Walker's explanation of the way Maori
travel backwards in time to the future 'with the present unfolding in front' presents a
Maori philosophical view of time, past and future.
In Maori philosophy, there are only two dimensions to time, past and future. The past was
designated mua, and the future termed muri. Both had a double meaning. Mua also meant in
front of, or ahead. This means the past is conceived of as being in front of, human
consciousness, because only the present and the past are knowable. Muri, designating the
future, also means behind, because the future can not be seen. Thus, the individual is
conceptualized as traveling backwards in time to the future, with the present unfolding in
front as a continuum into the past (Walker 1993:2).

COSMOLOGY

This section deals with cosmology. The Collins dictionary defines cosmology as the
'philosophical study of the origin and nature of the universe' (Hanks 1986:353). For
Maori this was first handed down through Maori oral history and latterly recorded
by both Maori and Pakeha writers. It was contained in three cycles beginning with
the creation, secondly the exploits of Maui, the demi-god, and lastly the Tawhaki
cycle. Because it encapsulates the beginning of whakapapa and explains how the
genetic make-up is inextricably linked to 'the metaphysical whakapapa',
creation cycle is discussed here (Mead 1996:15).
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only the

The creation
The creation of the universe was conceptualized by Maori philosophers in the stages
of three epochs. Te Kore, the vast emptiness of space began the sequence, with Te
Po, the darkness of inner space following, and finally Te Ao Marama, the world of
light and habitat of human. According to Simmonds (Walker 1993:1) the first two
epochs are timeless, corresponding to aeons of cosmological time, when 'the seeds
of the universe scattered throughout space, came together to form earth the sky'. Te
Ao Marama, on the other hand, 'is characterised by a time scale measured through
human existence' (Walker 1993:2).

Although there have been many variations in the way in which these epochs are
described by different tribal wananga, all agree that Ranganui the sky father and
Papatuanuku

the earth mother 'generated themselves in space to form earth and

sky' (Grey 1971:8). Darkness pervaded as Ranganui and Papatuanuku lay together
and procreated their sons who then dwelt, uncomfortably in the darkness between
their parents. They longed for the light and this longing caused the sons to revolt
against their forced imprisonment. Tane Mahuta, one of the sons and god of the
forests, suggested that he and his brothers should separate their parents by pushing
them apart. Although they agreed, none of the brothers succeeded until Tane lay on
his back and used his feet to push their parents apart. Thus these words were born.
Ka puta ki te whaiao
Ki te ao marama
Out into the world
In to the world of light
These words are often used to this day in the whaikorero (oratory) of all tribal areas.

54

The separation of Rangi and Papa and the coming of the light into the Maori world,
also brought about the knowledge of evil. Not all the brothers rejoiced at their
freedom in the world of light and began fighting amongst each other. Tawhirimatea
especially was angered and in retaliation attacked the domain of Tane, crashing
down trees which rotted and became food for insects and grubs. Tawhirimatea then
turned his anger on Tangaroa and his domain of the sea causing a separation of the
species of fish and reptiles (ibid:8). His wrath then turned on his younger brothers
Rongomatane,

the

god

of

kumara,

agriculture

and

peaceful

arts

and

Haumeatiketike,

the god of fernroot and wild plants. But Papatuanuku felt sorry for

these sons and hid them in the earth so they could not be found. As a result these two
were allotted more lowly estates than their older brothers. Although standing alone,
Tumatauenga, god of war and humankind, was the only brother Tawhirimatea could
not defeat. Because Tawhirimatea's

brothers did not assist him he was angered and

sought ways to punish them. He snared and ate the birds in Tane's forest and made
nets to catch Tangaroa's children. Out of the trees and plants he made implements
and baskets to dig up and eat the children of Rongomatane

and Haumiatiketike

(ibid:8).

Tumatauenga's

assertion of dominance over the natural domains of his brothers is

the charter for the super-ordinate position of human beings in the natural order. The
subordination
Haumiatiketike,

and commodification

of the descendants of Tane, Rongo

and

transferred them from the sacred estate of gods to the profane level

of artifacts and goods (Walker 1993:7-8). It is from this transformation that the
fundamental dichotomy between tapu and noa was introduced into the world. All the
brothers were male and personified ira atua the divine principle.
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In order to create ira tangata, the human principle, Tane searched for the female
element but was unsuccessful. He then used the earth from Papatuanuku and formed
Hineahuone and breathed into her his mauri (life force), thus bringing together the
duality of ira atua from Papatuanuku and ira tangata from the earth as the human
element. Tutakangahau who was a chief of Tuhoe in speaking of Hineahuone was
recorded as saying:
No te wa i hangaia ai a Hineahuone, he taha atua tetahi taha ona, he taha
whenua tetahi taha ona. No te huinga o te taha atua me te taha whenua katahi ka
kia he tangata. [When Hineahuone was created, one dimension of her was the gods
while the other side of her was the land. It was when the spiritual dimension was
combined with the earthly dimension that she became a human being.]
(Tutakangahau cited in Elsdon Best papers MS0178, Alexander Turnball Library,
Wellington).
Tane mated with Hineahuone

and named the child of this union Hinetitama,

the

dawn maiden. Tane mated with her also and had other children. Inevitably,
Hinetitama came to wonder about her parentage and put the question to Tane. Tane
hesitated and told her to ask the posts of their house. She knew instinctively then
that Tane, her husband, was also her father. Devastated, she disappeared to the
underworld in shame, ordering Tane not to follow her. Hinetitama told him that he
should remain on earth to look after their children in Te Ao Marama and she would
receive them at death as Hinenuitepo, goddess of death (Buck 1970).

The Maori philosophers, like the Judeo - Christians, conceptualised the God in their
own image, and their offspring were ranked in order of birth with the inheritance and
leadership on primogeniture.
In the personification of Papatuanuku as the earth-mother, some of the primary
values of Maori culture are laid down in the creation myth. The food that springs
from the bosom of Paptuanuku sustains life. For this reason the earth is loved and
cherished as a mother is loved. Since humans were created out of the earth by Tane,
death is concptualised as a return to the bosom of Papatuanuku.
There, as the portal of Rarohenga, the Hades of Maori, Hinenuitepo awaits as a
benevolent mother figure to receive the dead. Rarohenga was not a place to be
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feared, because it was thought of as another world where the dead would be reunited
with their ancestors (Walker 1978:9-10).

Papatuanuku, Hineahuone, and Hinetitama who became Hinenuitepo are powerful
figures in Maori whakapapa mythology and Maori women look to these women of
strength as the first layers in the whakapapa of waahine. It follows, according to
Walker (ibid), that the past and present comprise 'a single field

of unified

knowledge', and that our traditions which explain the layers of our whakapapa 'are
both historic and ahistoric'. In spite of the policies of assimilation which sought to
destroy the traditions and beliefs of Maori, there are living proponents in Maoridom
who constantly refer to the narratives of our Maori traditions and these 'narratives
about our gods, culture heroes and ancestors are located in the sequence on the
genealogical table of the whakapapa'

(Walker 1993:2). It is now relevant that we

progress to a fuller discussion of whakapapa in the next section.

WHAKAPAPA

John Rangihau, a noted Tuhoe elder, expresses what whakapapa means to him and
how important it is in his life. His words resound with Maori everywhere.
Whakapapa is the most fundamental aspect of the way in which we think about and
come to know the world. It is about who you are, where you come from, and in our
children and mokopuna, and where we are going. It is about land that we hold in
trust, our turanagawaewae as we pass through this life (Rangihau 1981) p.41).

As explained in the previous section, our whakapapa goes back to the creation of
Ranginui the Sky father and Papatuanuku the Earth mother who are the first layer
upon which all further layers of whakapapa are placed. Whakapapa is about our
identity, a vital element and gift of birth. 'It is the social component of the ira, the
genes (Mead 2003).
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'It is the mechanism used by us to establish our familial relationships, with whom
one has these inescapable, bodily links' (Bishop 1996). Whakapapa is about the way
we think, learn, teach, store and debate our knowledge (Smith 1987) and is
'inscribed in virtually every aspect of our world views' (Mead 1996:21). We trace
ourselves in whakapapa, to our mountains, rivers, sea and all that is precious about
our turangawaewae

and our right within the universe. We remember the words of a

favourite whakatauki which encapsulates the story of our ancient beginning at the
creation of the universe.
E kore e ngaro, he kakano i ruia mai i Rangiatea
You will never be lost, you were a seed planted in Rangiatea.
Walker (1993) gives the following explanation on whakapapa:
Implicit in the meaning of whakapapa, are ideas of orderliness, sequence,
evolution and progress. These ideas are embodied in the sequence of myths,
traditions and tribal histories. They trace the genesis of human beings from the
creation of the universe, to the creation of the first woman, and thereafter, the
development of culture and human institutions. (Walker 1993:2).
Maori could have more than one whakapapa depending on which ancestor they used as a
beginning point. The knowledge of whakapapa was important in the education of young men
of impeccable birth. Those who showed a special interest in learning about the complexities
of iwi whakapapa were taught the knowledge of ancestors. This was handed down orally
from generation to generation so that it would endure. Buck (1970) writes of the careful
teaching of not only 'their tribal genealogies but also the marriage connections with other
tribes so that the inter-tribal relationships could be referred to with the proper etiquette on
future meetings' (Buck 1970:361).

Whakapapa was learned and recited from memory in pre-European times. It was
learnt and used by those who were chosen as the orators and keepers of the sacred
knowledge. They had to be worthy of this honour and were usually the sons of
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chiefs. If the direct male heirs were not interested in oratory, other suitable people
could be chosen. It has even been known for women to be selected to be keepers of
the whakapapa (Metge 1967). However, with the influence of colonisation in some
areas, learning and reciting from memory was lost, to the point that some families
have become estranged from their turangawaewae, and knowledge of whakapapa. In
order to try to retain the knowledge some who were literate in the tribe wrote the
whakapapa in notebooks, thus it is only in latter years that whakapapa has been
recorded. The knowledge of whakapapa can be closely guarded, and as Metge
(1967) explains, the very existence of whakapapa books may be concealed from
strangers, kept from 'contaminating influences' (such as places where smoking and
food is usually allowed), 'often in secret hiding places' (Metge 1967:128). In some
instances, classes for interested persons have been held by some iwi, going to hui
and listening may help one to acquire knowledge of whakapapa,

but there is a

requirement of committed study.

The reality for a number of the families interviewed for this research has been
defined by these circumstances. The 'surface' knowledge of whakapapa of many of
these participants was limited to short phrases such as 'a family tree', 'something to
do with genealogy', 'relatives', 'not as informed about whakapapa'. However, there
was a 'taken for grantedness' about whakapapa that some could not articulate, but
that was in a sense embedded in the understandings expressed through various
responses within the interviews. Those who were marae-based were more likely to
know about their hapu/whanau

whakapapa.
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Pukenga discuss Whakapapa
The Pukenga, however, had different levels of knowledge and experience from that
of many Group Two participants. The interviews with Pukenga regarding their
views on tikanga surrounding genetic technology included a question on their
knowledge and understanding of whakapapa.

Their responses to this question

provide significant perspectives on the importance of whakapapa, and are discussed
here as a kinaki (relish) for this section.

A Maori woman scientist whom I interviewed gave her view on whakapapa as a
template for making sense of the world, and she believes that is how Maori used it.
P.11.
Whakapapa to me is a unique concept. It is one of the most
important intellectual concepts, if not the most important intellectual
contribution Maori have made to the world ... I come at this from a
scientific proposal in that all societies have attempted to make sense of the
world around them. Now scientists make sense of the world by classifying
things. Everybody does. You watch the cognitive development in children.
They learn the difference
between colours. They learn the difference
between mummy and daddy. They learn the difference
between different
plants and animals. And so individuals and social groups each develop their
unique way.
Whilst Western culture may not accept this perspective, noted anthropologist Anne
Salmond (1975) critiqued the non-acknowledgement of a Maori epistemological
world-view. Maori she stated do have concepts of knowledge and expertise which
are significantly different from those of the Pakeha.

P. 11 commented that it saddened her when young Maori of this age (21 s t century)
only think of whakapapa as confined to a human family tree.
P. 11.
Everything is whakapapa. The origin of the universe is,
according to Maori, encapsulated in a whakapapa and ordering the core ...
Clouds have whakapapa, stones a whakapapa, rain has whakapapa,
everything has whakapapa - for Maori to know something is to know its
whakapapa. But it's not just about my family tree, in fact to me, frankly,
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that's the least important. Ironically, of less importance and interest
perhaps, because I'm a biologist, and I'm really into plants and animals ...
I'm less interested in my personal whakapapa than I am in the whakapapa
of plants and animals, rocks and stones.

Most Maori think of whakapapa as more than just genealogy. Here this Pukenga sees it
more specifically as a set of relationships expressed by people who stood on the marae.
P.12.
Whakapapa I think does a lot of things and the concept is about
integrating society and it's also related to the notion of generation and regeneration. I think that's significant, that there is an obligation - that there
is connectiveness in whakapapa between ancestors and those of us who are
here ... You know the distinction between our orientation, which is towards
those who have gone before, behind us, and so we're very familiar with
those who have gone before and we invoke them, and talk to them, speak to
them - and I use this as an example of quite distinct way of viewing the
world as opposed to the Pakeha 'taken for granted' view which is that these
ghosts are scary and people who have died are to be feared.

Maori are not afraid to acknowledge the dead and see their tupuna

and all

whanaunga who have passed on as still part of our daily lives in that we are still in
communication with them. Our urupa (cemetery) are places we delight to visit for it
is as if we are visiting our 'living' whanau. The first place I visit when I go home
(to my turangawaewae)
tamariki

and mokopuna

is the urupa and the last on my way home to the city. Our
learn about their whakapapa

from the headstones and

conversations we have as they play there in a happy healthy way while we clean up
place flowers and chat to those who have passed on.

Whereas some Maori are so proud about their whakapapa that they proclaim it and
even publish it, other Maori who are no less proud, prefer to keep it private and
within the whanau. When visiting marae they would relate who and where they have
come from but it is the history and detail they may wish to restrict, as the following
Pukenga relates.
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P. 3.
Whakapapa means a line which ultimately tells me where I've come
from, it's a personal thing which I don't readily share with people because it
explains how I came to be. It explains to some extent who I am but it also tells me a
bit about the heritage that I've borne. It has come to me over the generations.

Whakapapa is remembered whenever Maori meet and greet. An orator when welcoming the
visitors will always try to use whakapapa to recall past ties between the tangata whenua and
the manuhirl Some orators use a carved tokotoko (walking stick) and the carvings on it will
remind him of the story of his whakapapa. It is his 'shorthand' to remembering his past
ancestors in his speeches. It also shows his interconnectedness to other hapu/ iwi, and their
history and traditions (Walker 1978).

Whilst some Maori have had tupuna who have taught them the language and
traditions from babyhood, they have been strictly in the minority. Many others have
been brought up not knowing their whakapapa. P. 12 is one of these, and expresses
how this affects him. As the assimilationist policies of the Pakeha

government

discouraged many Maori from learning their language and tikanga, so they were
denied knowledge of their whakapapa. It has been especially since the renaissance
of Te Reo me ona Tikanga from the 1970s onward that more Maori have been
encouraged to learn and become aware of their rich indigenous culture.
P. 12.
Whakapapa for me is something very precious - for me
personally - because it's a personal journey to find out more about my
reasonably muddy whakapapa but also because it's a foundation, locating
oneself and having a sense of identity but also for me it's a way of
understanding the world as well and this is something I've developed in the
last five or six years as I've got more exposed to Tikanga Maori, I've learnt
that whakapapa isn't just about the human things of the world, it's actually
more about the flora and fauna and the geography and the metaphysical
aspects and it's that binding force that links everything and so that's the
developing understanding.
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Another of the Pukenga I interviewed was, because of circumstances which he
explains, also did not grow up knowing Te Reo me ona Tikanga.
P.l.
Because of my unusual background, it wasn't a matter that
concerned me greatly for a long time, and simply because I was cut off not
in any nasty way, but you know, it was my My mother died when I was seven
months old and then my father was a Pakeha and elderly and really didn't
ever participate [in things Maori], It's who we are.

He did relate to me that the big secondary school he went to had only seven Maori
but when he went to university he met up with Maori students.
P.l.
When I came here [to university] in some ways it was like an
oasis. In mixing with the Maori, I just gravitated. And so it's been a growth
thing.

P.l. commented on a position he feels strongly about and gives an example of the
way in which he feels whakapapa must hold fast only to a hereditary form. Maori
belong to whanau/hapu

and iwi groupings and it is strictly hereditary. Maori,

through their iwi, will benefit through claims to the Waitangi Tribunal relating to
their Fishing rights. While full and final settlement has been granted, there is still a
debate over how the settlement should be implemented and there has been delay for
many reasons. Iwi throughout Aotearoa

can make a claim on behalf of their

members who share a common ancestor and who whakapapa from that ancestor.

After urbanisation many Maori in the cities from many tribal areas joined together
and established urban marae. These urban marae, which have cared for iwi from
throughout Aotearoa, want to have a share of the Fisheries money. As stated earlier,
urbanization caused some Maori to lose touch with their home marae and they were
pleased to become involved with urban marae which provided a cultural base and
provided them with whanau support when they could not afford to return to their
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own turangawaewae. P.l questions questioning the claim of some Maori who live in
an urban situation away from their ancestral lands.
P. 1.
I've been involved in the debate of the place of urban Maori
organizations and so on and I've been distressed by the way the argument is
developed, particularly now in the fishing context that many are claiming
those organizations are iwi. My understanding is they can either be iwi
because iwi have to share a common whakapapa that's what makes them iwi.
So if we take the words iwi (hapu whanau), you have to be whanau, hapu.
Over time, the way in which iwi operate, deliver services if you like, they
change but the base of an iwi as the source from which we claim identity
remains whakapapa so whakapapa is what gives you the place that links you
to those who have gone before and those who have come after.

The argument continues. Other Pukenga interviewed agree that whakapapa

can

mean much more than a genealogical record.
P. 16.
Whakapapa is strictly family, but also, whakapapa means to lay
our knowledge and information in a progression from the family (whanau)
to hapu, waka and the migrations to New Zealand. Whakapapa is simply a
shorthand for knowledge. You 're on this earth for a long time - you can't
remember everything and have limited storage. Whakapapa is a shorthand
way of remembering the past and less important ancestors get dropped off
and you remember the key ones around those that got killed in war. It's only
the ones that achieve that remain. Ngata talks of the "flashing line of
descent: " and humans are remembered as you get to each level. There's the
really big people and then the ones that branch off and there's stories
attached to each of them. It's simply a way of organizing knowledge, history
and traditions.

P.14. thinks that whakapapa is about relationships in its broadest sense.
P. 14.
Whakapapa to me is just relationships - might be direct, might
be extended, to me it is the ability to trace a range of relationships no
matter how long, how far, how wide.

Historically, New Zealand census have demanded that Maori had to put down (going
into fractions) the amount of Maori 'blood' and what ever other 'blood' they had.
Many Maori were incensed. As a child in the 1940s I was referred to as a 'half caste
Maori' which at that time I felt was a derogatory term but in 2005 my mokopuna
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with kiri (skin) of varying hue can proudly claim Maori ancestry. P. 1 expresses his
views on 'blood quantum'.
P. 1.
The second illustration is the introduction by the colonisers of
the blood quantum where they define this according to Maori blood; Initially
to facilitate the removal of land. If you had the right amount of money - to
claim land. And what they did was they consequently diverted the quantum of
Maori blood as they defined this and became part of Maori, for example,
which to me is nonsense, because you can't be part of mokopuna. The
whakapapa is about being mokopuna iwi then you can't be half a mokopuna
so to speak of half caste, half Maori or quarter Maori is nonsense so
whakapapa then, is the base of who we are.

Today the criteria for identifying as Maori, is that your whakapapa has to prove that
one has a tupuna (ancestor) who is Maori. One of the pukenga used the metaphor of
a roadmap for whakapapa and an instruction for those seeking their whakapapa.
P. 10 .
If you think of it as a highway - it is a roadmap - a programme
that lets you work out how you get to somewhere. So, if I'm going to the
coast or some other place (which we have some very speckled history with
in from Te Taitokerau) there is still a level of connection. There is still, at
one level, of recent or distant past. There is something - some bridge that
binds us together. So the trick is to go through your roadmaps to find that
bridge over safely, to hook you into that place. And like a good computer
programme, like a good roadmap that is what whakapapa is - It is a travel
map to safely get you somewhere.

In some way, these comments all point to the fact that whakapapa is he taonga tuku
iho, no nga tupuna (is a treasure handed down from tupuna).

Whakapapa

is important when dealing with genetic technology and extremely

important if a whakapapa whanau has a genetic mutation (as in this research) for
breast, bowel or stomach cancer within their whanau. One whanau had to go to
many sources such as hospital records, death records and even to the urupa
(cemeteries) to find information written on tombstones to help trace members of the
whanau.
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For some Maori the discussion always gets back to how whakapapa will be affected
by technology. As P. 9 comments:
P. 9.
There is a range of views among Maori over biotechnology and
genetic testing but they [Maori] will not accept any technology that would
break whakapapa links. To do so would be to deny the very essence of their
being.

On the other hand the death from stomach cancer of generations of their whanau has
energised one whanau to seek technology to help their members protect their future
whakapapa

lines. This kaupapa

is being debated by many Maori

throughout

Aotearoa and, as many Maori realise in this debate, cognisance of Karakia, Tikanga
and Matauranga Maori needs to lead this discussion. It is fitting then that these
concepts are looked at in the next section of this chapter.

KARAKIA,

TIKANGA

AND MATAURANGA

MAORI

Knowledge of karakia, tikanga and matauranga Maori are important to whanau
who are making decisions which affect their own and their whanau's health in 2006.
The effects of colonisation and its policies have left some Maori ignorant of these
important concepts which had helped their ancient ancestors face the rigour of a new
land and survive. Maori have survived as a people in spite of a time in the late 19 th
century when it was feared that they had succumbed to the influx of infectious
diseases brought in by the European settlers. Now in the 21 s t century, through a
cultural renaissance, they are finding some success in reclaiming their language and
culture. They are also returning to all these important concepts to seek to provide
guidelines for the new medical and scientific technology that is becoming available
to affected members of their whanau.
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Tane the first Maori researcher
Tane is recorded here as the first researcher who went to the highest heavens to
bring back matauranga Maori (Maori knowledge).
Tenei au, tenei au
Ko te hokai o taku tapuwae
Ko te Hokai nuku, Ko te hokai rangi
Ko te hokai a to tupuna a Tane-nui-a-Rangi
Ipikitia

ai te Rangi tuhaha

Ki te Tihi-o-Manono
E rokohina atu ai
Ko Io Matua-Kore

Anake

Ko te Kete Tuauri,
Ko te Kete Tuatea
Ko te kete Aronui
Ka tiritiria, ka poupoua ki a Papatuanuku
Kia puta te ira tan gat a
Ki te whai ao ki te ao mauri ora
Hui e, Taiki el (Smith 1990:54).

This tauparapara

and karakia (incantation) contains the story of what Smith

describes as the 'first' Maori Research Project (ibid), when Tane travelled to the
twelfth heaven to acquire nga kete o te wananga (the baskets of knowledge) (Smith
1991:55). From a Maori perspective, this was not for his own personal use or
gratification, but for the benefit of everyone. According to Buck (1970) and Best
(1904) this knowledge was divided into three specific kete (kits).
The first:

te kete tuauri (said to contain peace love and goodness).

The second: te kete tuatea (contained prayers, rituals and incantation).
The third:

te

kete

aronui

(contained

earthworks)(Buck 1970:449).
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war,

agriculture,

woodwork

and

Tane's karakia is significant also because traditional Maori values connected with
knowledge are unquestionably supported and strengthened. The karakia

also

maintains:
that all knowledge has tapu, that knowledge belongs to the group, that people have
responsibility to treat knowledge carefully, that knowledge should be used to benefit
others, that knowledge can lead: Ki te whai ao, ki te ao marama [world of light,
enlightenment] that knowledge acquisition and learning can be an end in itself (Smith
1990:54).
Tane's traditional karakia strengthens and endorses the Maori values associated
with the knowledge contained in the three kete from the twelfth realm. All
knowledge was considered to have varying degrees of tapu and was respected.
Access to certain types of knowledge was restricted to tohunga. These selected
people were repositories of certain knowledge and had a responsibility

to

disseminate it accordingly for the well being of whanau, hapu and iwi. Specific
Maori knowledge was passed on through whare wananga (houses of learning) and
were said to be of several types. J. White (1896); S Percy Smith (1912-1915) and
Best (1974) recorded that the twelfth heaven called Rangiatea pertained to Toi o
nga Rangi and it contained the original whare wananga. This was the possession of
Io, the Supreme Being, Io te Wananga - the ultimate source of all knowledge, of all
beings, conditions and the things of the universe.
In its most characteristic form the whare wananga is formal, occasional, clearly
separated from everyday life, selective and exclusive. In contrast another form of
handing on knowledge, was in direct variance, being informal, semi-continuous,
embedded in the on-going life of the community, open and inclusive (Metge 1983:59).
Access to knowledge was not for all and although owned by the whanau/hapu/iwi
was 'formal,

occasional, clearly separated from everyday life, selective and

exclusive' (ibid). Ratima sees this as similar to Western society where those who
came from the 'right' families as well as those of proven academic ability gained
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access to universities and on graduating entered into the 'professions'

(Ratima

2001:153).

Wananga (Places of learning)
The first kind of wananga was the formal school of the tohunga (experts), who
trained a small number of specially designated tauira (students). The connection
between the students and the experts was hierarchical and the students were expected
not to question anything they were taught for fear of instant dismissal. The tauira
would have been selected for their elite whakapapa and warrior prowess. The second
type of whare wananga was an exclusive college of recognised experts, where
knowledge held individually was debated and shared, while the third form of whare
wananga was where the knowledge selected by the higher experts was circulated to
another chosen audience. A fourth type of whare wananga is a gathering or hui to
share knowledge and debate issues concerning many aspects of Maori
Whakapapa some karakia,

waiata (songs) and purakau

life.

(stories) were interests

which were shared, learnt and practiced by all. It was important that everyday
knowledge was learned in order that daily routines of living were maintained (Metge
1983:59).

Knowledge such as whakapapa, karakia, waiata and mythologies were interests
which belonged to the whole iwi. As the learning of the wananga

is more

ceremonious, infrequent and separated, it was important that 'everyday knowledge'
was learned in order to carry out the daily routines of living (Smith 1991).
It was acquired through observation, practice, and the guidance of kuia and
kaumata. Sloppiness, laziness and non-completion of tasks were not tolerated.
These faults were sanctioned in the legends and whakatauki. For example,
when referring to the collective efforts at the planting of the kumara, it would
be said:
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I hea koe tangi ana o tepipiwharauroa?
Where were you at the call of the shining cuckoo? (Smith 1991:55).
Through the use of rituals, approved-knowledge was learned, endorsed, maintained
and safeguarded. Rituals were not confined only to formal occasions (Salmond
1975:60). They were also associated with activities of daily living such as those
concerning pa-harakeke (flax-bush).
Maori use the flax bush (te pa harakeke) as a favourite metaphor for the family
group they call the whanau. They identify the rito in each fan as a child (tamaiti),
emerging from and protected by its parents (matua) on either side. Like fans in the
flax bush, parent-child families in the whanau share common roots and derive
strength and stability from forming part of a larger whole. Like the rito, children
are the hope of continuity into the future. Flax and whanau alike live through
cycles of growth, dying and regeneration (Metge 1995:16).
It was also about its harvesting, its use for medicinal purposes, its preparation and
use in the making of garments and other weaving that harakeke was valuable to the
Maori life way of life.

Matauranga Maori permeated the life of Maori and each had their place within the
whole system of the community.
Although colonization has in some ways eroded the way in which whanau operate,
according to Cram (2001:39) it has not 'eroded our view of knowledge'.

Tikanga Maori
Mead (2003:7) believes that tikanga Maori are firmly embedded in matauranga
Maori. He explains:
The word 'tikanga' itself provides the clue that tikanga Maori, deals with right and
wrong. 'Tika' means 'to be right' and thus tikanga Maori focuses on the correct way
of doing something.' This involves moral judgements about appropriate ways of
behaving and acting in everyday life (Mead 2003:6).
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Tikanga can also be viewed as a form of social control in its interpersonal
relationships, in the form and way we as Maori meet and greet, in the ceremonies of
birth, marriage and death. Lawyers for example tend to look at tikanga Maori as
customary

law.

The

understanding

of

what

tikanga

Maori

means

varies

considerably, according to Mead (2003:2-3), with only a few people who are 'quite
knowledgeable' and most who know a little. There are reasons for this, he states,
especially in the active suppression by government agencies in the last century.
Another reason was the concerted effort of the missionaries to convert Maori to
Christianity and with it the denigration of their Maori knowledge which was seen as
inferior to the western world (ibid:3). The assimilation policies of the education
system introduced in the 1860s and adhered to until the 1960s meant a turning away
not only from tikanga but also from Matauranga Maori (Maori knowledge). This
was seen to be essential, as argued by Simon & Smith (2001), to speed the
assimilation process and win the 'hearts and minds' of Maori children. Much was
lost with these assaults on our culture, knowledge and language.

Tikanga Maori, however, has from the latter decades of the twentieth century been
revitalised by the Maori renaissance in language and culture. It has meant that
tikanga for many, along with the language, has to be learned from the few who have
retained these taonga (treasures) from the past. We have not only had to reclaim our
language and tikanga but have had to research our own histories in order to claim
land and other resources which are important for our future existence. It is pleasing
to acknowledge that tikanga is at last being written into the legislation for example
in the following publications.
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•

Education Act 1989. According to Tikanga Maori (Maori custom)

•

Resource Management Act 1991. Tikanga Maori (customary values and practices).

•

Ture Whenua Act 1993. Tikanga Maori (customary values and practices)
'Shall be binding on High Court' (Mead 2003:5).

However as the new technologies such as predictive DNA testing and countless
others become available there appears to be a need for our kaumatua who are the
keepers of the knowledge to meet and discuss how we, as Maori, deal with the
availability of this technology. Some Maori have spoken out against Genetic
Modification, Human Genes in other Organisms, Organ transplants and recently
Xenotransplantation. There are some Maori who are diabetic and on dialysis
machines who are waiting for a kidney transplant in order to live longer. These
Maori are trying to resolve how tikanga Maori fits in to their lives when making
choices about these new technologies.

Tapu
Tapu emanated from Te Po the darkness of inner space, the second of three epochs
in the creation of the universe and the realm of gods. Only the gods, according to Te
Rangitaheke, could undo tapu, which they created and made accessible for humans
in Te Ao Marama. Tumautenga set down rules and fitting incantations, for the right
to use the fruits of each god's domain. According to Shirres (1994), examples of
such rules as seen in the rites performed on the birth of a child is shown when a male
is dedicated to Tumatauenga

as a warrior, while the female is dedicated to

Rongomatane for peace. In the axing of trees for waka or dwellings, Tanemahuta
the god of the forest must always be addressed. When going to sea, Tangaroa must
be consulted as god of the sea. For all these ceremonies there is tapu.
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Everything that is has its own intrinsic tapu, a tapu which begins with its existence
and which has its source in the mana of the spiritual powers (Shirres 1994:36).
Tapu is often seen as a series of prohibitions that controlled the Maori of old. A
wide area of activities such as birth, marriage, sickness and death, and many
activities sustaining life, were tapu. Shirres believed that tapu and mana are linked
with being - existing 'and this has its source in the mana of ancestors and of the
spiritual powers' (ibid). Tapu, he continues, is the social and psychological state of
which mana is the manifestation which reflects the Tapu (ibid). For Rose Pere
'[p]eople with much mana have a form of tapu, a restriction of themselves. If I
don't continue to observe certain restrictions it will be gone' {Pere, 1994, cited
Bicultural Development 1991:28)

No a
Pere (1994) describes noa as a concept which applies to ordinary situations and
every day living. It is also, she says, a vital part of formal complex rituals and social
controls of the Maori people. The power and influence of noa, she argues, is very
significant to the physical wellbeing of people, freeing them from subjection to
spiritual or ceremonial restriction and influences. 'It is usually associated with warm
benevolent, life-giving constructive influences, including ceremonial purification'
(ibid).

Mana
Mana, according to Marsden (1975:118), means spiritual authority and power, but in
the theological sense could translate as charisma. Mana is delegated by the gods to
humans who exercise this spiritual power with authority but they must never abuse
the trust put in them. Mead (2003:51) records that every individual Maori is born
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with 'an increment of mana' and can build upon this throughout one's life. In a
collective sense mana should advance the welfare of all and for all, to uphold the
mana of whanau/hapu and iwi.

Mauri
Mauri is the life force which is found in all things and it is the essence which gives
a thing, be it animate or inanimate, its specific natural character (Metge 1986).
Because Christian belief does not support this concept, it is not so widely held,
although there is support for mana and wairua. Everything has a mauri (Best 1974)
or everything has a wairua and therefore should be respected. Saying everything has
a mauri or a wairua simply amounts to saying that everything should be treated with
respect (Patterson 1992).

What is spirituality?
Trying to define what is spiritual, or what spirituality is, is difficult.

Patterson

(1992:76) suggests that it is difficult to be clear about what we see and hear and feel,
'but the difficulties are magnified when we venture into the realms of the spiritual'.
The Concise Oxford Dictionary (1995:344) sees 'spiritual' as encompassing the
spirit as opposed to matter; sacred or religious things; connections to mind as
opposed to matter; and relationships concerned with soul or spirit. Patterson (1992)
aligns the word spiritual to Maori concepts such as mauri. A noted Maori academic,
when asked what his spiritual belief was, replied:
I suppose the nearest would be animism or naturalism, which are denigrated by
anthropologists. I feel a close presence to something greater than me when I am
in nature. When I am in a forest I feel I am in the temple of Tane. For instance,
one evening we went to see Tane-mahuta in the Waipoua forest. It was dark
enough for owls to be flying around and yet that tree was bathed in an eerie light.
I knew I was in a superior presence to myself, there were eternal sounds. It's not
agnosticism, not a denial of God (Walker 1987:19).
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Rangimarie

Rose Pere

(1979) articulates her strong and decisive belief in

spirituality.
I believe in a divine force, indeed forces that are far greater than man. I cannot
see these forces but I can certainly feel their power, a power that is so strong that
my whole life is governed by it. While some people in New Zealand derive that
dimension of their lives from a Christian doctrine and philosophy, the spirituality
that I speak of makes me sensitive to the spirituality that is within other people
who are not Christian.

Pere (ibid) belongs to an international organisation called Servas whose members
represent many different religions and she says they have no difficulty in coming
together in terms of spirituality. Respect and understanding is given to all that is
held sacred for each person or to the group.

SUMMARY

In making decisions relating to our well-being we seek guidance from many sources.
Some may pray, some may go and commune with nature, but we all tap into the
experiences that are relevant for ourselves. Matauranga and tikanga Maori which
involves the concepts of tapu, noa, mana and mauri are an integral element in of the
body of fundamental knowledge held by Maori philosophers and tohunga. Like the
early Christians who adapted some of the celebrations of the Druids into their new
religion as shown in the Easter and Christmas celebrations to this day, so Maori
have adapted their own Gods and beliefs within Christianity and can use both
Christian karakia in church and when in a forest give homage and karakia to Tane
Mahuta. Spirituality and wairua are as Patterson (1992) states difficult to explain
'but the difficulties are magnified when we venture into the realms of the spiritual'.
However Maori have not only had a renaissance in learning Te Reo but many who
(like myself) have become 'decolonized' after many years of being 'brown Pakeha'
are finding taonga in the Maori world view as espoused in Maori cosmology,
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whakapapa, tikanga and matauranga Maori. Our mokopuna as future researchers
will benefit and have as of right a 'competency in (health) research, a competency in
understanding and managing Maori knowledge and a competency in operating in
Maori society' (Durie 1996:10).
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SECTION TWO
CHAPTER THREE
WHAN A U A N D

LEADERSHIP

INTRODUCTION

This chapter focuses on the significance of whanau as an important element in
Maori society, in particular its embeddedness in the first layer of our whakapapa:
Ranginui and Paptuanuku.

They began the first whanau whakapapa with their

children who became the second layer. Whakapapa has to do with inheritance and in
the modern world to do with genetic inheritance. I introduce the six whanau whose
whanau whakapapa have or are at risk of familial breast, bowel or stomach cancer.

In the first section of the chapter, I look at whanau as a complex and shifting
concept, process and practice, distinguishing between notions of whanau whakapapa
which relates to the hereditary

whanau

and ways it links to wider

hapu

relationships, and whanau kaupapa. Whakapapa is about inheritance and also has to
do with genes. This identifies a clear rationale for looking so closely at the concept
of whanau. Indeed, within this study Whanau One, Two and Three are linked by
whakapapa at hapu level, although it is only since the research that these links have
become activated.

Also significant is the fact that whanau is one of the most, if not the most, important
foundation of Maori life. Mead (2003:212) writes of the ' whanau principle' which
he said anthropologists have described as the kinship principle, while Maori called it
the whakapapa principle.
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Maori, he argues, see the whakapapa principle as 'underpinning the whole social
system and one must be born into the fundamental building block of the system in
order to be a member as of right'. Within this system appropriate leadership is
crucial to the well-being and health of Maori society. This chapter therefore also
looks at issues of leadership with a view to understanding the ways in which
leadership issues are played out in the dynamics experienced by the whanau
represented in the study, both in their intra -whanau relationships, and in their
relationships with Western health personnel and technologies.

Understanding

whanau

At the International Conference on Population and Development in 1994, there was a
wide debate on the definition of the word 'family'. At this hui the New Zealand
delegation argued for the acknowledgment of the plurality of family structures,
eventually accepting the breadtHlof interpretation possible in the United Nations'
Jk
General Assembly definition:
While various concepts of family exist in different social, cultural and political
systems, the family constitutes a basic unit of society and as such is entitled to
receive comprehensive protection and support (Central Health Authority 1994).
In commenting on this definition Durie (1997:3) acknowledged two vital points,
firstly that it was able to take account of diverse family structures, and secondly that
it recognized the value of family to society, such that it warranted guardianship and
preservation.

Williams' dictionary (1957:487) gives five meanings for the word whanau: to be
born, to be in childbed, offspring, a family group, a family (mod) and a familiar term
of address to a number of people.
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In applying these understandings, whanau can be seen as a basic support structure
and an integral part of Maori health and well being. From birth to death, throughout
this span on earth, the whanau features strongly. Whanau is also said to be 'the
safeguard and bulwark against the outside world' and this includes the experiences
of, in this instance, hereditary cancer illnesses and the seeking of information,
treatment and later even hospitalisation (Cram, Smith et al. 2003).

When we think, talk and write about whanau in Aotearoa, New Zealand in 2006 it is
essential to consider what other writers have recorded. For some writers, the point of
reference in understanding whanau relates to what it has been made 'other' to in
Western terms. The following words are a good place to begin.
When we talk about whanau therefore, what unites us is the process by which
whanau have been made 'Other' to the norm of a colonial nuclear family structure
throughout the process of colonisation (Cram & Pitama 1998:130).

It is due to the renaissance of Te Reo Maori me ona Tikanaga which began to gather
momentum in 1980s that the more comprehensive understandings of what is
encapsulated in the word whanau today have been recognized in a more official
sense and expressed as additions to Williams'(1957) initial five dictionary meanings.
The word whanau, moreover, has also entered the New Zealand English Dictionary
without translation. Metge in her book New Growth from Old - The Whanau in the
Modern World (Metge 1995:52) writes of the many meanings of whanau and states
that 'it is important to recognise that Maori people apply the word whanau to an
increasingly wide variety of categories and groups'. Metge gives a further five
contemporary meanings for the word whanau which have developed in the course of
the late 20 t h century.
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1

A set of siblings. This term is used by fluent speakers and not always
understood.

2

Refers to all the descendants of a relatively recent ancestor traced through
both male and female links. The sole criterion of inclusion is descent.

3

Refers to those descendants also of a relatively recent ancestor who come
together regularly and identify themselves eg as Rangi's

whanau.

The

criterion is descent plus regular, active membership. Usually have their own
households but act collectively for hui such as tangi and marena.
4

Refers to a descent group core with member's spouse and children adopted
according to Tikanga Maori from outside. In all respects the same as whanau
descent groups except for composition.

5

Refers to descent from a greater genealogical depth such as hapu and iwi
(ibid:52-53).

Whilst Metge's understandings of whanau all encompass notions of descent links,
any discussion on whanau today has to be cognisant of past, present and future. The
life style of Maori today is a result of the social trends of previous decades. Cram &
Pitama (1998) explain how two hundred years of colonisation, beginning with the
early European traders, missionaries and later settlers, has changed the structure of
Maori society. They argue that only whanau working with whanau and using
'whanau principles' will extricate Maori and level these disparities. Colonisation,
assimilation and later urbanisation changed some Maori so much that they were left
unable to organise themselves around their former communal lifestyle. This helped
to dismantle the social stability of whanau and hapu to the point that individuals
were left in confusion and disarray (Stewart-Harawira 1995).
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Colonial dominance changed forever the traditional life of whanau/hapu/iwi

through

religion, warfare, legislation and educational policy. In doing this Cram & Pitama
say, Maori were 'alienated from whenua (land) and te reo' (language). It also
undermined the 'ability of whanau to ensure Maori identity and well-being'.
Disparities between Maori and non-Maori now exist at many levels, including
education health, housing and income. Maori solutions to these disparities are
whanau solutions which involve working with whanau and following whanau
principles (Cram & Pitama 1998:130).
The concept of whanau as a nurturing and important construct of a healthy person is
borne out however when Maori leave the rural areas for urban areas to live, to
continue their educational studies or to seek work. Young people will be directed to
look for relatives, who may be attached to urban marae, churches, football clubs
where whanau kaupapa fill in if whanau whakapapa do not have a marae in the
urban area. Because people are able to opt in and out of various kaupapa

whanau,

Durie (1997) commented, these kaupapa whanau need to be supported in order that
they may give support. Therefore a core whanau must be maintained in order that
on-going manakitanga

(support and care) of whanau needing this care can find it

available.

Many have commented on the modern definition of the word whanau as Pita
Sharpies (1989) did when he said:
It is somewhat natural for Maori people to operate communally in the manner of a
'kin whanau' when they settle in a single suburb within a city even if they come
from different tribal areas. Urban Maori also form new whanau in pursuit of certain
Maori activities such as the building of an urban marae, or in the establishment of a
performing arts cultural group. It is completely natural for Maori people to
function in whanau groups and to share their responsibilities and privileges with
each other (Sharpies 1989:30).
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Schools offering total emersion, and bi-lingual classes in te Reo, Kohanga

Reo,

Kaupapa Maori schools, within public health structures, churches and sports clubs
are described by Maori parents and their children who attend them as whanau, and
function under Maori whanau kaupapa (Metge 1995). Whanau kaupapa may leave
at any time from these whanau, when their children leave kohanga, kura or the take
(reason) for which they gathered, as whanau has been resolved or completed. As
noted above, the whanau whakapapa are different because they are the hereditary
whanau whose ties can not be broken whether they attend hui at their own marae or
not. Whilst the arguments presented

in the thesis revolve around

whanau

whakapapa, the impact of urbanisation on whanau can not be ignored because of the
way the significance of whanau links have been undermined in the major institutions
of the country, and also because of the resultant disconnection within whanau.

Whanau in Maori social organisation
Walker explains the organisation of Maori society in pre-European times as kinbased corporate structures ranging in size from whanau, to hapu, iwi and waka. The
waka was an ideological confederation of tribes based on one of the ancestral oceangoing vessels that colonised Aotearoa

from Eastern Polynesia in the fourteenth

century (Walker 1993:1). In Maori society at this time whanau was the smallest
family unit, which, when used as a verb, means to give birth. A whanau could
comprise three or four generations and usually numbered between twenty and thirty.
Included in this unit were adult sons and daughters, their 'spouses' and children the mokopuna - who were, and still are, the treasured grandchildren (Buck 1970;
Broughton 1984; Papakura 1986; Walker 1990).
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Many whanau may constitute a hapu.1 Walker (1979) states that it was not automatic
that hapu would aggregate as whanau, and factors other than numbers needed to be
in place for this to occur. The main requirement was that there was a strong leader
with many attributes.

Maori could belong to one or more whanau/hapu/iwi,

but the place where they lived

claimed priority for their greater involvement. Knowledge of one's whakapapa was
essential if one visited outside the local whanau/hapu/iwi,

and when recited often

connected one with those visited.
Every Maori especially if he came from a good family, knew his or her
genealogy and exact relationship to every relative. This was most important to a
Maori. If he went to a strange place, he would only need to repeat his genealogy
to make himself known to any relatives whom he might have there. Though
these relatives lived under the clan name of another ancestor, he and they would
claim relationship through the genealogy (Papakura 1986:37).
For Maori the relationship within the whanau expressed the extended family rather
than what they observed when the missionaries arrived, with their family consisting
of mother father and children. Tupuna (did not only mean one's parents' parents, but
their parents' parents going back to Papatuanuku and Ranginui. The word matua
for one's father and whaea for one's mother was also used for one's parents' siblings.
The traditional whanau organised and maintained themselves primarily amongst
other whanau in their hapu. The whanau environment acculturated its members
into a collective affiliation, obligatory roles and responsibilities and the
importance of uniting people (Moeke-Pickering 1996)
The whole whanau was responsible for providing the workers for all the community
projects such as food gathering planting and other social hui. All took part in the
discussion which affected the holistic welfare of the whanau guided by the older
generation who were the teachers (Buck 1970; Walker 1979).
7

Hapu is not only the word for a section of a large tribe, clan, secondary tribe which is the meaning
used here, but it also means being pregnant.
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Although Maori carried out communal activities and shared the products of their
labour to some extent, their social system was by no means democratic (Buck
1970:337). Those who were not rangatira (chiefly class) were known as ware or
tuatua and were not quite on a par with English equivalent of 'commoner'. Buck
(1970) could not understand why there was such a distinction between these two
classes as all members were descended from common chiefly ancestors of their
period.

Understanding leadership within Maori social organisation
In order to understand leadership in Maoridom in the 21 s t Century one again must
look back to the past, to the time before contact with the European which began with
the explorer Abel Tasman in 1642. Maori before contact were a complex communal
society under the leadership of the rangatira and tohunga.

Traditional leadership titles were ariki (the first-born male or female in a family of
note); tohunga (a skilled person or priest); rangatira (a male or female chief) and
kaumatua (an old man or woman). 8 Much of the literature focuses on the assumption
that leadership within Maoridom in pre-European times was the prerogative of males
and determined by promogeniture which was based on male issue (Buck 1970;
Walker 1990). The matamua (first born) son of an ariki/rangatira

inherited the

mana and tapu of his ancestors. Lineage alone was not sufficient, however. He also
needed to show skill, ingenuity, initiative and bravery in order to establish and
maintain his position as the rangatira. If a female were the first born child she
would transfer rights of leadership to her male relations but would retain the title of
8

The meanings for these words have been taken from Williams' Dictionary of the Maori
7 t h Edition (1971).
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Language,

ariki. Walker (1993), states that these principles were not absolute. If the matamua
did not show all the qualities required of a chief, then a younger brother or even
cousin having all these skills could usurp his tuakana's (older brother's) position and
take over the leadership of the whanau/hapu/iwi.

Kaumatua
The term rangatira has connotations of noble birth as well as chieftainship, and the
term has become a title which some Maori use to describe leaders outside their own
areas (Metge 1967). Maaka (2003) believes that kaumatua is an inclusive word
which describes both elderly male and female, in both the singular and plural
(Maaka, 2003).

It not only defines a person or group as elderly but can be used as a title - much as
the title 'elder' which is used in certain communities other than Maori. Metge
(Metge 1967:203) states that the title kaumatua is 'partly but not wholly hereditary',
while Mahuika

(1975) specifically defines the term to be a person who fills

leadership roles in Maori society, particularly on the marae. Walker sees kaumatua

the leaders of the whanau who made decisions concerning the working of family
land, the control and use of family property and the rearing and education of
children. The kaumatua was usually the recognised spokesman on behalf of the
whanau in the forum of the marae, the ceremonial courtyard of the village (Walker
1993:1).
In pre-contact times some kaumatua

were the custodians of knowledge and

traditions, which they meticulously handed on to the whanau/hapu/tribe.

Others

cared for the children, teaching specific skills such as weaving carving and fishing,
whilst others advised and counselled. The role of kaumatua entailed living and

85

maintaining what it is to be Maori.

By their example in the performance of

ceremonial duties, marae protocol, the greeting and receiving of guests onto the
marae, the resolving of disputes between whanau/hapu, the younger members of the
whanau learned what it was to be members of that whanau/hapu/iwi.

It was,

therefore, within the whanau that the initial learning began - by observation,
emulation and 'absorption' from other members of the whanau. Children were seen
as an integral part of part of a community, and those who showed particular skills
were encouraged and given opportunities to pursue their interests with pukenga
(specialists). Young men of the aristocracy were instructed in the wananga to
prepare them for their future leadership status (Firth 1959; Metge 1967; Buck 1970).
The guides were the kaumatua and it was they who accurately and significantly
established the sense of identity for the younger generations (.Papakura 1986).

The impact of colonisation, assimilation and urbanisation has seen some changes in
the way kaumatua are viewed. Maori communities still have leaders from ariki and
rangatira

descent lines who lead whanau, hapu and iwi. They are expected to

organise and control all Maori occasions with the help of the whole community. Not
only is the role of kaumatua very important, according to Durie (1994), but they are
significant to the survival of the mana of the tribe. This role can range from one of
advisor to important figures in the nation - both Maori and Pakeha, to representation
on local councils, universities, schools, hospital boards, as well as their most
important role which is on the marae, both rural and urban. For it is not only their
language skill that is important, but their deep understanding of the traditional and
their counsel and advice on issues of the present. As Maaka (2003) explains,
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Kaumatua

are responsible for upholding the laws of the iwi and for mediating

disputes. They are the manifestation of all that is wise and retain links with the past.

When living in urban areas, or away from their own rohe - away from their
turangawaewae

(home marae), Maori have to be aware of tangata whenua in that

area and not takahi (trample) the mana of these people. Metge (1964:212) writes of
a group of Auckland 'immigrants' {Maori) who wanted to entertain Elizabeth II on
her first visit to Aotearoa.

They formed a haka party and approached the City

Council to consider them as part of a welcoming party and were given permission to
take part. They had not consulted with the local Ngati Whatua iwi who were rightly
angered at their ignorance. Pakeha and some Maori who have lived away from their
own turangawaewae

are not always aware of Maori kawa and can be embarrassed

by their own ignorance.

The protocol is that the tangata whenua have mana whenua over their own lands
and need to be consulted by those who are migrants. If they can not attend they
usually give permission for the organisers to hold their gathering and to provide their
own kaumatua for the occasion.

In the year 2006 Kaumatua

are a very valued group within Maori and Pakeha

society. The implementation of the Treaty of Waitangi into many aspects of life in
Aotearoa

means that kaumatua

are consulted on many occasions in order that

Tikanga Maori issues are observed correctly. Instead of cutting down on their workloads when they retire, kaumatua find that they are required to do more. They are
called on not only in rural, but also in urban areas, to carry out many duties at
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Kohanga Reo, Kura Kaupapa Maori, state schools, school marae, hospitals, and
many other organisations. Because the community values the work of kaumatua the
Maori communities have built kaumatua flats close to marae in rural and urban
settings, provided vans at low cost to transport them to and from hui (mainly tangi)
in an effort to take care of their needs. Kaumatua are taonga and their attendance at
hui gives mana to the occasion.

The role of Maori women
The principle that leadership was only for males is challenged by Metge (Metge
1967:58) who notes that in the East Coast tribes 'women were frequently recognised
as leaders in their own right'. Best (1904), Buck (1970) and Mahuika (1975) also
note Ngati Porou women as having important leadership roles. Rangatira could be
male or female (Walker 1993:1).

Powerful

women abound in Maori

cosmology beginning with

Papatuanuku

separated from her husband Ranginui by one of their sons Tanemahuta who, with
his brothers, had dwelt in the darkness between his parents. Papatuanuku, the earth
mother, 'is of great significance to Maori socially, culturally, spiritually and
economically' (.Mikaere 2003:2), and powerful women define the strength and
success (or failure) of influential male figures. In Maori Mythology the mischievous
Maui Tikitiki a Taranga called on powerful female relatives to assist him in his
feats. To fish up Te Ika a Maui he fashioned the jaw-bone of his tupuna Murirangawhenua. He then turned this into a patu (club) to subdue Ra the sun so that he could
not race across the sky each day, thus allowing them enough time to do their daily
work. He obtained fire for humankind from another tupuna, Mahuika. He was,
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however, defeated from gaining immortality for humankind by trying to kill his
ancestor Hine-nui-te-po,

who crushed him between her thighs as he sought to enter

her and eat her heart.

A further indication that Maori women are of equal importance to Maori men is the
fact that in our language the pronoun for he and she is the same - ia. In the oral
history handed down from generation to generation in pre-contact time women were
not seen as inferior to men, even though men were tapu and women were seen as
noa. Rather, Metge (1967) explains, this symbolises the complementary nature of the
relationship which obtains between them.
Maori attitudes are more accurately represented by saying that Maori see the
relation between men and women as homologous with (or having the same form as)
the relation of tapu and noa. In other words Maori see the categories 'man' and
'woman' as complimentary opposites, whose characteristics and functions differ
from but complete each other, and could not exist without each other (Metge
1967:62).
Women played an important role in the dissemination of the culture as the
composers, storytellers, guardians of the whakapapa and most importantly the whare
tangata (bearer) and nurturer of children. They were often celebrated in waiata
(songs), whakatauki

(proverbs), waiata-a-ringa

(action songs) and haka (war

dances), popular forms of oral communication through which knowledge was
transmitted and concepts and beliefs of the Maori were be passed on.
It is clear from such histories, that Maori women occupied very important
leadership positions of military, spiritual, and political significance. The feats of
these women are recorded vividly in oral histories: The fact that waiata continue to
be composed about them today is a reflection of their enduring power and influence
(.Mikaere 2003:2).
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Whilst many hapu or iwi were named after an important male rangatira who was
seen by as being 'at the apex of the whakapapa', in his iwi of Ngati Porou, Mahuika
(1975:86) states, more of the senior sub-tribes are named after women.

The arrival of the sealers and whalers, the missionaries and later, after the signing of
the Treaty of Waitangi, the settlers, changed the way in which Maori viewed their
women. This had to do with the status of women under English law. In direct
opposition to Maori,

according to English law, the head of the family (the

husband/father) was in control of the household. According to Scutt (1983) '[w]omen
and children were chattels to be used and abused by the paterfamilias as he chose'
(Scutt 1983:9). When the daughters married they became the property of their
husbands and any property they owned became the property of their husband to do
with as they wished. If they wished to leave their husbands the wives would not be
able to regain their property, would have no right to their children and would be left
destitute. The moral aspect of such an action would mean even her own family would
disown her.

The missionaries, even though they were men of God, believed wholeheartedly in the
English law pertaining to the status of women. Jenkins expresses their position of
conflict here.
Western civilisation when it arrived on Aotearoa's shore, did not allow its
womenfolk any power at all - they were merely chattels in some cases less worthy
than the men's horses. What the coloniser found was a land of noble savages
narrating stories of the wonder of women. Their myths and beliefs had to be shaped
and retold. The missionaries were hell-bent (heaven bent) on destroying their pagan
ways. Hence, in the re-telling of our myths, by Maori male informants to Pakeha
male writers who lacked the understanding and significance of Maori cultural
beliefs, Maori women find their mana wahine destroyed (Jenkins 1988:161).
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Some of the implications of this served to reshape the history. The Maui stories, for
example, focussed on him as a demi-god while his powerful female tupuna were
diminished to almost invisibility. The Christian story of creation was aligned to the
story of Tanemahuta fashioning the first woman, Hineahuone, out of clay. Not only
were the powerful women of Maori cosmology diminished by the elevation of the
male personae, the missionaries and the settlers from their paternalistic and
moralistic stance were critical of the Maori women with whom they came into
contact.
Maori women were perceived either in family terms as wives and children, or in
sexual terms as easy partners. Women who had "chiefly" roles were considered the
exception to the rule, not the norm. Maori women were considered attractive in the
absence of a pool of white women. Their autonomy was interpreted as immorality
and lack of discipline. Christianity reinforced these notions by spelling out rules
of decorum and defining spaces (the home) for the carrying out of appropriate
female activities (Smith 1992:55).

This view of Maori women could be over-looked by a settler who would marry one
if she was a woman of property and he wished to acquire her land and the protection
of her people.

That women were leaders, and could be spokespeople for their whanau/hapu/iwi

was

a concept so alien to the settlers that they could not comprehend or want to
comprehend what this meant. The negotiators for the Treaty of Waitangi would only
consult with Maori men and only when Maori women of mana insisted on their right
to sign, did the missionaries and Crown negotiators agree (Orange 1987:90). One
Crown negotiator who refused to allow a Ngati Toa wahine rangatira to sign was
responsible for her husband refusing to sign the Treaty. This rangatira believed his
wife to be his equal and showed his support of her by not signing himself.

91

Our tupuna, Erenora, was the wife of Panekareo, a paramount chief of Te Rarawa
and one of the women who signed the Treaty with her husband. She was, in her own
right a woman of power and position. Joseph Matthews who was the first missionary
to minister to Te Rarawa in Kaitaia wrote about Erenora for the Church Missionary
Society in 1848 just after she died.
She had been an extraordinary character in her day. Being the daughter of the
oldest branch of Te Rarawa chiefs, she was rich in slaves and landed possessions,
and had great influence. From our first coming here she has been a sore scourge to
her meek husband, from pride and other bad temper which she would manifest
(Matthews & Matthews 1940:118).

We can understand Matthews' observations of Erenora coming from his European,
patriarchal background and not being able to comprehend that Erenora had mana,
property and power within her own right and complete jurisdiction over all these
assets. He criticised her on other counts - her power in protecting her territories
against other tribes. Her evil, he stated, 'likewise extended to those tribes in more
immediate connection to her' (ibid).

And, as Claudia Orange noted, Panekareo was not a submissive person, but was
looked up to as a man of great authority in the north (Orange 1987). Further evidence
of the mana and importance of this woman is again stated by Matthews in his diary
after Erenora's death
After the funeral (Erenora's) we talked a little with Noble (Nopera) [Panekareo]
who seemed full of grief. The natives waited till we set off for home before they
fired off their muskets. They consumed on her death and burial two casks of
powder which was her exclusive property. She was always in the habit of having a
separate store of food and a separate farm to grow food and a separate store for
other things. (Matthews & Matthews 1940:121).
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These statements of Matthews' written in his diaries reveal to us the truth and
support for the oral history evidence that Maori women before the European arrived
in Aotearoa were of equal and sometimes of greater status than some Maori men.
Indeed, Pere (1994) considered her female tupuna prior to contact to have been very
liberated compared to her Pakeha tupuna. They were not considered to be chattels
or possessions, and would maintain their own names upon marriage with their
children becoming part of the kinship group of both parents.

The result of colonisation continues today for both Maori men and women and
Mikaere argues that there has been no end to colonisation and that 'it does not
merely inform our present. Colonisation is our present' (Mikaere 2003:8). In respect
of the disabled there had been some movement towards acknowledging the special
needs of Maori as in the Health and Disability Services Act (1993). Women still
have not given an equitable share in appointments, as evidenced where, of fifteen
Maori appointments to Crown Enterprises, only two of whom were women. Not only
Maori women are critical of our invisibility in the corridors of power. Jane Kelsey
(1993) , a Pakeha, saw our needs as remaining 'legislatively invisible' and therefore
invisible in the important groups functioning within the new structures.

At the Hui Whakapumau Taumata, Maori Development Conference held at Massey
University in 1994, a theme which kept recurring was the invisibility of Maori
women as leaders. However, a prediction was made by one Maori:
that Maori women would play a greater role in the development of Maori society as
politician, bureaucrats, consultants, lawyers and bankers and that Maori men might
be best advised to encourage rather than resent the movement (Wira Gardner
(1994) cited in Durie 1998:93-94).
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Although women have always played, and continue to play a strong role within their
own whanau/hapu/iwi

their position as leaders is often overshadowed by the

prevailing view within Maori society that only men can be leaders.

SUMMARY

In a number of fields of endeavour, however, which constitute important issues for
Maori - that is for the health and well-being of their whanau - the leadership is the
domain of the women. As this study exemplifies, women continue to play active and
crucial leadership roles today. For the whanau represented in the research, they have
been pivotal in seeking information, guidance and knowledge and in disseminating
understanding, encouragement and advice to their whanau. The six whanau who
were interviewed were led by five women and one man. Except for the male, these
people who took their whanau through these processes were not leaders in the
classical sense of rangatira status. These are whanau by strict whakapapa descent
because we are dealing with genetics and in this case familial cancer. Kaumatua
status is acknowledged but does not take precedence when a younger member of the
whanau with the consent of kaumatua lead the whanau for a specific purpose.

Kaumatua then take the supporting role which is very important for it gives those
attending a feeling of safety and strength. Gatherings in Maoridom for whatever
purpose are enhanced by the presence of kaumatua who are always appreciated for
their wisdom and counsel.
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SECTION TWO
CHAPTER FOUR
HAUORA MAORI

INTRODUCTION

The previous chapter looked at the Maori cosmological story which begins the
whakapapa and the first layers of creation. It introduces the concepts which are
central if an understanding of the way Maori go about their daily living, view health
issues, and make decisions is possible. This chapter brings the focus immediately to
Maori health. It begins with a discussion of the signing of Te Tiriti o Waitangi (the
Treaty of Waitangi) in 1840, its journey, and in particular how it has shaped our
health system. It begins from the premise that Article II of The Treaty promised for
Maori 'te tino rangatiratanga

o o ratou wenua, o o ratou kainga me o ratou

taonga' (the undisputed control over their land, their villages and their precious
possessions). To Maori then, and to Maori now, their good health is a taonga, but,
as the following statement elucidates, the promises and hopes the tupuna envisaged
in signing the Treaty 166 years ago have not been fulfilled. On the contrary, the
history of colonisation has been a history of marginalisation which has impacted to
shape the major social indices today.
The extent of that [Maori] marginalisation is clearly reflected in the
disproportionate ill health experienced by Maori compared to the general
population due to preventable and or manageable conditions. The disparity is
largely attributed to differences in social, economic, cultural and political
determinants of health (Ratima 2001:1).
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Throughout the world where indigenous peoples have been colonised a pattern of
health statistics similar to those identified by Ratima is often found. Ngiate Brown,
an Aboriginal medical educator for the Northern Territory of Australia, explains this
in political, cultural and institutional terms.
Institutional racism, bureaucratic inaction and disconnect between Indigenous
people and non-Indigenous Australians [were given] as the underlying reasons
behind the so-called 'double burden' of disease suffered by Indigenous people
(Lowenthal, Grogan et al.).

If an understanding of the nature and extent of marginalisation of Maori health is possible, it
is necessary to understand the nature and extent of the 'disconnect' that Brown speaks of. In
turn this may allow an understanding of the reasons why many Maori have been reluctant to
take advantage of the Northern Regional Genetic Services established in 1996. Through a
discussion of aspects of Hauora Maori (Maori Health) pre- and post-Treaty the chapter is
able to demonstrate a multi-faceted process.

TE TIRITI

O WAITANGI

The Treaty of Waitangi has been referred to as a founding document of modern New
Zealand. This was a term used in 1992 by the Hon. Simon Upton, Minister of Health
(Deaprtment of Health, 1993). It was said that concern for the health of Maori was
part of the reason that Busby, the British resident in New Zealand in 1837, urged the
Colonial Office to intervene to protect Maori in the face of imminent colonisation
(Buick 1933).

Busby wrote to the Colonial Office in 1837 asking them to do something before
Maori numbers declined any further (Durie 1998). Lord Normanby of the British
Foreign Office was wary of colonisation in New Zealand and commented that it did
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not always bring advantages to indigenous peoples. He stated in his written
instructions given to William Hobson on the 14 th August, 1839:
The spirit of adventure having thus been effectively aroused, it can no longer be
doubted that an extensive Settlement of British Subjects will be rapidly established
in New Zealand; and that unless protected and restrained by necessary Laws and
Institutions, they will repeat, unchecked in that corner of the Globe, the same
process of War and spoliation, under which uncivilised Tribes have almost
invariably as often as they have been brought into the immediate vicinity of
Emigrants from the Nations of Christendom (Department of Justice 1987)
It would seem to be that the intention of the Colonial Office was to treat Maori fairly
and Lord Normanby's instructions were prophetic. The outcome was the 1840 Treaty
of Waitangi, the preamble of which contained the objectives for the protection of
physical and human resources. In 2006 an understanding of the Treaty is needed not
only from a health perspective which this research encompasses, but because this
document permeates the lives of the descendants of those representatives of the
Tangata Whenua and the British Crown Tangata Treaty who signed it on 6 t h
February 1840. The Treaty of Waitangi contained three Articles.

Article I:

Transfer of sovereignty

There has been continued debate among Maori and Pakeha about the translation of
the word sovereignty which Maori translate as mana, rangatiratanga.

Henry

Williams, the Church of England missionary, was given the task of translating the
Treaty. The translation used governorship (.Kawanatanga) which Maori did not
understand fully.

It was seen as a weaker concept of 'administrative authority'. Kawharu stated that
there was no possibility that the chiefs who signed the Treaty had any understanding
of government in the sense of sovereignty (Kawharu 1989). Williams had used
different words when he translated the Declaration of Independence and described
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Maori sovereignty as 'te kingitanga te mana'

(Schwimmer 1968:12). As Durie

(1994) points out, the consequences have been considerable (Durie 1994).
The wording in the Treaty was more consistent with Busby's idea of protectorate
than a formal annexation of absolute power. What ever else, however, Article one
did provide for the Crown to establish a government (Durie 1994:82).

Article II:

A continuation of property rights

As noted in the introduction to this chapter, The Treaty of Waitangi guaranteed 'ki
nga tangata katoa o Niu Tireni, te tino rangatiratanga
kainga, me o ratou taonga'

o o ratou wenua, o o ratou

- 'to all people of New Zealand the undisputed control

over their land, their villages and their precious possessions'. This Article defines
clearly the promise the Treaty sets in place to ensure the protection of the social,
economic, cultural and spiritual rights of Maori. Of particular significance for this
thesis, as this chapter explains, is the way in which these rights all contribute to
Maori well-being, and are therefore crucial to hauora Maori.

Article III:

Citizenship rights

'In consideration thereof Her Majesty the Queen of England extends to the Natives
of New Zealand Her royal protection and imparts to them all the Rights and
Privileges of British Subjects'. This Article provides the constitutional grounds on
which Maori rights, as explicated in Article II, are to be guaranteed. In proclaiming
citizenship rights, it also encapsulates a promise of care, welfare and security in that
promise.

The Treaty in regard to Health
The Treaty of Waitangi was not only concerned with the protection of physical resources but
also with the protection of people. However, this was not re-articulated until the New Zealand
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Board of Health (1987), in response to advice given by the Standing Committee on Maori
Health in 1985, recommended that the Treaty of Waitangi be regarded as a foundation of
good health (James 1992:10-11). The government at that time was still reeling from the
Waitangi Tribunal's 'sweeping revision of New Zealand's history and substantial criticisms
of over a century of unfair legislation' (Durie 1994:81). This was founded on Maori claims to
property rights, to physical resources (land and fisheries) based on the Treaty of Waitangi. To
this point, however, very little consideration had been given to health, education, welfare and
housing relative to the Treaty of Waitangi, despite the outcomes of a post-urbanisation report
from the Department of Maori Affairs (Hunn 1961).

Irihapeti Ramsden, a prominent Maori health consultant, expresses for Maori the
essence of the phrase 'me o ratou taonga' from Article II of the Treaty.
A major taonga or precious possession of the Maori is their health. Intangible
though it may seem to the western mind, our people define health, language and
birthright as precious possessions passed to us from our ancestors and which we
have an obligation to maintain and preserve for the future of our people (Ramsden
1989:2).

In her comment Ramsden is articulating the same views that were expressed in the
conclusions drawn from a Maori Health hui towards the end of the 20 th century - that not
only health was important, but that language and birthright were also taonga to be maintained
for future generations. This hui, at which a group of Maori health researchers gathered to
present their research and discuss its findings, was held at Hongoeka Marae in 1996.
They set out a document which became known as the Hongoeka Declaration of Maori
Health Researchers, which appears as Appendix 8 (The Hongoeka Declaration for Maori
Health Research, 1996). The Preamble to this document is explicit in acknowledgment of the
principles of the Treaty as a starting point for a positive way forward.
As Maori researchers in the area of Maori Health we are committed to working for
research which contributes towards hapu, iwi, tangata whenua development. This

process means regaining Tino Rangatiratanga and overcoming negative impacts of
colonisation. We acknowledge the Treaty of Waitangi as the basis for partnership
between Maori and the Crown and will work to incorporate the values underpinning
the Treaty in our work (The Hongoeka Declaration for Maori Health Research
1996).
What is the Waitangi Tribunal?
The Waitangi Tribunal Act of 1975 was passed by the Labour government to hear
Maori grievances from the time of the passing of the Act. Matiu Rata as the
Minister of Maori Affairs, suggested that 1900 be considered as the retrospective
date for claims to be heard: he was unsuccessful. After a series of protests beginning
with the land march to parliament beginning at Te Rerenga Wairua in the far north,
a national hui at Turangawaewae Marae and the occupation of Bastion Point and
Raglan Golf course, Maori showed their strength and unity in their grievances.

In the 1985 Treaty of Waitangi Amendment Act was passed making February 6 t h
1840 the retrospective date from which claims by Maori could be claimed. The Act
requires claimants to be Maori or of Maori descent and states that claims must be
brought by an individual on behalf of a group. The Act clearly states that the
Tribunal is a Commission of Inquiry and hears only actions against the Crown where
claimants have suffered harm as a result of the Crown's actions in respect of the
Treaty.

This legislation was further amended by the Treaty of Waitangi Amendment Act
1988, through which representation on the Tribunal was increased to 18, including
the Chief Judge of the Maori Land Court. However, the requirement that a majority
of the members were to be Maori was removed. The Crown Forests Act followed in
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1989 and gave the Tribunal the power to recommend the return of forest lands
(Waitangi Tribunal 1988).

Regardless of the time it takes to process claims to the Waitangi Tribunal and the
fact that the Tribunal can only make recommendations to the government which it
does not have to act on, some iwi have received compensation. For others the
compensation has been that they have become part of the struggle that seeks to
gather information which is set before men and women of the Tribunal and carefully
considered. They have learned much from the research which has returned mana to
the hapu/iwi. Even though the process is long and some claimants have long since
died, their descendants continue the fight. Maori however need the goodwill of
Pakeha in their fight for justice and a redress of power and resources in Aotearoa.

In the year 2005 the Treaty was again the subject of heated discussion after Don
Brash, the leader of the opposition party, spoke at a Rotary meeting in Orewa, north
of Auckland. In this meeting Brash questioned the Treaty and the way in which he
felt it allowed Maori to be privileged over other New Zealanders. This position
stimulated much debate, but was most significant because of the way it served to
legitimate Pakeha opposition to certain Treaty discourses, and resulted in some
Pakeha New Zealanders arguing that the Treaty should be set aside and reviewed.

And yet, the Treaty was signed by two peoples reportedly in good faith.9 It has had 166 years
of various responses. For Maori the wish is that it had been adhered to by the partners; for
many others, the wish is that it was never signed; and for still others, the wish is that with
9

For a comprehensive understanding of the importance for Pakeha to recognize the relevance of the
Treaty for all New Zealanders, see Snedden, 2005.
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careful negotiation, it could become indeed a basis for true partnership - a basis for justice in
the sharing of the resources of the land and of control over the knowledge on which the
institutions of the country operate. Because of the inextricable linking of land, knowledge,
control and well-being, it is only then that the health of Maori can begin to be on a par with
that of non Maori.

HAUORA

MAORI

If Maori believed that the signing of the Treaty of Waitangi would support their
continued health and well-being, it was not long before this aspiration was thrown
into question. Within 18 years they were not only outnumbered by the Treaty
partner, but they were also being increasingly exposed to the infectious diseases that
would decimate their numbers further and make them a minority in their own land.
The long-term impact of this is manifested in 2006, in Aotearoa New Zealand,
where, although Maori are supposedly given equal rights in the law, they continue to
be disproportionately represented in negative health statistics. In the foreword to the
publication of Hauora: Maori Standards of Health III,

the late Erihapeti Murchie

writes:
This volume also draws attention to Maori ill health being to a great extent as a
result of socio-economic and socio-cultural factors which have their roots in
colonialism, and the struggle to adapt to rapid change arising from post World-War
Two urbanisation. Until the grievances arising from failure to honour the Treaty of
Waitangi are resolved, Maori ill health will remain a problem. Smoking, obesity,
alcohol abuse and poor diet are largely symptoms of economic and educational
disadvantage and until incomes and scholastic attainments are improved they will
continue to inflict ill-health (Murchie 1995).
These words provide an excellent insight on which to develop a discussion of Maori
health issues from pre-contact time to the present. From the beginning of Pakeha
settlement, Maori were interested and enthusiastic about all aspects of the new
technologies that Pakeha brought. The Three Articles of the Treaty of Waitangi
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seemed to cover all aspects of a way in which two peoples could live in harmony and
good health.

Looking back to fully understand
In order to understand the situation today, there is a need to look back in our history
as the tangata whenua (people of the land, the indigenous people) of Aotearoa New
Zealand. Prior to Pakeha contact Maori belonged to a communal society. All shared
in the belief that the surrounding maunga

(mountains), awa (rivers),

moana

(beaches), and ngahere (forest) combined with them in their endeavours to provide,
shelter, food and mana for the hapu. Their pride in their surrounding landscape was
further enhanced when they identified with maunga, awa, moana and ngahere in
their whaikorero (oratory), waiata (songs) and purakau (stories). These were the
unchanging reminders of their turangawaewae (place to stand).

Strategies for good health
The relationship with the environment incorporated an understanding that, for the
well being of their hapu, a form of public health system was essential, with reliable
water and waste-disposal high on the list, along with sufficient food stores and
strong safe shelter. Maori located their pa (fortified villages) on hill-tops for safety,
good drainage (which eliminated dampness) and as a strategy of warfare. A
sophisticated system of storage and of disposal of household wastes was based on
principles of good health. There was always a separation of cooking and sleeping
facilities. Each member of the hapu had to work in harmony as a team under strong
leadership of a rangatira
tikanga).

The

care

(chief) and tohunga (expert in spiritual karakia and

of the

environment

responsibility of all.
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was

extremely

important

and

the

The underlying philosophical basis for public health was linked to dividing people,
places or events as either tapu or noa (Durie, 1994:7). Buck (1970) describes tapu
and noa as examples of regulatory mechanisms that contributed to a Maori disease
protection system within an intact Maori view. Marsden explains further the links to
spiritual matters, in writing of tapu as:
The sacred state or condition in which a person, place or thing is set aside by
dedication to the gods and therefore from profane use. This tapu is secured by the
sanction of gods and reinforced by endowment with mana (Marsden 2001:122)

Barlow (1998) saw tapu as the power and influence of the gods. Adhering to tapu
provided protection of food sources from depletion and contamination which,
although not always permanent, allowed for conservation and restoration (Barlow
1991:128). When areas were thought to be restocked or no longer contaminated, a
state of noa (no longer tapu) could be put in place. Urupa (burial sites) and wahi
tapu (sacred places) were always considered tapu and there were special rules for
entering and leaving these areas. Tapu thus provided a safety mechanism in that it
provided guidelines for avoidance of danger and instilled a sense of caution (Durie
1994). Ignoring the principles of tapu, according to Tate was the same as 'declaring
spiritual suicide' (Tate 1990:5).

Processes of birth and death were transmitted from one generation to the next in the
oral history. Towards the end of their pregnancy expectant mothers were housed in
the whare kohanga (birth house) which was situated a distance from the kainga
(village). The expectant mother was attended by one or two caregivers who looked
after her until the birth of her child. About a week after her confinement she returned
to her whanau and the house was destroyed by fire (Durie 1998). After a person
passed away they were placed in a Whare mate (death house) and members of his or
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her whanau were in attendance. Durie (1994) saw this as a preventative measure
against contamination which freed the wider community to continue with their
everyday functioning. Like the whare kohanga, the whare mate was destroyed after
the tangi (funeral). We see in these traditions a collective role within the whanau,
both in entry to and exit from the world. 'At the appropriate time and following the
appropriate rituals the food, mot her and child, and mourning whanau were returned
to a state of noa\

Durie explains, 'whereby they were integrated into the

community' (Durie 1994:12).

Maori view of illness
Makutu

(a curse) was the most well known cause of illness and could be

administered or cured by tohunga makutu (practitioners of black magic). The
tohunga makutu were the lowest class of tohunga trained in the whare maire (house
of black arts) in religious theory and ritual. Although they were greatly feared, they
performed a useful purpose in providing a pattern of social control (Walker 2004).
Their powers were strong enough to kill, but if the person cursed were innocent he or
she could appeal to the tohunga ahurewa (most powerful tohunga) to reverse the
makutu (ibid).

The term mate in the present tense means sick: E mate ana ia (He is sick). In the
past tense: Kua mate ia (He has died). Aitu (a more classical meaning) and aitua are
used about sickness which results from an accident which may or may not result in
death. Disease was seen by Maori to be a 'spiritual visitation' which had no natural
cause but which was intrinsically associated with a 'spiritual causation' (Buck,
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1970). Buck explains the significance of the differentiation between an illness which
had an apparent cause, and that which did not.
The pain and symptoms of disease sprung from unseen causes and so the fear of
things invisible associated them with the gods who were manifesting their
displeasure at some transgression, not of a law of nature but one of the
multitudinous laws connected with some or other atua or god (Buck 1970:45).
A logical explanation was to link such illness with a violation of tapu - when
persons, objects and places deemed tapu were interfered with. Actions which
constituted such violation would include going into wahi tapu (sacred places) or
touching the head or articles worn on the head of a rangatira or tohunga. The result
of any of these transgressions or infringements was mate Maori (Maori sickness).
The laws of tapu pervaded all aspects of Maori life. It was believed any
transgression of tapu brought spiritual retribution by the gods withdrawing their
protection from the mauri of an individual. Once that protection was withdrawn the
mauri was open to attack from malevolent spirits and evil influences (Walker
1986:3).
Buck (1970) compared mate Maori with a psychosomatic disorder diagnosed by a
Pakeha doctor when there appears to be no external or internal reason for illness. A
more recent study endorses Buck's comments about the origin of disease, but also
notes the implication of medical probing, an insight which is useful in helping to
make sense of modern-day attitudes to medical interventions with which this thesis
is interested.
It is clear that Maori ideas about the causation and treatment of diseases would have
lessened the likelihood of much medical experimentation. No reliance was place on
any treatment (even an apparently rational one), by itself, for the supernatural aspect
was always uppermost, and all treatments were accompanied and made effective
with karakia. Consequently any distinction made between mystical and rational
treatment, between spiritual therapy and herbalism is unreal (Lange 1972:15).
Maori, according to Lange (1972) were not nursed in the European sense which
attempted to alleviate pain and suffering, but for the express purpose of expelling the
aitua which caused the illness. However, Elsdon Best (1974), a prolific writer on
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Maori customs, dismissed the traditional theory on the origin of Maori disease as
'superstitious mummery' (Best 1974:136). Because Maori believed that diseases
were punishments for transgressions, he argued, they did not research into oral
medicines and had few drugs in ancient times. Writing from the Pakeha perspective,
Best claimed that Pakeha found Maori to be utterly ignorant of medical science,
relying rather on superstitious practices and magic formulae in cases of sickness
(Best 1904:32).

In his medical thesis Buck (1910) endorsed Best's view, and said there was little to
learn about Maori medicines from ancient Maori lore, apart from the use of korere
or torohi (Maori plants) for diarrhea, and puru for constipation, wounds, bruises and
skin diseases (Buck 1910). These were seen as the ordinary forms of illness free
from the influence of the supernatural. Buck had collected plants said to have been
used by Maori to make rongoa (medicine). He found that European elements such as
copper sulphate, magnesium sulphate, port wine and brandy were added to the plant
solution before the rongoa was used. He therefore came to the conclusion that with
few exceptions (at that time), all so-called Maori medicines had been introduced
after the coming of the European (Buck, 1970). The limitations of this view are
challenged by Durie.
Systems for treating illness were sufficiently well established in traditional times to
indicate that there was an awareness of basic anatomy, and understanding of
physiological principles, recognition of the healing properties of flora, and, perhaps
more significantly, a lack of clear separation between mind and body (Durie
1998:15).

Maori health after contact
The stature of Maori impressed the early explorers and Cook on his first visit in
1769 judged them to be:
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A healthy race, a great number of old men, the young, muscular in strength. In our
visits to their towns where young and old, men and women, crowded around us, we
never saw a single person who appeared to have any bodily complaint, nor did we
perceive the slightest eruption on the skin, or any marks that any eruption had left
behind (Gluckman 1976:166).
Cook estimated that in 1769 there were 100,000 Maori in New Zealand, but this has
been disputed and thought to be higher by those who accepted the evidence of
archaeological sites (Walsh 1907). Noel Ruth in 'The Maori Population of New
Zealand' an unpublished typescript (1952) held by the Department of Maori Affairs,
refuted the evidence of the archaeological sites that the population was higher than
Cook's estimate (Ruth 1952). His reason was that Maori were migratory and often
abandoned their pa and villages, for various reasons.

According to Colenso (1868) Maori always maintained that before the Pakeha came
there were many, healthy who enjoyed longevity, and this was the opinion of
Wright-Sinclair (1987) who, after looking at the comments of early explorers and
settlers, concluded that Maori

were 'indeed physically robust, and generally

possessed good health'. This, according to Pool (1991), was due to the well
established Maori public health systems which had been established over many
generations in order to meet the particular climatic conditions of Aotearoa and Te
Waipounamu.

Whilst they were not part of the catastrophic epidemics of the 16 th and 17 th centuries
which ravaged Europe, the delay was temporary, and their health systems did not
prevent the decimation of their population by the contagious diseases brought to
Aotearoa by the early settlers.
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Aotearoa
The earliest record of the state of Maori health around 1807 was contained in a book
by Dr. John Savage in which he blamed the visit of European ships for a most
'distressing malady' - venereal disease. He wrote of this disease as one which would
'entail misery upon the future generations of a healthy and happy country'. Savage
felt the onus was on the captain to see that his men were clear of the disease. He
could not see any form of European health care and the Maori had no cure for this
new disease (Gluckman 1976:46).

Most of the health services provided for Maori pre- and post-Treaty were provided
by the missionaries. The Anglican Bishop of New Zealand from

1841-1868,

Augustus Selwyn, brought medical men from England for the express purpose of
working amongst Maori. At first Europeans were keen to extend health care to
Maori who were said to be eager to take advantage of these services (Dow 1999).
The arrival of many more European in Aotearoa after the Treaty of Waitangi was
signed meant they brought their own Western practices of medicine and technology
which they considered to be superior to any system practiced by Maori. More
significantly, however, was the fact that this precipitated the marginalisation of
Maori scientific and medical knowledge.

The introduction of illnesses which could not be explained within traditional Maori
experience were 'proof of their inferior medical science, whilst Pakeha attempts to
institutionalise, through ideological and paternalistic assumptions, the common sense
superiority of the Pakeha ways of understanding and treating the illnesses, would
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interrupt the path to good health which had defined the Maori experience. Ratima
(2001:117) explains.
The effectiveness of customary Maori public health systems relied upon confidence
in the concepts that framed the system, and respect for tohunga as health specialists.
When it worked well the system was self perpetuating in that, by adequately meeting
the health challenges of the time, trust in the concepts that underlay the system was
instilled in the population, which then behaved according to the parameters set by
the concepts (Ratima 2001).
When the tohunga ahurewa were not able to counter the new unknown contagious
illnesses such as chicken pox, measles, mumps, typhoid fever, whooping cough,
tuberculosis, influenza and venereal disease, this caused extreme fear amongst
Maori, and resulted in a loss of confidence in their tohunga and in their health
system (Walker 1990). The people were devastated and mystified by the effects of
these infectious diseases for which they had no immunity nor understanding of
causation and began to turn to the power of the new God as espoused by the Pakeha
settlers who seemed to be immune from these infectious diseases (Durie 1998).
There were other reasons for their distress beside the decimation of their numbers
estimated to be 100,000 at time of contact with Europeans in 1769, to below 50,000
at the beginning of the 1900's (Pool 1991; Durie 1998). According to Nicholson,
(1988) and Stephenson (2000) Governor Grey used the establishment of hospitals for
Maori and Pakeha in 1846 as part of his policy for assimilation.
Grey proposed that the hospitals serve Maori and Pakeha alike so that, by free communication
between patients, and by the opportunity for Maori to emulate Pakeha models of health and
hygiene, the civilization agenda embarked on by the missionaries should be considerably
advanced (Stephenson 2000:131).

The Native Schools Act of 1867 was another initiative in which transmission of
Western health practices were central to the 'civilising' agenda of the colonial state
(Simon and Smith 2001). Prior to this the education of Maori had been in the hands
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of the missionaries with a subsidy from the colonial state. Within the Native schools
Maori were encouraged to abandon their traditional cultural values, customs and
language in favour of those of the European (ibid). The land for the schools had to
be provided by the Maori who, in the early stages of the system's history, also had
to help with half the building costs and a quarter of the salary of the teacher.

Nicholson (1988) believed that the 19 th century view of Maori was the result of their
social and political position at the time. There was a range of opinions about their
ability and potential depending on the diverse views of those European involved in
New Zealand politics.
Missionaries, imperial authorities and settlers all constructed their own vision of the
Maori. The distinctive characteristics of each image aided the particular social
interests of the particular grouping for whom it was devised (Nicolson 1988:67).

The good intentions of the British to improve their colonising methods in Aotearoa
New Zealand were set aside as settler numbers grew to outnumber the tangata
whenua, who began to exhibit resistance to settlement and cultural assimilatory
practices. Funding issues to establish health services for Maori and the tensions of
the land issues saw Maori and Pakeha withdraw from earlier partnerships.
One of the major changes in this period related to ethnic composition of the patient
base. The rapid increase of the European population from the 1860s brought earlier
relative equality of treatment to an end and changed the ethos and function of New
Zealand's hospital system (Dow 1999:60-61).
The focus of the settlers turned to their own immediate health needs, as they were
requesting a public health system which would protect them from the infectious
diseases which were decimating the Maori. They were also concerned about such
basic necessities as clean water and sanitation (Dow 1995). Because of these
anxieties an ad hoc health system developed with provincial squabbles as to whose

111

responsibility

it was to fund these initiatives. As Dow (1995:21)

claimed,

'[throughout New Zealand there was an apparent lack of effort to tackle the
situation' and it was some years before the central government 'demonstrated a
willingness to accept some responsibility for public health'.

For Ratima (2001:120), however, despite Maori resistance to all these tensions, the
most insidious and far reaching change that was to impact on Maori was the loss of
confidence among Maori in their capacity to both lead their own health development
and to identify and untilise those aspects of their customary health systems that
could be of continuing relevance to their new situation. This would be exacerbated in
1907 when the Tohunga Suppression Act was passed into law. This Act was
introduced to stamp out what the government perceived as the negative authority and
influence, not only of the tohunga, but of Maori culture itself, and of the solidarity
that such a link to traditional ways would support. According to Lange (Lange
1972:325) the onslaught to do with 'Tohunga-ism' as he named it, was more to do
with political issues and the emergence at Maungapohatu

of Rua Kenana, the

Tuhoe prophet, whom he claimed, 'the Pakeha viewed negatively'. The impact of
this Act was considerable, in terms of both Maori health and wider knowledge
systems (Stephenson 1996).

It opposed the legitimacy of Maori knowledge to do with healing as well as
outlawing the traditional healers and their links with the Maori spiritual world.
Rolleston (1989) felt the Act not only made Maori more dependent on Western
medicine, as was intended, but weakened the effective belief systems that upheld the
mana of Maoridom with the loss of valuable knowledge 'that is the part of any
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cultural maintenance process' (Rolleston 1989:5). This Act was not repealed until
1967.

Loss of Land as a health issue
Whenua (land) has always been associated with Papatuanuku the Earth Mother. The
placenta of a child is also called whenua, and the father of the new born child returned the
whenua to bond with Papatuanuku. At death the person will be returned to the earth and
there is met by the great ancestor Hine-Nui-Po who killed Maui the demi-god who sought
immortality for humankind. Sinclair (1975) explains Maori love of the land and identification
with it. 'His [sic] close spiritual relationship with the land stemmed from his traditional
concept of the basic origin of mankind deriving from the loving union of the earthmother,
Papatuanuku, with the skyfather, Rangi-nui-tu-neV (Sinclair 1975:64). Maori have long felt
that the Western preoccupation with their material and scientific world does not incorporate
an understanding of the spiritual significance of land to Maori. Their approach to land meant
that pollution of seas, rivers, lakes and land was not treated as an area for concern, but for
Maori such neglect is a cause of mental ill health. Land is a sign of mana and is held on a
collective basis which means that the whanau or hapu are responsible for its upkeep and
management.

Loss of land constituted a loss of identity, self esteem and well-being during the colonisation
process that caused great despair. Such loss included also loss of maugna, awa, moana, roto,
ngahere and wahi tapu - places of great significance to Maori. The impact has been of a
spiritual rather than a physical pain, and is exemplified in the case of the hapu of
Waimamaku. Their burial chests (ikauika) containing the koiwi (bones) of their tupuna had
been hidden in an ana (cave), but were stolen and sold to museums in Aotearoa and other
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parts of the world. Only through an application to the Waitangi Tribunal by John Klaracich in
1988 on behalf of Nga Hapu o Waimamaku did they have some of their kauika returned to
them. In their claim to the Waitangi Tribunal, Klaracich tells of their deep feeling for their
land, and of its significance to the health and survival of the people. 'On their land battles had
been fought and blood had been spilt in defense of it and generations of ancestors had tilled
the gardens' (Klaracich 1990).

How the land was lost
As settlers came to outnumber Maori, so their demand for land far exceeded the wish
of Maori to sell. When the Maori chiefs signed the Treaty of Waitangi, they could
not have imagined this outcome which would surely have been counter to their
intent. Under the Treaty, Article II gave the Crown the right of pre-emption to the
purchase of land. In November, 1840 a Royal Charter issued by Hobson, gave the
Crown the right to survey the whole of New Zealand into districts, counties, towns,
townships and parishes. There were areas also set aside for town sites, roads,
churches and schools. The chiefs who signed the Treaty had no idea and were not
made aware of these happenings. Walker (1990:98) argues that had they been aware
of this, 'Hobson's governorship might have been short-lived'. Walker describes
further the underhand way in which land was expropriated.
The Charter also instructed the governor to make grants of 'waste land' to private
persons for their use, or to corporate bodies in trust for public use. Since there was
no waste land in New Zealand the instruction could only be construed to mean
Maori land. Not even the proviso in the charter excepting land occupied by Maori
altered that intent, since the Maori did not recognise a category called waste land in
the tribal domain. The charter declared all waste and uncleared land to be Crown
land, which was sold at a uniform price per acre to European settlers (Walker
1990:99).
The Treaty was breached in spirit and Walker (1990) states it was not long before it
was breached in fact. The New Zealand Wars saw land confiscation and many Maori
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forced from their kainga and pa, decimated by war, illness and poverty. The loss of
land is shown in the malaise of the Maori spirit when they were denied access to
their traditional lands which had been taken through warfare, confiscation, or the
pen. This was most keenly felt at a spiritual level because of the links with the
ancestors who themselves were the strength of the people. As Durie (1997:2)
explains, 'land is a symbol of continuity with those who have passed to the spiritual
world, and respect for land augments one's spiritual strength'. Thus tribal health and
well-being stemmed from mana whenua which encapsulated tribal ownership,
integrity and continued existence.

MAORI VIEWS ON HEALTH

It was at a training session for the Maori Women's Welfare League that Durie (1988)
first presented Te Whare Tapa Wha as a model of Maori health. The League, in
August 1982, was contemplating its first research project Rapuora. Durie saw his
house model with four walls of health as a balance between four interacting
dimensions.
1)

Te Taha Wairua (the spiritual side).

2)

Te Taha Hinengaro (thoughts and feelings).

3)

Te Taha Tinana (the physical side).

4)

Te Taha Whanau (family).

Durie uses the analogy of a wharenui (the meeting house) which is the culmination
of putting together all the important parts. Singly all have an important attribute, but
when put together this forms a strong interconnectedness which is a powerful whole
and expresses modern Maori thinking. Murchie (1984:112) captures the essence of
Durie's concept of the Whare Tapa Wha in the following words in the Rapuora
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Research. To say that a person is a psychosomatic unity, a personality formed jointly
by physical and mental processes, only partly embraces the Maori concept. A study
of Maori health must follow more than two strands. Tinana is the physical element
of the individual and hinengaro the mental state, but these do not make up the
whole. Wairua the spirit and whanau the wider family, complete the shimmering
depths of the health pounamu, the precious touchstone of Maoridom.

Te Taha Wairua
The spiritual dimension is regarded by Maoridom as the most basic and integral
requirement for health. Dr Henare Broughton (Broughton 1984) said that most
studies on Maori health have tended to ignore aspects of spiritual welfare which in
Maori terms affects a person's feeling of total well-being. Spiritual welfare is a
concept which in Maori terms comes from traditional beliefs which are handed down
orally by the kaumata from generation to generation, and which may vary from iwi
to iwi. Before colonisation, these various tikanga were learned and experienced in
the kainga and on the marae, the focal point of Maori existence. The mental and
cultural well-being of the Maori includes that which is related to whenua, reo, hui,
and whanau that comes from the spiritual realm.

The religious beliefs and practices of the Maori are not necessarily to do with a
strong adherence to any particular denomination or regular church attendance, but
rather to the acknowledgment that people have limitations within the world's living
environment. There is a need then to be humble before the elements, and belief in a
Creator is given the due recognition in prayers both formal and informal. Spiritual
well-being also suggests that whenua, moana, awa, maunga, roto and ngahere have
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their own spiritual

significance

and have been remembered

in waiata

and

whaikorero in times past, while these days can be remembered in prose and poetry
(Sinclair 1975).

In death Maori are linked to the spiritual world and that is why it is important to be
close to loved ones as their spirits hover tentatively between this world and the next.
In karakia mourners guide the spirits safely towards Te Reinga and they feel the
spiritual presence of the deceased, a sense of continuity with the tupuna who have
gone before. In one particular hearing (Wai 17, 1988), the counsel for the claimants
in an application to the Waitangi Tribunal summarised the position for the iwi, a
position which resonates with other hapu/iwi.
The case of the tribe's own territory was developed to an absorbing degree, tribal history was
written over the hills and vales, its rivers, streams and lakes and upon its cliffs and shores.
The earth and the caves that held the bones of their illustrious dead and dirges and laments
teemed with references to it (Buick 1936: 379).
Te Taha Wairua also accounts for mana which has many meanings: self esteem,
personal prestige, charisma, but not originating from a person's personal pursuit or
strength. It is, according to Durie (1985:483), 'a state conferred by the gods, a state
of spiritual authority and power denoting a high level of health without an egocentric
core. To know mana is to know health'.

Te Taha Hinengaro
Among Maori people the idea that thoughts and feelings are important to health is a
traditional concept. Whereas Western thinking is more analytical, Maori thinking is
more holistic, not dissected into sectional parts, in order that more understanding
happens. In thinking this way about health Maori regard it as an interrelated
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phenomenon. A person whose thinking is integrative and embraces several systems,
which can be joined together and merged, points to a wellness that is sought after in
Maoridom. First thoughts must not be for oneself, or one's own ambitions because
this is considered unhealthy, even if one's body is in peak condition (Durie 1985).
Durie explains that for Maori, emotional awareness and cognition are closely linked and that
'adequate expression may require ventilation of both' (Durie 1985:483). In the Western world
this type of communication, words and feelings together, is not always possible, nor is it
encouraged. A culturally different communication style may place Maori children and adults
at a disadvantage when the cognitive, analytical mode of thinking predominates. From a
health viewpoint, frustrated self expression is likely to lower 'esprit de corps' and reduce
wellness.

Te Tinana
The body is an aspect more familiar to Western health professionals as is the promotion of its
well-being. There has always been conflict between Maori and Pakeha in relation to the
Maori belief in tapu and noa. The recognition of the concept of tapu is an important aspect
of mental health, for before Pakeha arrived the social world of the Maori was governed by
tapu. The breaking of tapu led to the withdrawal of divine protection leaving the offender
defenseless to spiritual sickness. The head is tapu and all things such as combs, ribbons, hair
pins, and hats must never be put on a food table and food must never be passed over the head.
Many Maori urbanised children and often their parents lost their awareness of these tikanga
of the sacredness of heads and things pertaining to the head, but the renaissance of tikanga
Maori since the 1970s has revived these observances. In times past, the waka huia or
papahou containing precious head adornments belonging to the chief were always suspended
from the rafters so that no one would come into contact with these taonga tapu. Durie
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encapsulates the very meaning of bodily health for Maori in their view of this dimension,
where there is a clear separation of tapu and noa. He also considers the implications for good
health when such separation is not observed in health care contexts.
Certain parts of the body, and the head in particular, are regarded as special (tapu) and bodily
functions such as sleeping, eating, drinking and defecating are imbued with their own
significance, reflecting different levels of importance and requiring quite different rituals.
Food for example, is the leveller which removes any vestige of sacredness or distance (as
between people). Because cleaning the body and eating are polar opposites, separation of food
from toileting functions is regarded as necessary to maintain good health, a condition severely
tested in hospital wards where all functions are frequently conducted in the same confined
space (Durie 1998:71).

Food is to be kept away from all aspects of bodily care, with tea towels and tablecloths
washed and stored separately from all other washing. In hospitals, which are supposed to be
the epitome of cleanliness and hygiene, great consternation is caused to Maori patients when
the locker top is used to place drinking liquids and the food tray as well as pans and urine
bottles. Within the locker garments and towels are stored with food, fruit, shoes and toilet
paper. Especially is this distressing for the elderly but now as children come up through
Kohanga Reo and Kura Kaupapa Maori they will be aware of these tikanga and will be
empowered, through this awareness, to object.

Taking into account these understandings help to make sense of why many Maori feel
uncomfortable within a Pakeha 'health' context, and although there have been attempts to
address concerns expressed by Maori communities, there is still a measure of discomfort
which is difficult to overcome. He Kakama Oranga, Maori Health, of the Auckland District
Health Board, has a Tikanga Recommended Best Practice Policy which was launched in
2002. They have taken cognizance of Maori Tikanga in many areas of health which can
improve and hasten the wellness of their Maori patients.
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Te Whanau
Whanau indicates an extended family system rather than the nuclear family favoured by
Pakeha. Good health for Maori means the full co-operation of this kinship family in the upbringing of children, and the maintenance of good health for everyone. Traditionally the
children were nurtured by the elders who as they grew older, seemed to have grown more
skilled and tolerant. Younger children were also helped by the older children while their
parents worked at getting and preparing food, gardening and all other work entailed in
supporting the extended family. After a hard day's work, parents were freed to enjoy sports
and recreation without having to worry about the care of their children. The elderly who
could no longer care for themselves were the responsibility of the whanau, and were
treasured and respected. When they became really ill they still remained in their familiar
surroundings with their tamariki (children) and mokopuna (grandchildren) around them.

Another important role of the whanau is providing a sense of identity (whakapapa) and
maintaining the links of awa, maunga, ngahere, moana, and all that is of importance to
whanau/hapu/iwL

Relationships within whanau can be complex to the 'outsider' and may

have implications in a medical sense. Members of the whanau who can not have children
either foster or whangai (adopt) from those who have many children. Nga whangai are the
'adopted' children. Rangimarie Rose Pere (1984) talks of some of the famous ancestors and
Maori people of recent times who did not have any issue, but who are remembered as
outstanding leaders and tribal parents. An example was Princess Te Puea, aunt of the
Arikinui Te Atarangikaahu of Waikato-Maniopoto. The use of a family tree (whakapapa) in
a genetic clinic requires knowledge of whangai and other relationships.
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The extended family can be called upon to help where there are cases within the whanau of
child neglect and abuse. Children may be put with whanau who are willing to take care of
them until such time as the parents are able to look after their children again. The main
function of the whanau is to make sure that the present generation of children is being cared
for properly thereby making sure that future generations will be stronger and healthier.

In her Ph.D. thesis, Glover (2000) acknowledges Te Ao Turoa which, she states, Nga Puhi
commentators on health added to the original model {Whaia Te Hauora, 1994). She uses te
ao turoa to 'provide a category for the contextual, political, environmental influences
affecting Maori health research' (Glover 2000:23).

'The encompassing world within which kaupapa or Maori centred research is conducted',
Glover adds, 'is a Maori world where a Maori world view is central' (ibid). Importantly,
however, Glover provides conceptual space for the impact of wider contextual influences and
changing technologies in her reference to 'te ao hurihuri ... a Maori world influenced by
external worldviews and peoples, and thus forever dynamic and evolving' (ibid).

Te Wheke (the octopus)
Another way of looking at Maori health which has similarities to the Whare Tapa Wha is Te
Wheke. Rangimarie Rose Pere identifies herself as 'a child of many grandmothers and
grandfathers who have influenced my life'. The symbol she used to define good health is te
wheke (the octopus).
The body and head depict the individual family unit, while the tentacles each represent a
dimension which gives sustenance to the whole. The suckers on each tentacle represent the
many facets that exist within each dimension. The eyes reflect the types of sustenance each
tentacle has been able to find and gain for the whole. The intertwining of the tentacles
represents a merging of each dimension (Pere 1984:17-18).
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Pere (ibid) explains that a number of dimensions to good health need to be understood in
relation to each other and within the framework of the whole, because, she says there are no
clear cut boundries. Wairuatanga (spirituality); Mana ake (heredity); Mauri (life principle);
Ha a Koro a Kui ma (breath of life from forbears); Taha tinana (bodily care and nurture);
Whanaungatanga (both sexes and all generations working together); Whatumanawa
(emotional development); Hinengaro (the mind) and Waiora (living water). If each tentacle
receives sustenance then the eyes will reflect total good health. Maori whanau today
acknowledge the importance of good health which nurtures not only the body but supports the
whanau emotionally and culturally in all aspects of life.

SUMMARY

This thesis seeks to understand why Maori are reluctant to engage in medical
technology which has an immediate impact on 'the person'. It begins from the
premise that the only possible way forward is to ground any investigation in an
understanding of the way Maori may perceive the implications of engaging with
such technology. This is because Western scientific paradigms of knowledge have
excluded and invalidated the perspectives, as well as the kinds of data and
experiences, which may provide an understanding of the Maori position. To
understand the Maori world view, an account of the interconnectedness of all things
and the importance of issues which do not appear overtly to be related to health need
to be considered.

Chapters Two to Four have therefore established an explanatory framework for the
way many Maori respond to these technological advances. They delineate the key
elements within individual and family life which contribute to the concept of
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wellness and therefore health and disease. They explore also the interrelationships
between past, present and future, between the spiritual, emotional and physical
dimensions of being and matter that are integral to the holistic nature of Maori
knowledge and understandings, and to the maintenance of good health. The basis of
Maori

scientific

Papatuanuku

knowledge,

and

its

embeddedness

in

whakapapa

through

and Ranginui is established as a starting point for understanding the

implications of gene technology per se, and its implications for both the individual
and the whanau.
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SECTION TWO
CHAPTER FIVE
TE AO PAKEHA

INTRODUCTION

As I have done with Te Ao Maori I would like to go back to the whakapapa, this
time of cancer, in order to provide a background to genetics and cancer, the
scientific strand of our "double helix." The last chapter described Maori health and
understanding, the Maori world view; the interconnectedness of all things and the
recognition of issues which do not appear overtly to be related to health, but are
important to understand a holism in Maoridom.

This holism combines wairua,

hinengaro, tinana and whanau embodied in the concept of wellness and therefore
health and freedom from disease. This is the context within which we look to
biomedical science and discovery in the genetic basis of familial cancer.

Clinical genetics is an entity within the provision of health care distinct from other
branches of medicine. In particular, there is a focus on the family as well as the
individual and many of the consultands are not sick. The ability to redefine genetic
disorders by the molecular pathology creates an additional dimension to traditional
clinical genetics. The need of a contract, between biomedical scientists and health
service providers and society, is well illustrated here, and the delivery of good
health care in this setting is predicated by an understanding of the requirements of
the stakeholders among whom are Maori whanau.
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This chapter looks at chromosomes and genes and the effect on the person if they are
altered, where the control of the cells is disrupted and cancer may occur. The
research looks at familial cancers namely breast, bowel and stomach, each of which
has specific genetic tests which can be tested in a clinical setting. We initially
examined the reported experiences with Huntington Disease testing, because
predictive DNA testing was introduced in this late onset disorder, so that insights
from this longer experience could inform this research. In familial cancer there is
now the possibility of prediction where a high risk conferred by family history can
be confirmed or negated by the presence or absence of a specific mutation.

Genetic counselling and the operating principles for a genetic service, including
informed consent, testing of children and the impact on families of predictive DNA
testing are the starting point of the project. Insurance and the fear of discrimination
as a result of a positive result are some of the psychological and effects

of

predictive/presymtomatic DNA testing.lt is necessary to describe this context, to
follow Chapter Nine, which gives a fuller discussion and analysis of these effects on
the whanau participants in the research.

GENETICS

Chromosomes: The packages of genes
Chromosomes are cellular structures into which DNA is packaged. The genes are
arranged in linear order along each chromosome, with each gene having a
chromosomal location, known as its genetic locus. Situated in the nucleus of the cell,
chromosomes occur in pairs: one chromosome is inherited from the mother and one
from the father. There are 23 pairs of chromosomes in human cells. In both male and
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female 22 pairs of chromosomes are alike and are known as autosomes. The 23 rd pair
is known as the sex chromosomes. The female has two X chromosomes and the male
has one X chromosome and one Y chromosome. A female inherits one X
chromosome from each parent and a male inherits one Y from his father and an X
chromosome from his mother.

DNA and genes
DNA is the chemical compound deoxyribonucleic acid, located primarily in the
nucleus of cells. DNA carries the instructions (genetic code) for making all of the
proteins needed for growth, differentiation,

and development of an organism.

Proteins are needed by the cells in order to function properly and it is the genes that
control both the type of protein made, the rate at which they are produced, and when
they are produced.

It was Watson and Crick, in 1953, who identified the specific shape of the DNA
molecule (Watson and Crick 1953). DNA is composed of two chains of units called
nucleotides, wrapped around each other in a double helix. Each nucleotide consists
of base, a pentose sugar molecule (deoxyribose) and a phosphate molecule.
Adenine(A) and guanine (G) are the two purine bases while cytosine (C) and
thymine (T) are the two pyrimidine bases. In double stranded DNA, strands are
always paired together in the same way on the bases: adenine of one DNA strand is
paired with thymine of the other strand, and guanine is paired with cytosine of the
other strand. The pairing is related to the formation of hydrogen bonds in which
adenine and thymine form two hydrogen bonds; cytosine and guanine form three
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hydrogen bonds. This formation of hydrogen bonds between the bases is referred to
as base pairing and the bases are said to be complementary.

The length of a DNA sequence of a gene is expressed in units of base pairs (bp) or
thousands of base pairs called kilobase pairs (kp). There are twenty different amino
acids to be found in the human body and these are the building blocks of proteins.
Within DNA the sequence of nucleotides determines the sequence of the amino acids
in the gene product. Each amino acid is determined by a set of three bases called a
triplet codon. Amino acids can be specified by more than one triplet, but each triplet
makes only one amino acid. An example of this is the amino acid phenylalnine
which may be specified by the triplets CAA, TTC, CGA, and CGA, (Connor and
Ferguson-Smith 1997:19). The relationship of specific triplets to the amino acids is
called the genetic code. When a genetic code is changed, a different amino acid may
be encoded and therefore a different message may be received by the cell. This may
be a polymorphism which has no clinical impact. If the change is pathogenic it is
called a mutation. This leads to change in the protein product and the resultant
phenotype.10 The 'blueprint' that an individual has inherited and in turn transmitted
to his or her descendant is known as the genotype. Genes control cell growth in
every cell, and if these are damaged then the control of the cells is disrupted and
cancer may occur. In contrast to germline mutations, when the gene change is
limited to one group of cells, this somatic mutation is not passed on to the next
generation.

10
The phenotype is the expression of the genes present in an individual. This may be directly
observable (eye color) or apparent only with specific tests (blood type). Some phenotypes such as
the blood groups are completely determined by heredity, while others are readily altered by
environmental agents.
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Autosomal dominant inheritance
The inheritance of genes which cause a predisposition to cancer is not gender
specific, and is usually autosomal dominant. The autosomes are chromosome pairs 122, excluding the sex chromosomes X and Y. In dominant inheritance, only one gene
of a pair is mutated and, despite the presence of a corresponding normal allele, the
disease still occurs, i.e., the normal counterpart can not over-ride the effects of the
mutation.

Normal Mother

Afected hrther
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gene copy with the

mutation.
gene copy which is
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When an individual is

d
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d

Normal daughter

Affected daughter

d

d
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there is a 50/50 (1 in

disorder

2) chance of passing the mutation within that gene on to his/her offspring. This risk
is shown in the diagram above. The father carries the positive gene denoted as D
along with a copy that is wild (normal) d. His wife carries two normal genes d d.
Both sexes inherit the mutation although the manifestations of the mutation may
vary. Mutations in the mismatch repair genes implicated in Hereditary Non
Polyposis Colorectal Cancer (HNPCC), the BRCA genes of breast cancer, and E
Cadherin in stomach cancer are transmitted/inherited at a rate of 50:50 in this
autosomal dominant pattern.
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Penetrance

The penetrance of a gene is the likelihood that the presence of a mutation will
correlate with the physical manifestation of that disorder. If a mutation is 100%
penetrant, all individuals with the mutation will be affected. A gene which is 80%
penetrant will imply that 20% of those with the mutation will never manifest the
disorder but may pass it on to their children.

A BACKGROUND TO CANCER

According to the Dorland's (1994) medical dictionary the word cancer is defined as
a neoplastic disease, the natural course of which is fatal. The concise Oxford
dictionary, l.a. reads; any malignant growth or tumour from an abnormal division of
cells (Thompson 1995:189). The word cancer is said to have originated from the
writings of Hippocrates (c 450-370BC), who, on observing a central lump in the
breast from which radiated distended vessels in a crab-like manner, called it cancer
(Cantor 1993). Cancer is the Latin for crab, which in Greek is Karkinoma. The
Maori word for crab is papaka. While I was at University learning Maori, and
discussing the Sylvia Cartwright Report on cervical cancer, my lecturer Merimeri
Penfold coined the word for cancer as mate papaka. However, Te Taura Whiri I Te
Reo Maori, The Maori Language Commission gives the Maori word for cancer as
mate pukupuku, mate - 'sickness', puku - 'swelling, tumour, knob'.

It was in Ancient Greece that the earliest views on the nature of cancer were
recorded and further refined by the physician/philosopher Galen during the Roman
era. His thinking related to the 'humoral theory' which dominated in Western
medicine through to the nineteenth century (Nutton 1993).
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'Cumor 'is the Greek word from which humour stems, and describes any form of
fluid. The four humours were black bile, yellow bile, blood and phlegm and to be in
good humour one had to have a balance of these. When blood was contaminated with
the other humours and particularly black bile then disease resulted. Galen believed
that an excess of black bile resulted in cancer, also believed that a 'spill over' into a
local region could become a hard mass from the beginning and could develop later.
Paracelsus (1498-1541), an alchemist, physician and mystic who was thought to have
been ahead of his time in his views, challenged Galen's humoral theory even to the
extent of burning his works. His strong views were that toxic chemical agents were
responsible for diseases including cancer.

The discovery of the lymphatic system by the anatomist Gaspare Aselli (1581-1625),
gave credence to the fact that the lymphatic fluids and nodes had some bearing in the
development of cancer. Later the noted German chemist Georg Stahl (1660-1734)
strengthened Aselli's theory by concluding that 'black bile was a composite
substance that included lymph mixed with small amounts of blood. Trapped in the
lymph nodes, this resulted in an inflammatory ferment and culminated in the
development of cancer'
This idea has not disappeared in the twentieth century, with alternative
practices envisaging the accumulation of 'toxins' within the lymphatic
system that could either discharge harmlessly as inflammation or continue to
solidify as a cancer (Jass 1999:130).
Another view held in the eighteenth century was that of the Dutch physician,
Herman Boerhaave (1668-1738), who believed that a blockage in the circulation of
the blood was an important factor leading to inflammation and then cancer. A major
step forward in the nineteenth century was the superceding of the humoral and
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chemical theories by the theory that cancer was a disease of the body tissues and that
the cell was the unit of life.

What

is cancer?

There are a number of features that differentiate tumours from normal cells. The
cells of a normal healthy body live in an interdependent, complex manner, regulating
one another's proliferation. Normal cells reproduce only when instructed by other
cells in their locality. This continual, ordered cross-talk ensures that each tissue
maintains a size and shape appropriate to the needs of the body. Unlike this order
and adherence to a strict procedure, cancer cells are in absolute contrast, and have
their own agenda. They do not adhere to the rules of proliferation and even more
cruelly can migrate from the original site to attack nearby tissue and continue further
to form masses throughout the body. The tumours formed from such malignant cells,
become over time, more aggressive and lethal when they disrupt the tissues and
organs needed for the body to survive (Weinberg 1998).

The word 'cancer' refers to more than 100 forms of the disease that can affect
almost every tissue in the body. In some instances the resulting malignancies may
have several types, with each cancer having unique characteristics. From continued
research over the past two decades, scientists have found a set of basic principles
that govern the development of cancer.

Tumours

1.

They are no longer dependent on growth factors as normal cells because they

are capable of secreting their own growth factors to stimulate their own proliferation
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2.

In the extra cellular environment normal cells require contact with the surface

to be able to grow, whereas tumour cells do not need this anchoring.
3.

Normal cells respond to the presence of other cells, and in culture will form a

mono-layer due to the contact inhibition, whereas tumour cells lack this and often
grow over or under each other.
4.

Tumour cells are less adhesive than normal cells.

5.

Normal cells stop proliferating once they reach a certain density but tumour

cells continue to proliferate.
Tumours form two main groups. Benign tumours usually grow within a well-defined
capsule and are rarely life-threatening. The capsule limits their size and keeps the
characteristics of the origin. They do not typically spread by blood or lymphatic
seeding.

Malignant

tumours

In contrast to their benign counterparts, malignant cells invade the surrounding
tissues and spread to different areas of the body to generate further masses of cells
termed neoplasm (Greek: new formation ), or tumour. Cells in a tumour originate
from a single common ancestral cell (monoclonal) that at one point (possibly
decades before a tumour becomes palpable) initiated a programme of inappropriate
proliferation. The malignant transformation of cells comes about through the
accumulation of mutations in specific classes of genes. It is these genes which
normally control cell growth

and proliferation.

They provide the key to

understanding the process at the root of human cancer. Malignant tumours can be
classified according to the tissue type in which they arise. Those of epithelial
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tissue" and the most common are the carcinomas, of connective tissue, sarcomas;
lymphatic tissue, lymphomas; glial cells of the central nervous system, gliomas;
and hematopoietic organs, leukemias (Jorde, Lynn et al. 1999).

Stomach

cancer

Cancers of the stomach are nearly always all adenocarcinoma; of epithelial tissue.
They range from well-differentiated cancers which closely resemble the stomach and
make mucus, to very aggressive anaplastic (undifferentiated) cancers. Lymphoma
may involve the stomach, or more rarely a leiomyosarcoma which is a malignant
tumour of the stomach wall muscle (Clark, Kucuk et al. 1995). Gastric cancer can be
divided morphologically into intestinal and diffuse types (Lynch HT, Grady W et al.
2005). The diffuse variant is less well differentiated in comparison to the intestinal
type and is thought to arise in de novo from native gastric mucous cells. Other
differences to note are that diffuse cancer can occur at an earlier age, with no gender
difference in numbers while the intestinal type carcinoma occurs mainly after the
age of 50 and has a 2:1 male predominance. It is the diffuse type of gastric cancer
which can be associated with E Cadherin mutations in the gene.
Helicobacter pylori is a bacterium which is responsible for chronic gastritis, an
inflammation of the lining of the stomach. Peptic ulcers in the past were said to be
the result of severe stress but it is now often the result the result of the bacterium
Heliocbacter pylori which infects the stomach. This infection is more prevalent
among the poor and disempowered in the third world. The presence of Helicobacter
pylori is a risk factor in the development of stomach cancer.
11

Epithelial; Tissue of the epithelium - the covering of internal surfaces of the body including the
lining of vessels and other small cavities.
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A stomach cancer is often well advanced before the symptoms appear. The reason
for this is that the symptoms may be vague, such as lethargy, feeling unwell, loss of
appetite, or there may be pain, difficulty in swallowing, vomiting, or vomiting blood
and in the early stages anaemia may develop as a result of the cancer bleeding into
the stomach. There is still uncertainty about the causes of stomach cancer. The
tendency is for the cancer to arise in glands in the stomach lining and spread through
and along the stomach wall, as well as to the lymph nodes and via the bloodstream.
Anaemia results from the cancer bleeding into the stomach.

Colorectal cancer
Colorectal Cancer (CRC) is one of the most frequently occurring tumours of the
Western World, and New Zealand has the highest incidence in the world. Cancer of
the colon is more common in Non-Maori. In the figures for 1989-1991, the rate for
Non-Maori was 3.1 compared with 1.8 for Maori (Pomare, Keefe-Ormsby et al.
1995:26). Approximately 6% of New Zealanders die of CRC. Most bowel cancers
originate from premalignant adenomatous polyps. The cells have multiplied
excessively and the lining cells over the polyps in time become dysplastic (abnormal
in development) and eventually malignant. If not removed at this early stage the
cancer will spread through the muscle coats of the bowel to the lymph nodes, and
through the blood stream and especially to the liver. The greater number of bowel
cancers are adenocarcinomas that have a varying tendency to make mucus. They
range from poorly differentiated to well differentiated, the latter having a better
outlook than the former. In general, the greater the mucus making of the cancer the
worse the prognosis.
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Symptoms suggestive of cancer include persistent change in bowel or rectal
bleeding, abdominal pain or colic, loss of appetite, nausea, vomiting mucus, or a
lump in the abdomen and sometimes anaemia. Unless early symptoms are acted
upon, a malignant tumour in the large bowel may remain undetected for many years.
The prognosis for advanced colorectal cancer is relatively poor. There is limited
public awareness of the risk of colorectal cancer and this in turn can result in false
evaluation of symptoms. Screening for CRC has the potential to detect cancer at an
early stage and in the case of colonoscopy, prevent some cancers from developing. A
number of screening tests can be used and these include tests that detect occult
bleeding in the bowel (faecal occult blood) and internal examination of the bowel
(colonoscopy/sigmoidoscopy). At this time in New Zealand, screening the general
population in the 'at risk' age group for bowel cancer is not sustainable. Individuals
at an increased risk of developing bowel cancer where because of a history of bowel
cancer within the family, will be offered appropriate surveillance by colonoscopy.
(Dr. Susan Parry, gastroentrologist, personal communication. August, 2003).

Breast cancer
In New Zealand as many as 1 in 12 women will develop breast cancer and this
accounts for a quarter of all cancers in women and causes more deaths than any
other cancer (Genesis Oncology Trust, 2004). As McCredie et al points out breast
cancer is more common in Maori women than non-Maori women under 40
(McCredie, Paul et al. 1999). Breast cancer is rare in males; it is approximately 100
times less likely to develop than for females. Early epidemiological studies covering
several decades showed a two to threefold increase in risk of breast cancer in first
degree relatives of the proband affected (Cannon-Albright, Bishop et al. 1991).
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The most common of the many different types of breast cancer is infiltrating duct
carcinoma (70%). It is in the terminal duct region of the breast that cancers arise
from a normal duct. Over some years this penetrates the basement membrane into
adjacent tissue. From this movement of cells through the membrane there is a change
from an in situ cancer to an invasive cancer which has the ability to spread into the
lymphatic channels and into the bloodstream. Breast cancer drains into the lymph
nodes of the axilla. When this happens the nodes above the clavicle and the sternum
may also be involved. The result of this is a higher risk of blood-borne secondary
cancer. Any part of the body can be affected by these breast cancer cells being shed
into the bloodstream, but the most common places are the bones, the lungs and the
liver. Most breast cancers present as a lump, but nine out of ten breast lumps are not
cancerous. The risk of breast cancer increases with age, with a peak acceleration of
risk after the age of fifty.

FAMILIAL CANCER

The genetics of cancer
The alteration of genetic material is the mechanism underlying the pathogenesis of
all cancer. These mutations are largely somatic that is, within the tumour cells.only.
Differentiation between these somatic mutations and the inherited constitutional or
germline

mutations

is

important

in

establishing

familial

recurrence

and

predisposition to cancer. Knudson (1971), in his analysis of retinoblastoma (eye
tumour) reasoned that at least two mutations were needed to create the malignancy.
One of the mutations would alter the retinoblastoma gene on chromosome 13. If this
happened in the germline, it would be present in all cells of the child receiving the
mutant allele creating an inherited cancer predisposition. The second mutation would
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be an additional unspecified

genetic event on the corresponding gene on

chromosome 13 in an already altered cell. This second somatic mutation was the
trigger point for the cancer to develop in a 'vulnerable genetic environment'.

In describing Knudson's so called 'two hit theory', Jass (1999) uses the analogy of a
poor musical performance to explain the difference between epigenetic and genetic.
The reason for the poor sound he says, can be put down to errors by the musicians,
such as snapped strings, or poorly tuned instruments. All these reasons would be
epigenetic. No one, Jass (1999:152) continues, would expect that anyone had
interfered with the musical score by 'replacing some notes with others 'and varying
the code. This would be the equivalent to a genetic alteration or mutation. A
geneticist likens this to an insurance policy (2001, personal communication). When
the burglary (second hit) occurs, you expect an insurance pay-out. The inherited
mutation or first hit is the realisation that you hadn't paid your premium and the
policy had lapsed.

Genetics is becoming increasingly important in oncology for two main reasons:
1.

The recognition that a small but important sub-group of cancer patients have
an autosomal dominant predisposition to cancer for example colon cancer,
breast cancer and stomach cancer.

2

There are now techniques available for studies at DNA level that reveal how
genes controlling cell growth and cell differentiation are deranged in sporadic
cancers.

As a result of this both sporadic and inherited cancer syndromes have become the
target for genetic research (Menko, Meerman et al. 1993).
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Approximately 5-10% of breast cancers occur in families with a pattern of dominant
transmissions. Syndromes of breast cancer susceptibility have been linked to
mutations of several genes including BRCA1 and BRCA2. The risk of breast and
ovarian cancer in women who have inherited a germline mutation in BRCA 1 or 2
varies (Antoniou et al., 2003 and 2004). Other papers have reported variations in on
these figures. By the age of 70 years the risk of BRCA 1 mutation of breast cancer is
estimated to be 65% and 39% for ovarian cancer. The risk for BRCA 2 is 45% for
breast cancer and 11% for ovarian cancer . While family testing is the best predictor
of a predisposing BRCA mutation (Parmigiani, Berry et al. 1998) new data suggests
that the histological type of tumour and its receptor status are linked to the
likelihood of a BRCA mutation (James 1992; Hopper, Hayes et al. 2005).

Likewise, approximately 5% of colorectal cancer occurs in a setting of inherited
predisposition. Familial Adenomatous Polyposis (FAP) is a syndrome with almost
100% penetrance of the APC gene on chromosome 5; hundreds of polyps may
develop in the second decade and have the potential to progress to malignancy.
There are also a number of extra-colonic effects of APC gene mutations. Hereditary
Non Polyposis Colon Cancer (HNPCC) occurs as a result of mutations in the
mismatch repair genes, MLH1, MSH2, MSH6 and PMS2. Pathogenic alterations in
these genes leads to increased risk of bowel and gynaecologic cancer, viz
endometrial and ovarian cancer. In the bowel, cancer begins within a polyp, and the
progression from adenoma (polyp) to carcinoma may be very rapid.

The genetic basis of Hereditary Diffuse Gastric Cancer (HDGC) is now known.
Guilford et al. (1998), using genetic linkage analysis, isolated the gene responsible
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for the familial gastric cancer in a large Maori family in the Bay of Plenty. They
confirmed the involvement of the CDH1 gene.
The role of E Cadherin in gastric cancer susceptibility was confirmed by
identifying inactivation mutations in other gastric cancer families. In one family, a
frameshift mutation was identified in exon 15, and in a second family a premature
stop colon interrupted exon 13. T h e s e results describe, to our k n o w l e d g e for the
first time, a m o l e c u l a r basis for familial gastric cancer and confirm the important
role of E Cadherin m u t a t i o n s in cancer (Guilford, Hopkins et al. 1998:402-5).

SUMMARY

A small number of cancers are due to changes (mutations) in cell growth control
genes which are inherited from either mother or father. Every cell in the body in this
case will have one normal gene copy (wild type) and one abnormal (mutated copy).
If a person inherits a mutated gene, which normally controls cell growth, then he or
she has an 'inherited predisposition to cancer'. This means that they have a much
higher chance of developing cancer than the general population. There is also the
possibility of passing on the cancer gene mutation to their children. Eggs and sperm
have only a single copy of each gene and there is a 50-50 probability these will carry
the normal gene or the abnormal (mutated). For those who inherit the normal gene
their risk of developing cancer is the same as for the rest of the community of their
own age. They will not transfer the risk to their offspring.

Debate relating to scientific advances becomes increasingly urgent when human life
is at stake, and when this new spectrum of knowledge offered the ability, in some
families, to predict by DNA testing of blood samples, for susceptibility to some
cancers, a new range of issues emerged. The abnormal behaviours demonstrated by
cancer cells are the result of genetic changes, or mutations, in key regulatory genes.
A small percentage of cancers are due to an inherited genetic mutation, and a
predisposition to cancer develops at an earlier age. In familial cancers, more of the
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same or similar cancers than would be expected by chance, occur within one family.
Now that the knowledge of the molecular bases of cancer predisposition is available,
diagnostic testing in clinical genetic services can be offered to individuals within
susceptible families.

GENETIC TESTS

1.

Diagnostic test

Diagnosic tests are carried out to confirm what is clinically evident. For example, a
diagnostic test for the Fragile X syndrome may be undertaken in a child with a
learning disability. If a mutation is found, the clinical diagnosis has thus been
confirmed

by a genetic test. Likewise, an adult man with the signs of a

neurodegenerative disease may be tested for Huntington Disease (HD). If the gene
test reveals a trinucleotide repeat mutation, for example, (46 CAG repeats in the
Huntington gene, Chromosome 4), this confirms the clinical diagnosis of HD. In the
setting of familial cancer, a woman with breast cancer and a strong family history of
breast and ovarian cancer can be tested for the BRCA1 gene. The presence of a
pathogenic mutation confirms the inherited basis for the cancer which is already
known. However like other genetic tests for some other conditions, a negative test
does not negate the diagnosis.

2.

Predictive test

An example of the application of this type of test may be in the case of a 26 year old
man who is well, but who has a mother with HD. He has a 50-50 risk of inheriting
HD and wants to have the gene test. His results may be:
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A

Normal

17CAG

17,19

B

Affected

47 CAG

17,47

A normal result.
HD will happen later, with a

rough correlation between repeat size and clinical severity.
C

He may receive a result which is equivocal in the so called 'grey area', where
the development of signs of HD is unlikely but the mutation may be unstable
in meiosis and so may be transmitted to offspring.

3.

Prenatal test

Most prenatal genetic tests are undertaken for genetic disorders which are severe and
manifest early in childhood. In Cystic Fibrosis, when the birth parents carry a
mutation in the CFTR gene the baby has a 1:4 (autosomal recessive) risk of being
affected. Prenatal testing via chorionic villus biopsy will identify the presence of a
mutation which would cause the child to have a significant multisystem disease.

In as much as ethical dilemmas exist with prenatal testing for serious childhood
diseases, they are even greater in adult onset disease. For example a man has an
expanded Huntington gene and his wife who is unaffected is pregnant. The baby has
a 50:50 chance risk of inheriting a mutation which will cause HD. They wish to have
prenatal testing by chorionic villous sampling. This testing may identify a CAG, that
expansion, which means the child will grow up to be an adult with HD. In familial
cancer where the penetrance is less than 100%, the case for prenatal testing is less
clear. Prenatal testing for HD and later onset disorders is unusual and only
undertaken with a genetic counselling protocol.
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Predisposition testing
Mutations for example in the BRCA1 or E Cadherin genes make one susceptible to
cancer. This does not actually cause cancer per se, but creates high risk or
vulnerability to cancer. Such a mutation would be inherited from a parent and would
be present from conception to death. Predisposition testing is only possible when the
specific mutation in the family is known, that is, it has been identified in an affected
individual within the family. A genetic test will then show if the mutation known to
be in the family is present and from this data extrapolate the risk of cancer
depending on penetrance of the gene. It is thought that E cadherin which has a 70%
penetrance means that there is a 70% lifetime risk of stomach cancer, and the MLH1
gene in HNPCC has a penetrance of approximately 85% which means an 85%
lifetime risk of bowel cancer.

5.

Preimpiantation genetic diagnosis (PGD)

O
Egg

vXD

+

sperm

®

embryo

23 chomos

23 chromos

46 chromos

Cell divides in

2

4

/O°0

(o ° o
\o O

1 cell.

8cells

This form of genetic testing is done by creating an in vitro fertilised pregnancy
regardless of whether or not a couple require fertility treatment to conceive. After
fertilisation the embryo divides and when it reaches approximately 8 cells, 1 or 2
cells can be removed for a genetic test. If the mutation for which the embryo is at
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risk is not present, the rest of the dividing embryo can be transferred into the
mother's uterus. The result is a baby free from that mutation. If the mutation is
present the embryo would usually not be chosen for transfer. This presents an
alternative to the prenatal test and termination of pregnancy. The ethical issues
regarding this testing have been widely debated in Aotearoa New Zealand and
recently it has been deemed acceptable to our society.

6.

Research test

It is important to differentiate between genetic testing for a clinical diagnostic and a
research test. In the research setting, a test maybe used to find a novel mutation and
the genetic basis of a disease, for example gene discovery in premature ovarian
failure (POF). This test may not accrue any benefit to the donor of the DNA, more
often it is for the family or even for the greater good of all (altruistic research). The
giver of the DNA in POF usually has no scope for restored fertility so the test does
not benefit the giver. The information gained may empower young women at risk
who may have a limited time of fertility (Shelling, personal communication 2004).
The consent process and gathering of data in research laboratories are approved by
ethics committees. They may however differ in some respects from the protocols
used in clinics, where testing (diagnostic, predictive, prenatal etc) is usually through
accredited laboratories. However, some genetic testing is not available in accredited
clinical labs and therefore take place in a research lab

7.

Cancer Cytogenetics

Whilst this form of test falls outside the scope of this thesis, it is significant to note
that genetic technology may be used to identify somatic mutations. In breast cancer,
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fluorescent in situ hydrisation technology may be used to assess Herceptin receptors.
If the test is positive, targeted therapy may be offered. The study of chromosomes in
the bone marrow is used for diagnosis, prognosis and monitoring treatment in some
leukaemias.

THE ROLE OF D N A TESTING IN CANCER

There is widespread discussion and debate about the role of genetic testing amongst
not only the health care professionals but also the wider public. The community is
becoming increasingly aware of the existence and implications of genes and genetic
testing. There is a huge supply of information and media coverage, which has
stimulated contention and debate on these issues ranging from genetically modified
crops to recombinant insulin therapy to human reproductive cloning. For purposes of
discussion relating to human inherited disorders, Harper & Clarke (1997) gives a
working definition as follows:
G e n e t i c testing is t h e analysis of a specific gene, its product or function or other
DNA and c h r o m o s o m e analysis, to detect or e x c l u d e an alteration likely to be
associated with genetic disorder (Harper & Clarke 1997:8).

A question often asked, according to Harper & Clarke, is why is genetic testing
different from other forms of medical testing? Insurance companies challenge the
assertion that genetic testing is different. Where people have had genetic testing
because of a medical history insurers have treated the results of these tests in the
same way as any other medical test investigation.

Though human genes are involved in anthropological and population genetics this is
not a regarded medical activity. Many diagnostic genetic tests are accepted as
medical but Harper & Clarke (1997) restricts the term diagnostic to:
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those genetic tests done on individuals who either have or are suspected of
having a particular disorder because of clinical symptoms or signs and where
the question to be answered is whether the patient has the particular disorder
at present not whether they may develop it sometime in the future (ibid :9).
Not only those trained in clinical genetics can order genetic testing. Both medical
specialists and general practitioners can request these tests as part of their regular
practice, although there are a couple of exceptions for example HD presymptomatic
testing.
Specialist filters could be d e v e l o p e d to address the potential for o v e r - o r d e r i n g or
o r d e r i n g i n a p p r o p r i a t e l y . Medical specialists with a particular interest in genetics
could be the contact point for other specialists in the field. Criteria or p r o t o c o l s for
clinicians could be d e v e l o p e d to guide them in the ordering of tests (National
A d v i s o r y C o m m i t t e e on Health and Disability S e p t e m b e r , 2 0 0 3 . : 2 1 ) .

People concerned with predictive/presymptomatic testing are usually not patients per
se, but unaffected individuals. When symptoms are present then they have to be
relevant to the disease being tested in order to be diagnostic.

The HD experience
A part of this new spectrum of knowledge is the ability in some families to predict by DNA
testing of blood samples for susceptibility to some cancers. Before the recognition of the
genetic characteristics of familial cancer syndromes which are discussed in this research, HD
provided a model for prediction for other adult onset disorders. Therefore an explanation of
the evolution of the predictive model through HD would be in order.

HD (formerly known as Huntington's Chorea) is an inherited progressive neurological
disorder, affecting movement and cognitive function, and causing emotional instability.
George Huntington first reported the disorder in 1872, recognising its autosomal dominant
pattern of inheritance. HD is a late onset genetic disease where signs and symptoms typically
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appear in the 4 th 5 th and 6 th decades. The causal mutation on chromosome 4 is present from
time of conception. If a neurologist is consulted because of a patient's movement disorder
then the test would be considered diagnostic. If the same test were carried our on a patient
with no symptoms of HD, but who had a family history, this would be a
predictive/presymptomatic not diagnostic. The example often given to differentiate diagnostic
from predictive is a test for HD.

It was for HD that predictive DNA testing was first introduced. Before the HD
mutation was identified, predictive testing was based on linked gene markers taken
from a number of family members. The mutation, an expansion of a CAG repeat in
the Huntington gene (IT 13) on the short arm of chromosome 4 was identified in
1993 by the Huntington's Disease Collaborative Research Group (Harper and Clarke
1997:32). An individual who is at risk 50-50 by virtue of an affected parent can now
be tested directly, without the need to involve other affected family.

The lessons learnt through HD testing are highly pertinent to other genetic disorders,
many of which have yet to be identified (Almqvist, Bloch et al. 1999). Much
research has led to the development of protocols for predictive testing in an attempt
to minimise the potential harm that foreknowledge of this disease can cause. HD
testing in Aotearoa New Zealand is undertaken within a framework of genetic
counselling, in accordance with the policy of the Human Genetic Society of
Australasia (http:hgsa.com.au).
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The table below compares and contrasts the utility and potential issues in predictive
HD testing and predisposition testing for familial cancer.
Huntington Disease

Cancer

Autosomal dominant

Autosomal dominant

One gene, one mutation

Multiple genes, multiple mutations

Highly penetrant

Variable penetrance
Stomach

70%

HNPCC

85% (dependent on gene

and sex)
BC
Inevitable (almost)

45%-65%

Susceptible

No early intervention or treatment yet. Early Intervention: Screening may
detect pre-malignant
changes in
HNPCC may also improve prognosis.
or early detection
Possibility of information can affect:

Possibility of information can affect:

Empowerment
-

Empowerment

Life decisions

-

Life decisions

Reproductive choices

-

Reproductive choices

Career options

Career options

Prenatal testing available

Pre natal testing rare

Pre-implantation diagnosis available

Pre-implantation

diagnosis

in FAP,

BRCA available in some countries.
No pre morbid correctable signs

Pre-malignant lesions in HNPPC, FAP
may create early intervention.
No pre morbid correctable signs in
BRCA or stomach cancer

147

THE UTILITY OF TESTING

The utility of predictive testing varies depending on the penetrance of the gene. In
stomach cancer 70 % penetrance means a 30% chance of not getting stomach cancer.
This contrasts with a positive Huntington Disease result that has virtually 100%
penetrance, which means that the subject will develop the disease. In Aotearoa New
Zealand, most practitioners would use the term 'predictive testing' for the highly
penetrant single gene disorder, and 'predisposition testing' for the inherited
susceptibility to cancer.

If the differences between diagnostic and predictive genetic tests are not recognised
in applying the technology of the testing, there is potential to cause intangible harm
to those undertaking the testing. The underlying philosophy is to keep healthy
people well, but not to make them 'sick with fear' from the results of genetic tests.
Harper also argues that one of the most difficult issues involving gene technology is
in the grouping of presymptomatic and predictive testing. Precise definitions are
again most important. Presymptomatic testing should be retained for those instances
where an abnormal test result inevitably leads to the development of the disease in
later life e.g. HD (ibid), and there is clinical utility for this test, such as cancer
predisposition. A key difference is that there is one mutation responsible for HD. If
there is a secure diagnosis of HD in the family, mutation detection can be
undertaken without family participation as a prerequisite. This is not the case in
familial cancer. In HNPCC there are at least 4 major mismatch repair genes with a
number of different

family-specific mutations. Likewise in familial breast and

ovarian cancer, a variety of mutations exist in either of the BRCA 1 or 2 genes.
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Testing of asymptomatic at-risk family members is very difficult to interpret, in the
absence of a family specific mutation previously detected in cancer affected
relatives.

Example
A woman who has had a diagnosis of breast cancer with a family history consistent
with a BRCA mutation, may want to be tested to see if she has a gene responsible for
her condition. This would be an example of a diagnostic test. If this woman is found
to have a mutation, her sister and daughters then may request testing for their own
mutational status, prior to the potential onset of cancer. This would be a test for
cancer predisposition done as such, as a presymptomatic analysis with predictive
potential.

GENDER ISSUES IN TESTING

Although inherited breast cancer affects mainly women, approximately one in 1000
cases of breast cancer occur in men. Men whose mothers and sisters have breast
cancer and who have inherited a mutation in a BRCA gene may pass on this
mutation and therefore breast and ovarian cancer risk to their daughters. Where a
disease like ovarian and breast cancer is involved it is not only the kinship members
themselves who see it as predominantly a female condition but both professionals
and family members may fail to include members of the kinship group who had
inherited the gene mutation through a father.

Mc Allister (1998) stated that women who carry a BRCA1 mutation have a very high
risk of developing breast cancer while male carriers had no increased risk of
developing breast cancer but can transmit the disease to their daughters.
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In the study although there were four men who entered the 'testing protocol' only
one continued on to be tested. The men had all shown ambivalence towards
counselling and predictive testing. In a study of 22 brothers of women with familial
cancer many of these men coped with their family history of cancer by evading the
issue of their daughter's, and sister's risk of breast cancer (ibid, 1998). In an
HNPCC testing study in 1997, Lynch et al. did not report on any differences in the
uptake between men and women. Even when the diseases affected only male as in
testicular or prostate cancer, anecdotal data reported that the women kept their
position as keepers of the genetic material (Richards 1996).

Men are often reluctant to be part of testing and it is left to the female members of
the family to take the initiating role, by contacting the clinic and collecting
information about their own kinship and that of their husbands and partners
(Richards 1996). Since predictive testing has been available for late onset HD, more
women than men have sought counselling and when predictive genetic testing
became available more women than men decided to be tested According to
Shakespeare (1992) in one study of HD, again it was the partners of affected or at
risk men who seemed to play the key role in any discussions for the condition. A
possible explanation for this role of women, is that women have always been more
adjusted to the traditional care and nurturing position in the health and illness of
their families (Richards 1996). Communication about predictive testing within
HNPCC families may be compromised by difficulties with communication pathways
or perceived lack of relevance; males expressed a greater need for guidance and
support with disclosure than females (Gaff, Collins et al. 2005).
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GENETIC COUNSELLING

Historical

beginnings

In 1946 the first genetic counselling clinic in Europe was set up in Britain at the
Hospital for Sick Children at Great Ormand Street London. John Fraser Roberts who
had been a member of the Eugenics Society for 37 years and the author of many
medical textbooks was the instigator. Eugenics has for many, connotations of racism
as espoused by Hitler in his dream and drive for a pure Aryan race. However this
was not an isolated case but worldwide and, although there were only four eugenic
societies in New Zealand, this ideological dogma became influential in defining
people in pathological terms (Stephenson 2000). Although it has been recorded that
Charles Davenport of the Eugenics Record Office in New York state was giving
genetic advice in 1910, genetic counselling came much later (McKusick 1969).

It was Lionel Penrose who fought long and hard to have the study of human genetics
moved away from eugenics. Many of today's scientists look on him as the 'Galileo
of genetics' in establishing true science in place of eugenicists 'religiosity' (Marteau
& Richards 1996:228). In the last sentence of his textbook The Biology of Mental
Defect: 1949, Penrose deliberately and astutely summed up the main principle of his
science where he felt it could be 'easily found by curious readers and reviewers'.
Subcultural mentality must inevitably result from normal genetical variation and
the genes carried by the fertile scholastically retarded may be just as valuable to
the human race, in the long run, as those carried by people of high intellectual
capacity (Penrose 1949) cited in Mateau & Richards, 1996:228).
Genetic counselling is seen as:
An educational process that seeks to assist affected and/or at risk individuals to
understand the nature of genetic disorder, its transmission and the options open to
them in management and family planning (Kelly, 1996 cited in Harper & Clarke,
1997:169).
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Harper & Clarke (1997) believe that this definition states clearly the process of
genetic counselling and is 'centred' on the clients. The crucial point is that the
clients need to understand clearly the genetic disease which has affected

their

family. Because of this, it is necessary that the professionals listen carefully to their
clients, to find out exactly the level of their understanding, their questions and their
anxieties. It is at this point Harper & Clarke state that communication can falter and
counsellors may miss or fail to become aware of concerns that their clients need to
have addressed. Thus, the 'ethos' of genetic counseling, is that the client sets the
agenda, and the first rule of the counsellor is listening.

Counselling does not take the problem away or provide a solution but helps to make
sense of the situation by creating a perspective. However, the diagnosis and
prognosis of the condition may be the focus of the client's questions, along with
issues related to the reproductive risks and options and how these will be answered.
Here in Aotearoa New Zealand, people are provided with genetic information and
test arrangements which acknowledge the fundamental place of emotions and issues
as experienced by families with genetic mutations. Counselling is provided before
testing so that people understand the inheritance risks, and the information the
testing will provide or not provide. The right to ask and have their questions
answered is invaluable and informs both the patient and the counsellor.

INFORMED CONSENT FOR GENETIC TESTING

The most important aspect of informed consent is for the client to understand that
they have a free choice (without pressure) whether they undertake a test or not.
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They also need to understand the purpose of the available test and what the
procedures both clinically or in the laboratory will entail. It will also be important
for the client to be fully informed about what the potential benefits and risks of the
procedure could be, not only for themselves but for other members of their
whanau!families.

These may be tangible or intangible. Informed consent in genetic

testing further depends on the complexity of the information, the severity of the
condition being explored and the possible wider implications for the person and their
H>Aa/iaM/families. The large range of genetic conditions, some of which are more
readily treatable to those for which there is no treatment, does make for a complex
situation. Some genetic tests are used to assist routine diagnosis and have the same
choice and consent issues as general practice diagnostic tests. It is relevant to
mention that informed consent also involves the understanding that tests do have
their limitations.

Some tests may provide a degree of confidence about a diagnosis (diagnosis) while a
susceptibility or predisposition test will indicate the probability of a condition later
in life. A carrier test would indicate the probability of a condition being passed on to
the next generation: A succinct set of criteria was set out by A.Muller in 1990 on
informed consent for predictive genetic testing (Muller 1990).
a)

the purpose of the test.

b)

the risk of the test

c)

the risk that the test results will be incorrect

d)

the risk that the test will produce a finding not searched for

e)

the implications of a positive test

f)

the nature of the condition that the test detects

153

g)

the options available in the event of a positive test

h)

The alternatives if the subject decides not to have the test (Familial Cancer

Clinic Westmead Hospital, Sydney Australia 1996).

The right not to know
To

reiterate,

the

individual,

when

making

a

decision

about

predictive/presymptomatic DNA testing must be effectively informed (as above) in
order to exercise his/her 'right not to know' the result of the test. The confidentiality
of the information should always be safeguarded. It is known that difficulties do
arise when a member of the family does not want to know their status although 'it
could prevent either the birth of a child with a serious genetic disease or unnecessary
termination of a pregnancy' (Nuffield Council on Bioethics 1993).
Psychological harms can also arise, within a family as a result of genetic
knowledge being acquired about individual members. It can create tension
and be a source of resentment, hostility and recriminations. For the
individual, knowledge of his /her genetic disorder, can promote feelings of
isolation and self-stigmitisation (Wood-Harper & Harris 1996:288).

Individual or Collective

Autonomy

Caufield (2005) at the Institute of Law at the University of Alberta, argues that
genetic information is inherently familial and therefore a person's decision to have a
genetic test might raise privacy, confidentiality and stigmatisation issues for their
entire family or for the cultural group to which they belong. This, Caufield believes,
is one of the characteristics which makes genetic information different from other
forms of health information. Wadman (2000) believes that this biological reality can
cause a diversity of distinctive consent dilemmas. When there is a situation where in
a family one wants to forgo a test and the other wants to know the genetic risk then
the autonomous decision of one family member affects the other.
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Caufield (2005), gives the example of Canada's primary research ethics policy, TriCouncil Policy Statement on Ethical Conduct for Research Involving Humans which
suggests that in the context of genetic research 'free and informed consent shall also
involve [the participation of biological relatives] as far as is practical and possible'.
In New Zealand clinics subscribe to a model of patient autonomy. The strict laws
which govern privacy of medical information

allows the individual complete

autonomy in decision making about predictive/presymptomatic genetic testing.

Maori are traditionally collective in their views about their whakapapa which is
closely allied to their genes, which belong to the whanau/hapu
kaitiakitanga

(guardianship) of kaumatua.

/iwi under the

It is understandable that the 'family

consent' approach has emerged but 'family consent' not only in Canada, Australia
and New Zealand conflicts with the legal norms and the 'family approach 'is very
difficult to adopt.

Informed consent for genetic testing of children.
It has been possible for many years for clinicians to test unwell children for certain
diseases through blood testing of chromosomes genes and enzymes for example
Down Syndrome (Clarke & Flinter 1996). Recently the situation has been greatly
advanced by the development of molecular genetic techniques which can pinpoint
specific genes. This has meant that not only are diagnostic tests available to confirm
what is clinically evident, but predictive tests for later onset disorders can be
undertaken technically, at any age since DNA is essentially unchanged from
conception to death.
In general terms, consent must be freely given by a person competent to do
so, and that children and young people should be involved and informed in
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decisions affecting them, at a level appropriate to their maturity and
understanding, regardless of their capacity to consent (National Advisory
Committee on Health and Disability September, 2003.:24).

In genetic testing of children, the primary concern of the National Health Committee
of Aotearoa New Zealand is that the best interests of the child will be paramount.
Because of the potential tension, between the parents' wish to know and the child's
health, professionals/genetic counsellors need to have the necessary skills to explore
with parents the implications of genetically testing children.
Health professionals however may choose not to offer the test or refuse if
they believe it is not in the best interest of the child. Legal advice may be
sought on a case by case basis where needed (ibid:24).

The HGSA guidelines apply to adults capable of informed choice over 18 years, but
state that 'adolescents who have reached a level of maturity consistent with making
an informed choice should also be considered'. In their guidelines they recommend;
that genetic testing for children is only appropriate if the age of onset of the
condition regularly occurs in childhood, if early intervention , in the form of
surveillance and treatment, has been shown to improve outcome or if
knowledge of the test result would improve treatment (Kirk and Tucker
1997:8).

A strong case against testing children is the HD example where it was found that
testing in childhood took away the right to refuse testing as an adult and
confidentiality is also removed.

Geneticists 'draw the line' at testing children because there is no medical advantage
and agreed that only those mature enough to give informed consent be considered.
'We find it difficult to envisage a situation which would justify presymptomatic
testing for HD in a child too young to provide consent' (Craufurd 1990:1406).
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INSURANCE AND DISCRIMINATION

In New Zealand all major health insurance companies belong to the Health Funds
Association of New Zealand (NFANZ). All applicants for health insurance have to
divulge on request, the results of medical tests, including genetic tests to the insurer.
This information is part of the information collected on the application to access preexisting conditions (Health Funds Association of New Zealand 2002). It is accepted
practice that a family's medical history is used by insurers to set health insurance
premiums. It is also accepted that it is right to classify people into relevant groups if
they are sick, genetically induced or otherwise, so that their insurance premiums
would cost more compared with those whose health proportionately is better.
Insurance companies need these healthy clients in order not to go out of business as
the result of an overload of payments for the sicker members.

It is believed that genetic information differs

from other types of information

especially for those making a decision about having a predictive/presymptomatic test
and being tested. Maconaghie (2002) argues that genetic information differs from
other types of information in the generation of predictive information about future
health in presymptomatic individuals. Using this basis for discrimination she believes
is both actually and morally unsound.
She states that although the policy might appear fairly innocuous at first glance, it
seems to confuse genetic pre-existing condition and they are not the same thing.

In Australia health insurers can not discriminate on the basis of one's health but
other policies such as life and income protection insurance may use health data to
underwrite policies (Lynch, Doherty et al. 2003),( IFSA statement) The issues differ
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thus in New Zealand.Where genetic testing and the results can be problematic is in
the area of employment and the discrimination shown to those who have to divulge
their genetic status. From the employer's point of view, why would they expend
money for training someone who may loose their capability to function fully within
a few years?

The question must be posed: 'How can this discrimination be overcome?' Because of
no fault of the person his/her life opportunities may be curtailed because of genetic
susceptibility to a disease. In the case of HD there is the inevitability because of
100% penetrance that the person will become incapacitated, although the age of
onset can not be given, as it can be earlier for some and later for others, but
inevitable for all. It is interesting to know that in the United Kingdom there is a
moratorium until 2011 in which insurers have agreed not to request genetic test
results (Department of Health Great Britain).

McConaghie further argues that over a life span, persistent discrimination has an
additive affect, especially for people with disabilities who are the most vulnerable.
She sees their lives having to fit into a world designed for the healthy who do not
always making allowances for those who mainly through no fault of their own have
genetic or congenital disabilities. Barriers can be educational, vocational, financial,
communicational or transportational. It can be argued however, that the biggest
barrier people with disabilities face is other people's negative and discriminatory
attitudes toward them.
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There has been much public debate about access to insurance products according to
Andru Isac (2004), a senior litigator of Palmerston North in New Zealand, since
genetic testing for abnormalities has become accessible. Some countries, he said,
had been regulated for over a decade. He argues that the major difficulty is that
insurance products are bought and costed according to the risk an individual
presents. It is an accepted and necessary part of the insurance market that there is
discrimination between individuals. This is based on their genetic profile and is
commonly seen as unjust, but with complex ethical considerations, this is the
greatest fear held of those seeking insurance when purchasing a house, that their
genetic condition will rule out insurance and a consequent rejection of a mortgage.

In New Zealand there has not been a rush by insurance companies, many with
overseas' connections, to require insurance applicants to be genetically tested.
Insurance companies in New Zealand and Australia are in agreement that those
seeking insurance should not be required to undergo genetic testing, but the
insurance companies should have access to existing results of past tests. Also, the
insurance companies should not offer lower than the standard rate premiums to
applicants with a favourable genetic result (Insurance News, December, 2000).
There are many issues according to Michael Hewes who is a risk product manager
for Sovereign Insurance in New Zealand, who sees genetic testing as the 'most major
change for the life insurance industry since the invention of the abacus'. He sees it
as a minefield. Hewes concludes:
A lot of people are still adopting very much a wait and see attitude to what is
happening. We haven't even started looking at differential rates for people who
have had genetic tests. We're very much aware of the issues. Prudent insurers
such as ourselves are requiring a lot of research to see the implications (cited
Phil's Blog, 2000).
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Privacy
The privacy of the individual in New Zealand is governed by the Privacy Act of 1993 and the
basic principles of the confidentiality of an individual's health information, has long been
acknowledged by the law. The managing of health information is of such importance it led
the Privacy Commissioner to issue the Health Information Privacy Code of 1994. This Code
protects health information held by a health agency from unauthorised disclosure. The
Privacy Commissioner stated that genetic information should be considered 'health
information' until more was known about the context in which the information was to be
obtained, held, used and stored. It was generally agreed that provisions of the Act and Code
would control collection, storage and use of the genetic information (Kirby 1996).

In 1995 the New Zealand Privacy Commissioner at the conference organised by the
Health Research Council of New Zealand 'Whose Genes Are They Anyway' pointed
out the limitations of the NZ Privacy Act in that the Act gave no protection to people
who had died more than 20 years earlier. It did not detail answers as to the
collection, use, storage and destruction of genetic information.

It had not addressed

the setting up of a data base to contain DNA profiles.

The Privacy Commissioner stated that the Privacy Act did allow him to issue
specific Codes of Practice which could modify the general information privacy
principles to a particular problem in hand. There was, he said, a question of legal
principle, and as an exception to this, there has been conflict over the disclosure of
health information. This has been addressed in S.22 C of the Health Act which
permits the use of patient information when authorised requests from officials,
including the police, have been made.
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THE IMPACT OF TESTING ON FAMILIES

That people who find out after they have been tested that they carry a mutation that
predisposes them to a particular disease are more distressed than those who have a
negative outcome is to be expected. That they can then pass this genetic mutation on
to any children they may have, further distresses them. This was in contrast to the
unexpected reaction of those who were similarly tested and had a negative test result
in that they 'experienced difficulties in adjusting to their revised risk status' (Croyle,
Achilles et al. 1997:694). In research conducted by Lerman et al. (1996) and Croyle
et al. (1997) it was found that the test results among women undergoing predictive
DNA testing for breast cancer seemed to have very little impact on the general levels
of anxiety and depression. In a follow up on the psychological outcomes on those
who had predictive HD testing, Tibben et al. (1997) found that those who were
found to be carriers did not become more distressed as time went on. Marteau &
Croyle (1998:316) believe that this 'illustrates that factors other than test results' are
important in predicting and understanding responses to genetic testing. Butow
(2003:77) reported that those who were found to carry a mutation in cancer
predisposition genes did not become more depressed. Neither did they show any
anxiety. Those who had a negative result expressed significant relief but those who
did not want to know their results seemed in their opinion 'to be at a greater risk of
a worse psychological

outcome'.

Rejection and Isolation
In the case of siblings, parents and children, relationships can be complicated by
differing results to genetic tests. Some of those who were found to have a negative
HD result were rejected by their families. What had brought them together as a
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family who shared HD was broken (Tibben, Vegter-van der Vlis et al. 1990). A
feeling of isolation can be felt by a sibling who is the only one in the family who has
a positive result. Not only is there a feeling of isolation but the added distress that
the condition may have been passed on to children who are distressed because the
person could die of the disease (Reeves, Owens et al. 2000).

Loss of future Screening

procedures

Another aspect of having a negative outcome to genetic testing is a feeling that
individuals are no longer protected by regular screening such as colonoscopies,
endoscopies or mammograms. The change in her status, from being 'at risk', to 'not
especially at risk, might have been instrumental in producing some degree of loss of
personal identity (Reeves, Owens et al. 2000:100).

SUMMARY

In conclusion although we can draw comparisons with the issues, concerns and
psychological outcomes of predictive DNA testing of HD and familial cancers there
is one outstanding difference.
At this moment in time there is nothing that can be done clinically for those with the
HD mutation whereas for some familial cancers there are some interventions even
though variable in results.

The myriad issues arising from testing continue to be

investigated and are balanced against the utility of testing and the potential benefits
that intervention strategies may provide in familial cancer.
background knowledge that the issues for Maori have been explored.
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SECTION THREE
CHAPTER SIX
PUKENGA

INTRODUCTION

Whilst genetic technology has the facility to confirm the mutational basis of many diseases and
to predict incidence in high risk families, there is little literature in Aotearoa New Zealand
which may assist whanau members in their dealings with the health providers and in their
decisions about whether or not to engage with this genetic technology. I have interviewed
seventeen cultural commentators whom I have called Pukenga. They have also become skilled
and versed in their chosen occupations in Te Ao Pakeha, and are all respected because they are
able to bridge two worlds. This group included some who were young and they all seemed the
'best fit. We share the views and perspectives of this group of Pukenga on what they saw as
good health and about their knowledge of whakapapa and spirituality insofar as it may help
make sense of their responses to predictive/presymptomatic DNA testing where there was a
familial cancer in the whanau. Insights from this group of knowledgeable and respected Maori
are established in order to provide a context against or within which the comments and
concerns expressed by the whanau in Chapter Nine may be read.

COMMENTS ON GOOD HEALTH

There was an agreement by all who participated that good health encompassed the
taha wairua, taha hinengaro,

taha tinana,

and taha whanau making up the

physical, mental, spiritual and emotional dimensions of life.
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P.17.
I think good health is where you feel in harmony, in balance.
Where your life appears to - you know all the roles in your life - say for
example, your social relationships, your physical self - you're able to do
what you want to do and need to do and where your sense of self - your
hinengaro is also intact. So in other words, for me, it's the balance between
your ability to think clearly, to do what you want to do mentally. To feel
able to do what you want to do physically so your tinana and also your
social relationships where they appear to be in harmony. And for me, quite
an important part of feeling in balance is also fairly connected to my
external world so for example, in my office, being able to look at the trees or
the plants or to have lovely things around me including flowers - to look at
the see sometimes when I'm feeling a bit reflective. Or to go and sit on top
of a maunga when I feel like I really want to think about something big or
new. To me, being able to access these things and having a sense of balance
between them is what I would consider to be good health.

P.8.
I don't think for us as Maori, especially those of us who are
lucky enough to be connected to our land and our people, and I think that is
a matter of historical luck, although we may have physical ailments, I think
we are more well than those of us who are disconnected from our land and
people. As for me even though I've got -1 can't remember how many diseases
I've got or what their names are, but I feel healthy because I know where to
go home and I know who my people are, I know where I came from and so
I'm free to get on with a whole lot of other things that might otherwise make
a person like me very unhealthy.... So yes, for me, health is not necessarily
the absence of disease. I think I can be healthy with diseases if those other
things are in place.
It is not always understood by non-Maori, that good health to Maori does not
necessarily mean the absence of disease. P.3 spoke of good health as being able to
participate in the world around you, being mentally alert and relating with whanau
in an environment which expresses their world and being able to enjoy the unseen'
connections that bind people.
P.3.
If you can do all those things, in my book you're in pretty good
health. It may mean you've got sicknesses but that doesn't stop you from
being in good health.
Some Pukenga did not think of individual good health in particular but rather a
collective view of good health as expressed by the following four comments.
P.4.
I think there's individual good health and collective good health
and I think in the end you're only as healthy as the individual, as the
collective of which you are a part, is healthy too.
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P.7.
You've got a healthy individual, you've got a healthy community,
a good environment conducive to healthy living and growth.
P. 13.
My definition of good health is in my body and spirit feeling at
one, good for yourself and with yourself and secondly, it's no good you
feeling that one with yourself but those around you not feeling just as well,
in the same respect.
P.3.
A sense of personal wellbeing which probably defined, not just
in terms of your physical wellbeing but also in your mental and your
spiritual wellbeing, and I was thinking too of those around you. It's hard to
feel a sense of personal good health if say your partner or your mum was
dying of cancer. That of course affects your mental and spiritual wellbeing.

Although there is this collective sense of good health, Pukenga believe that it also
gives one a sense of self, of knowing one's place within the whanau, that enables
one to operate with ease outside the whanau. P.6 spoke of four threads; good
physical health, good mental health, the absence of disease and good spiritual health
as requirements for good health. He then spoke of his place of birth being also an
important contributing factor to his health. It took leaving Aotearoa

and living

overseas to make him realise and understand how much he belonged to his
turangawaewae.

He said that while he was growing up with the environment of

maunga, awa and whenua all around him, he did not have a sense of how strong his
affinity to the land was. His good health depended on enjoying all these features of
his birthplace.
P.6.
I think this is a uniquely Maori thing actually, and it wasn't
until I went away and lived overseas that I understood this. I feel very much
a part of New Zealand, part of Aotearoa, part of the land, part of the
landscape and I feel a great affinity for it and I can't put it clearer than that.
I am not happy out of the country for long periods.

Several of the Pukenga also talked of this spiritual connection to the land and
surrounding nature and the enjoyment of this as contributing to their good health and
growth. P.2 felt that it was important
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P.2.
to recognise and be able to enjoy the spoken and the unseen
connections that bind people to the environment of their world, and be able
to relate to others in their environment, particularly whanau.
P.15. talked of five dimensions on good health that he canvassed from his own
research in the seventies when asking the same question of koroua (elders).
1) Te Taha Whenua (The land dimension) This meant the requirement of land as
an economic base.
2) Te Taha Kaimaori (The Maori food dimension) This meant that from this land
food would be grown which would mean that they could be nutritiously fed.
3) Te Reo (The Language) From the language came the propagation of the Maori
culture and beliefs known as Nga Tikanga.
4) Te Taha Wairua (The Spiritual Dimension)
5) Te Taha Pakeha (AH those things in the Pakeha world)
His inclusion of this fifth dimension, and his rationale for its inclusion has important
meaning for this study, as it relates to the bridging of the two worlds, and recognizes
the potential of a working together of the two systems.
P. 15.
The Pakeha world, the other side of life. They (the koroua)
never missed it out - they always put it on the end and was all those things in
the Pakeha world including doctors and things. So they didn't really, in
many many ways talk about health the way we 'd be talking about it.

Relationships with those who have gone before are important for the whanau and
contribute to our overall good health. Those who have died are remembered
whenever Maori meet and greet on marae. This is seen whenever people walk onto a
marae and stop and pay homage to the dead and then move on. The dead are talked
about and talked to. Their memory is kept forever green by the way in which their
whanau consider, when making decisions that affect the whanau, what they would
have wanted, thought or said.
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P. 12.
There is that connectiveness and whakapapa between ancestors
- you know the distinction between world view about our orientation
towards those who have gone before and we invoke them, and talk to them,
speak to them. We 're not frightened. I use this as an example of quite a
distinct way of viewing the world as opposed to the Pakeha taken for
granted view that these ghosts are scary and people who have died are to be
feared.
Other indigenous peoples commune with their ancestors and keep sacred their wahi
tapu (resting places). Chief Seattle (1854) spoke of the spiritual differences of his
people and the white settlers (Chief Seattle 1854).
The ashes of our ancestors are sacred and their final resting place is hallowed ground, while
you wander away from the tombs of your fathers seemingly without regrets ...Your dead
cease to love you and the homes of their nativity as soon as they pass the portals of the tomb.
They wander far away beyond the stars, are soon forgotten and never return. Our dead never
forget the beautiful world that gave them being. They still love its winding rivers, its great
mountains and its sequestered vales, and they ever yearn in tenderest affection over the
lonely-hearted living, and often return to visit and comfort them.12

C O M M E N T S ON PREDICTIVE D N A TESTING

Predictive DNA testing, or for that matter anything that has to do with DNA,
immediately brings up the question for many Maori as to whether DNA testing will,
for whatever reason, alter their whakapapa. Although there is a realization that
medical advances need to be considered seriously, this is clearly a matter to be taken
into account when decisions are being made about technological intervention.
P. 13.
If there are particular illnesses and so on that affect our
families then by all means I think that we look for ways where intervention
can be of use ... Although I could see positive aspects of doing it [the DNA
test], I mean I see the negative side of it as well. Does this interfere with our
whakapapa, and you know, the idea of selective whakapapa?

When questioned if he meant a form of eugenics he replied that there was 'sort of
resistance in that area'.

12

From a speech made by Chief Seattle during treaty negotiations in 1854. It represents a
comprehensive statement about the relationship between a people and the earth. The speech was
published in the Seattle
Sunday
Star,
Seattle, Washington Territory, October 29, 1887.
http://www.suquamish.nsn.us/chief.htm
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P.15, like P.13, saw contradictions in testing and asked if testing would increase
people's knowledge about their condition and inform them 'how they might better be
able to look after themselves so that it could be caught early'. If this were so then it
was a good thing.
P.15.
The flip side of the coin of course, and it's a question of ethics.
My guess is that not all information is used for good purposes and so
equally, you could see that DNA testing would not be a good thing if you
were applying for an insurance policy or if you are looking for a new job or
if you were just looking for some sort of indication in your life and you want
to but you 're going to have a good and healthy life. So I think that like any
other technical tool, I have no problems with technology, no problems at all
with technology, but I think it's really about how it's utilized in the
community and what on earth we 're going to do with it and under whose
control that technology is.

This brings up the issue of the fear that technology sometimes arouses, and the
perception that it is racing ahead of the public's understanding. This is succinctly
expressed by P.13:
P.13.
I think it's a useful tool but I think the tool's developed before
our ability to handle it.

P.5. believes not only Maori, but the whole of society in Aotearoa has not had
enough time to debate the ethical issues surrounding predictive/pre-symptomatic
DNA testing. The idea of testing when there is nothing that can be done for the
condition is, to P.5, a pointless exercise.
P.5.
Otherwise you burden people with the knowledge of a possibility
- not even a reality of developing an illness and to me that's an unethical
position. Where the predictive test is ethical and sound, where that
knowledge will actually enable people to change for the better, where it
gives them a quality of life which will improve their chances and lead to
wellness, then I have no problem.

The need for safety measures is very important because the public is always wary of
scientists and the commercialisation of any technical discovery being more
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important than the safety of its administration for medical purposes. P.3 expresses
his feelings about this and the criteria he would expect while acknowledging that the
outcome could be beneficial for generations to come.
P.3.
I'm not married to the school that says it's either in or out but
to the school that says it's inevitable and our task is to put guidelines
around it for safe use. Then the third, and if you're looking at what would
my guidelines be, I would say there are certain criteria and certain
priorities where DNA testing is going to be invaluable in the sense that it
will lead to stronger generations ahead of us and that, to me, would be the
overall guideline.

P.3 saw two main issues, surrounding the technology. The first was the inevitably of
such testing and the second was, the immediate need to develop safe guidelines
around its use.
P.3.
I'm kind of a pragmatist in that sense that there's a technology
here that will be used regardless of what I think and that sounds fatalistic.
It's really a sense of - when things get developed, they sweep the world and
they have inevitability about them. Accepting that point, the next point would
be that because it's inevitable, we need to be able to develop guidelines
around it for safe use.

Another pragmatist agrees with P.3, and her belief is that Maori need to engage with
advances in science and technology.
P.5.
Oh I believe that DNA testing is not just on the horizon but
amongst us in that we 're going to have to carefully work ourselves around
and through the ramifications of it because we won't be able to stop it.
So the use of DNA testing - in a range of ways, just has to be managed and
like many things, our culture is dynamic and evolutionary, and we 're going
to have to evolve a range of standards as to how we engage with DNA
testing ...That's just a new technological advancement. I don't see anything
other than that - other than new virus's coming on board and a whole host
of other things, globalization, internationalization, issues of sovereignty all those things are quite huge dynamics and impacted on what we 're about
as Maori people and DNA testing and the ramifications of it right through
genetic engineering need to be considered.
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Several agreed that if testing was a useful tool and provided people with knowledge
that could medically help their condition, then it was a valuable exercise. Above all,
however, an important issue in any potential testing is that the person contemplating
a test has the choice not to have one if he/she decides against it.
P. 11,
Choice? I think one of my strong kaupapa about life in general
is providing people with choices about everything and I think it's good and I
think it should be a choice available to someone to choose to have a test or
not to have a test. So it's there.

P. 17.
My view is that it's quite a complicated area. I think that the
ability to predict certain types of predispositions to illness is probably
helpful for certain types of disease but the ethical questions and being able
to predict them, like at what stage you would predict, who would have
access to the information, are you able to act on that information to actually
stop something happening, are quite crucial ethical questions that I don't
think society has discussed. So being able to - knowing how to tell if
something is going to be wrong with you is one thing, but knowing whether
or not, that knowledge in itself is useful is another thing. So, it seems to me
that a big part of the debate around DNA predicted testing has rested on
people's ability to you know, either for young babies or for older people, to
be able to be tested to see if they have a predisposition to certain things. I
don't know - it might be Parkinsons or something. You know, a type of
stomach cancer or whatever, and to me that testing can only be any good if
something can actually be done about it. Otherwise you burden people with
the knowledge of a possibility - not even a reality but a possibility of
developing an illness and to me that's an unethical position.

It appears that finding out as much information as one can find out is valuable before
making decisions about whether the information can improve the condition. There
would seem no point if this does not occur.

Pukenga were asked how they viewed DNA. Did they see it simply as a sequence of
DNA or did they see it within some spiritual context of inheritance?
P.10.
I believe it's quite possible to cope with what is called
cognitive dissonance - in other words one half of my brain is the scientific
brain and to me, genes, yes I accept they 're simply a bunch of chemicals they're a bunch of chemicals and 95% of our gene... is synonymous with
mice, so when you say you're putting human genes into mice - you're
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probably inserting the same gene sequence. This is why my scientific genetic
engineer colleagues can't understand what the problem is with Maori. It's
just a bunch of chemicals, and at one level they 're quite right. But I also
have another side of me which is spiritual and I don't mind admitting it's
based on Christian belief... My wellbeing depends not only on my scientific
knowledge and I'm grateful for that but on the spiritual wellbeing and
acknowledging both, and so for me yes, there is a spiritual element, based
on belief and that's the conundrum and I like to think there is more than just
a bunch of chemicals involved there.
P.5.
One level I can appreciate and respect the kind of knowledge
that goes into being able to understand how DNA is comprised in its
molecular structure and the way in which you can intervene, but on another
level, the kind of reductionism - somehow misses the point about the
amazingness of the fact that this constitutes my - and this makes up a
unique person. And it's the missing of that bit that I think we [pull down].
There is a set of sacredness attached to the way in which that comes ...
P.5. further explains her view:
P.5.
I think that DNA is more than just a chemical or a series of
chemicals and while I can appreciate the brilliance of science that can
identify those chemical signatures and combinations, I cannot help but feel
uneasy about their willingness to tamper with that without understanding
the rest of it. It seems to me that you know, - that the whole is greater than
the sum of the parts - you know, you can have a sequence of chemicals but
what you 're actually talking about is the way in which each of these become
unique signatures for a whole person and everything that they represent and
that's yeah - so I guess there is a kind of sacredness that I see in the way
that DNA is compiled. There is a sort of human element that is not just
about fiddling with chemicals ... one level I can appreciate and respect the
kind of knowledge that goes into being able to understand how DNA is
comprised in its molecular structure and the way in which you can intervene
but in another level, that kind of reductionism - somehow misses the point
about the amazingness of the fact that this constitutes my - and this makes
up a unique person. ... however, I'm not a person who thinks that you can
never tamper with nature. I mean, I think taking a dispirin tampers with
nature and I'm all for taking dispirins when you need to. If you've got a
headache, give me a dispirin. You know, so I'm not a purist in that way but
it seems to me that we have a tendency in Western medicine to reduce
people to body parts and to chemicals for interventions and that's the wrong
way to look at it. If health is about total balance or harmony between the
parts, then to me, that's a fundamental way to view a health intervention.
So, I guess what I'm saying is that again, it seems to me that there is an
enormous amount of talking and thinking around the ethical questions.

One Pukenga believe that DNA is a simple sequence, as well as a spiritual context
of inheritance. He explains:
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P.14.
Inside an indigenous philosophy whereby the technology often
doesn't exist to consider things at a genetic level, then we consider them at
a spiritual level. But they are the same topics. Everything you can find that
can sit on a genetic level has been talked about by Maori people before.
Whakapapa, inherited diseases, curses that have come down through the
family. The only difference
of course, is we have a different
concept of
blame.
P. 12.
I see that the genes do - I see it containing information that is
about our individual and group past and containing information and being
a result of our shared history and that shared history and that experience
and that whakapapa for me is tapu - it's special and it needs to be
preserved and has a high spiritual significance but I would hesitate to
locate that spiritual significance in a sequence of amino acids. I see that
the DNA is a result of something of spiritual significance rather than being
repository of that spiritual significance.

Genes are seen as whakapapa a shared history - tapu the actual sequence.
P.14.
Oh no, it's a bit more special than that. And I wouldn't see it in
a clinical santised terms like that - if you believe in your whakapapa and
that and...say they cry when they see you because they're glad to see you,
they see your dad so that's a very special moment in time. It's a very
spiritual thing. So be careful about romanticising it to the extent that it's
right out there in the stratosphere next to the big fella [God].

P. 14. also believes that the lack of technology or technological appreciation means
there becomes a victim and also, there is a person who is responsible. Today,
because of technology, we know this person was in no way to blame for the illness
or disease. He further states that there are ways in which families react to such a
condition.
P. 14.
They could either be devastated by it or they could be - not so
much be enriched by it but invigorated by it so that they were careful about
what was going on in their lives. That's the same use that is going to be
made of the concept - oh well we inherited this thing genetically; we can
either throw up our arms and say well there's not much use doing anything
or we can do the other which says we'll be proactive about this - let's be
healthy - let's make sure that we are being monitored and give us a place to
start from.
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Making the decision to have or not have the DNA test
Pukenga were asked to respond to the question as to whether they would consider
having a DNA test if they were in at risk.
P.11.
Yes I would. I believe that all decisions in life are the better for
being informed decisions and in order to make a decision about the welfare
of that person or in ones own whanau, the more informed that decision can
be the better. If having the test adds powerful information, and also because
I see no problems with the test. I see it as being no different from going and
having a sort of routine test one has regularly at a doctor's for different
things - passing a urine test, stool test. I don 7 see any religious or other »
problems - to me it is simply a test - a safe test and one that enables you to
make an informed decision.

From P.4's point of view, Maori have different intellectual traditions from the
Western intellectual position. This means that their attitudes to such issues begin
from a different set of assumptions. Within the Western tradition, he suggests:
P.4.
Humans have the right to know everything. Maori intellectual
tradition which predates this, asks a different question. Why do we need to
know?

P.4 believes that Maori and others have not been given enough time to engage with
the genetic debate and ask the question, do we need to know? He felt that people
were presented with a 'fait accompli' which said there would be benefits some of
which, he felt, were dubious. Regarding the Tauranga whanau he felt they did need
to know in order to help with their on-going situation and the dilemmas with which
they were constantly confronted.
P.4.
But why do we need to know of genetics per se is quite a
different question. I don't necessarily think we need to know. I think our
people should have a chance to discuss and debate whether it was consistent
with our tikanga but I do disapprove of the steam-rolling over our people
without time to consider. I also have serious concerns about genetics as a
science in total. I think the borderline between genetics is very fine and
moves towards cloning which I think is completely contrary to our tikanga.
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The question of agreeing to predictive testing in order to help future generations of
mokopuna, was not, to P.4, the question that should be asked, because it was too
emotive. Rather he felt that the following two questions should be asked:
1)

What are the issues about who has the right to patent genes?

2)

Who has the right to own them?
P.4.
I don't' think anyone does. To me it's that whole different
intellectual concept- how can you claim to one whakapapa - you can't, and
so much of current genetic research (just read the submissions to the
commission) which are driven by economic imperatives - they 're not driven
by altruism - they 're not driven by a wish to see Maori become healthier they 're driven by money. So there are all sorts of broader issues that I think
are far more important.

Before P.4 would give permission for his mokopuna to have a test (which would
entail giving a blood sample), he would want to know the answers to the following
questions
1)

Who owns the test?

2)

Who owns the results?

3)

What happens to the specimens?

4)

Who patents them?

These questions are relevant to all occasions when Maori are asked to provide a
specimen of blood or human tissue to be used for research.

When asked if they themselves would be tested if it were found that they had a
familial cancer in their whanau, most of the participants said 'yes'.
P. 10.
I think for myself, not only would I consider having the test but I
would also feel obliged to work through, with my family and family members
or it might mean for all of us both individually or collectively as a family for
our future generations and to make sure everyone has a full understanding
with respect to the medical and health issues.
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P.LO's wholehearted support of predictive testing emanates from her view that it is a
'totally necessary part of the modern technological world'. She further rationalizes:
P. 10.
We signed the Treaty for technology. We go home, we drive
home in a car, we import a Japanese car, we cook our food in the
microwave, we fly around the world. We have a bionic hip, we have all sorts
of things and I think it's to be expected.

ASPIRATIONS

Pukenga

were asked to discuss how they would set up services

for

the

presymptomatic/predictive DNA testing of their whanau if they were given the
opportunity to do this. The word whanau here is used in the sense of whakapapa of
at least three generations.

Consultation
All of the Pukenga agreed that the initial step would be to set up a hui with as many
of the whanau together as possible in order to ascertain their views and perceptions.
Maori in rural areas who have their own marae will gather there, while those in the
city could either return to their home marae or gather in urban marae or other places
that Maori congregate to meet and discuss issues of interest as described by P.14.
P.14.
No, you see Maori society is pluralistic - so it's got a huge
band on a continuum and some have always conducted themselves by having
a hui on the marae. Some conduct themselves by having a boil up round at
the nannie 's house or the auntie 's house where they discuss the range of
issues that are very special to them. So it depends where it's
environmentally friendly of that family to conduct a number of special meets
and greets about their future. Now often it normally is - often met about
rights to land - okay that's quite a special sacrosanct thing - it leads back
to whakapapa so wherever they've felt comfortable with that, that's where
they '11 hold it.

Here P.14 expresses an understanding that the concept of marae may denote a place
of comfort. Other examples help clarify this point.
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P.H.
It mightn 't be they come on the marae - it might be at the rugby
league hall - it might be where the nannies play bingo - I don't know but
there is always a place where they will congregate to listen to a message.

For another of the Pukenga, who recognizes the impact of demographic and cultural
shifts, the place of meeting is defined in terms of the local community.
P.7.
I think I'd focus on what the feature of the community is - and
in an urban situation for example, it would be different
to more rural
traditional situations and more marae based. I also say for urban, but for
us, more difference, new types of Maori groupings now, so across a variety
of methodologies perhaps.

There was also some acknowledgement that consultation may need to occur beyond
the whakapapa

whanau - that the 'proband'

whanau

should be given the

opportunity to consult within Maoridom. The immediate response of one participant
was that there was a need to:
P.8.
Go to the communities - all kinds of Maori communities and
find out exactly what people want. Only from people will you find out what
the issues are.

In this way whanau would be able to consult with other whanau, hapu, and iwi to
discuss the matauranga

(knowledge) of DNA testing. It would give them the

opportunity to benefit from the solidarity and advocacy of like-minded whanau with
similar health threats, from whom they may gain true empathy and knowledge. This,
P.8 explained, may necessitate the gathering of many people.
P-8.
I think you can do it in a big hui at Turangawaewae.13 You can
lift the level of awareness but you've also got to get every person who
considers themselves Maori and is interested in the debate.
For P.8, the automatic reference point for such a hui is a Maori context, and yet this
is not always possible when the processes are determined by Pakeha. The holding of
13

Turanagawaewae

marae

is the ceremonial marae of the Arikinui,

that can cater for up to 2,000 people.
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Te Atairangikahu

of Tainui and a

a hui to discuss Maori issues by and for Maori should ideally be structured using
Tikanga Maori kawa. It is traditional, for example, to begin a meeting with karakia,
and mihimihi led by the most senior kaumatua.

When whanau gather to consult, P.3 suggests, there should be questions which
would form the kaupapa for the meeting. He identified what he saw as the main
issues of concern.
i

What do you think and feel about this testing?

ii

What are your perceptions about this illness/disease?

iii

What are your concerns

iv

What do you want?

Some of these issues are reiterated in the thoughts of other Pukenga.

Guidelines for helping whanau take advantage of technological

services

The whanau would then look to the kaumatua for advice in seeking someone who
would be able to assist in accessing the relevant services. A secondary meeting
would follow the initial discussion, gathering relevant knowledge in order to give
the best information about the technology regarding predictive/pre symptomatic
DNA testing. As some Maori families live further away from the centres of
knowledge (health resources, medical knowledge), P.3 felt that there was a greater
need for a huge amount of time and energy to be put into explanations. Opportunities
for these families to consider this information within a Tikanga Maori framework
should also be allowed.
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P.l feels that it was first necessary to seek Maori who have credibility and
technological expertise. However, the reality is that Maori do not always have
people with relevant expertise, in which case P.l believes, the best available
specialists should be sought.
P.l.
If you were setting up a medical centre, I would get the best
medical people for Maori people and I don't care if they are Taiwanese or
anybody. Because otherwise it can degenerate into a second rate service and
a system of mediocrity.

Some interesting insights were offered by one of our Pukenga who has a medical
background as well as being steeped in tikanga. I asked him how he would set up a
service to provide for the transfer of technology. He said the first thing he would
find out is what the family thinks and feels about the illness. He would then wait for
the whanau to think and ask their questions, draw their own connections. Only then,
if they asked him if the technology would be useful to them would he comment.
P.3.
Then having got that, I would provide some information about
what technology has to say about that particular problem. And leave them
to draw the connection. I would make the family aware of their own views
about it and you can do just that with discussion and what are its
implications for the future generations?... I would be hesitant to advocate
[the technology] unless there was a sense of readiness to explore it. Yes I
would be trying to bring two bodies of knowledge together. What the
scientific world says about the problem, what the whanau s views of the
problem are. I'd put the two bodies of knowledge next to each other and
leave them to make the move so they might say 'that's what the scientific
view is and it is repugnant to us Good bye'. Or they might say, 'Well I
wonder if that scientific view can help us with our concern about the next
generation'.

When this Pukenga sensed that the whanau wanted to explore the technology
available only then would he take it any further. When I asked him to elaborate on
what taking it further meant. He replied:
P.3.
Let's put some guidelines around it. Let's put some principles
about using this. What should be our aim in doing it? What is acceptable
and what is not acceptable in terms of what the technology can be used for?
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What safeguards would you want brought into it? How will we know if this is
the right approach?

We know from Whanau One's experience that their whanau had some knowledge of
their condition because of their long family history and association with their local
hospital. Many of their whanau had died and they were looking for the answers to
these very questions. In collaboration with scientists and medical staff they had
begun their journey to improve their future health status.

While some Maori had applauded the initiative and the courage they showed in
seeking genetic technology to help their whanau, others were critical (cited in
Coddington 2001). A member of the whanau from Mt. Maunganui commented that,
'there was a lot of negativity among Maori about genetics'. She told the Royal
Commission on Genetic Modification that 'dispelling the notion of the curse through
knowledge, information

and on-going education has been fundamental to the

whanau growth, development and survival' (cited Coddington 2001:79). P.12 said
that Maori

are concerned with eugenics, particularly in the area of genetic

engineering which they see as an erosion of whakapapa.

Some information he

believes 'is blown out of proportion'. He argues, that a lot of proactive alleviation of
the negative aspects related to genetic modification needs to be articulated.
P-12.
I think positive stories need to be told and some good best
practice examples given on how it is to be used.
Because of these sorts of uncertainties, P.3 states that he would want a review from
time to time to see if the whanau might want to change direction, backtrack or even
go in a completely different direction. This he felt would give the whanau 'a sense
of control over this new technology and some capacity to manage the process'.
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Framing the health issue in a manner to which the client/whanau can relate
Increasingly it has been recognised that indigenous bodies of knowledge have
integrity of their own. Science is but one body of knowledge, faith is another, and
indigenous knowledge is yet another. It is important that the tools of one are not
used to ananlyse and understand the foundations of another. Nor should it be
concluded that a system of knowledge can not withstand scientific scrutiny it lacks
credibility. (Durie 2003:277).
Relationships contribute to a world-view, health cannot be dissected out of this view
as a discrete entity. In the Western health model, one's health and illness are often
perceived as one's own, with the autonomy to make health decisions alone. Mere
Roberts (2000), a Maori biological scientist, expresses her view that it is not only
the principles of the Treaty that need to be observed, but regard 'for the relationship
of Maori with their culture and traditions, with their ancestral lands, water, sites,
wahi tapu (sacred places), valued flora and fauna and other taonga should be taken
into account'. A fundamental aspect of this relationship, she argues, is that it
encompasses the spiritual as well as the material. The incompatibility between
matauranga Maori and science has been accentuated in recent debates surrounding
Genetic Modification in New Zealand with opinions differing about what comprises
safety and divergent ways of 'proving a point'.

The technical physical or spiritual descriptions of health and wellness do not
translate from one language, ethnicity, and culture directly to another. For Maori, a
Maori way of explaining an illness, a concept or a new technology can alleviate 'fear
of the unknown' as expressed by P.7.
P.7.
So it's really important. Also contextulising the work and
putting it into the context of a Maori paradigm and it can be spiritual
perhaps so that they're saying - well this is the Maori world view of the
development of a human being and this is how this work is seen in that
context rather than look at it from a purely scientific or rational Western
point of view.
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He gives an example of his work in conservation.
P.7.
I think there 's a lot that can be added to science - to this sort of
cutting edge science - that a Maori world view can offer. It's the same
argument. I used to work for DOC and I see all these conservationists and
scientists, going like mad to preserve a species and they've worked out every
possible scientific angle but it still doesn't work and because what I think
when I see them is, of course what's missing is the Maori element. And in
that context it was karakia, it was whakapapa - that was all people could
bring to it and add to the bowl if you like, and it gives a fuller picture ... and
I think that science has got a good opportunity to do that with Maori and I
think cutting edge technology like this, it's... upon science to do something
like that and I think everybody will learn a lot more out of it.

The comments of P.7 point to the value there is in having a model which takes
account of the knowledge and values of both worlds, and which comes together in a
relationship of mutual collaboration and respect.

Partnership
Pukenga believe that until Pakeha acknowledge their Treaty partner as being able to
contribute to their own health needs and initiatives, Maori will continue to ignore
clinical services they see as not meeting their particular needs. Likewise, Maori will
willingly accept gestures of Pakeha

in true partnership. In 1998 the Royal

Commission on Social Policy identified three Treaty principles that were relevant to
social policy: partnership, participation and protection. Partnership means that
Maori should have positive involvement in all areas of New Zealand society and
protection in health provisos, which refers to the Crown's requirement to be positive
in seeking opportunities to improve Maori health (Durie 1994). It should therefore
be possible for Maori to be able to access technology from outside their limited pool
of resources. P.15 argues there should also be protection against exploitation. He
believes that the power structures that exist in these partnerships should be equal
with a clear understanding between the partners about processes and outcomes.
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Maori believe that a research partnership involving only Maori participants should
be controlled by Maori. Maori would see it as a partnership as stated under the
Treaty of Waitangi in any research that is undertaken. All aspects of partnership
revolve around consultation. P.15 believes in consultation with the extended family
and making sure that people know how to participate and contribute. This could
mean collaborating with scientists and health services already available, such as the
Northern Regional Genetic Services. P.15 also states that if something has to be
done and a need is shown, as in the case of the six whanau in this research, then
there

should

be the establishment

of a participative,

consultative

type

of

arrangement. The main aspect he argues is 'that the partnership should include
control of the project which in turn protects the people as opposed to investigating
the people'.

P. 12 wants more discussion and open dialogue between clinicians and Maori
because clinical research has a valuable role in terms of improved health care for
Maori.
P. 12.
Well 1 think that we need to have some good strong ethics that
are put around these kinds of issues, that we do develop an openness in our
dialogue over the issues and I think that the medical profession need to own
up to the areas which they do not have control of. If they 're honest about
that, I think we could work potentially in ways in which we might be able to
solve some of those issues or agree not to do some aspects of it because of
that.

In any event, Maori are obliged to consult with the Northern Regional Genetic
Services Public to negotiate a partnership which would help better facilitate DNA
testing for their whanau, which, if individually confronted, may render access to
these services well nigh impossible.
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Ethical issues
Presymptomatic/predictive testing using DNA is available for many disorders. In
commenting on the test, P.6 who is a surgeon stated that it was important to make
sure the test is reliable, sensitive and reasonably specific. Counselling should be
made available before and after the test. He felt that there was a need that the
providers have this service put in place before testing. Those who participate are
informed of outcomes and what happens to the results. They may wish to have the
blood specimens returned after test results. Alternatively there are options either to
have it stored for further use by the whanau or, with permission, sent for use in
other research projects. P.7 was concerned about the security of the information and
how well it would be used. Maori are adamant that they must have jurisdiction over
what is to be done with their test results and sample. Concern was expressed that
samples taken for one research may be requested by another research group without
having fulfilled required ethical applications.

Maori are also aware of the commercial interest of large pharmaceutical companies,
who are involved in funding research. The potential exploitation of the mapping of
the human genome by these large companies make Maori nervous. The need for
safeguards and guarantees is imperative. According to P. 2 this needs to be balanced
with the fact that 'potential positives might be gained'.

Need for information to be clear, simple and empowering
P.8 stressed that the debate and information given should be on a level that all
people could understand. This reflects comments made by many of the participants
in Group Two. The stressed cry of whanau calls for simple straight-forward
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information because, as P.8 explains, 'Ordinary everyday people who are going to
be confronted with this at some time or other'. She spoke of the case of transgenic
sheep, which she herself could accept because she felt that this research would
eventually be useful. Acknowledging that for some Maori the thought of transgenic
sheep is abhorrent, she could also appreciate that Maori with chronic destructive
respiratory disease may want the research to continue.

P.8.
We need to find to find a median whereby everyone can put their
opinions and they can be properly discussed.

Maori who have not had the benefit of being brought up living and understanding
Maori tikanga she argues still 'have the right' to every piece of good information,
so that they can make their own decisions.

SUMMARY

Maori depend greatly on the knowledge, wisdom and experience of kaumatua in all
aspects of living in Te Ao Maori. Scientific and technological knowledge from Te
Ao Pakeha is also respected and this is articulated by most Pukenga in this chapter.
Good health it was agreed by all, encompasses wairua, hinengaro,

tinana and

whanau with individual good health contributing to the collective good health of the
whanau.

There is still some concern that there has not been enough time to debate safety measures
and that as expressed, 'the tool preceded the knowledge of handling the tool'. Patenting was
of concern but most would personally have the predictive/pesymptomatic test if their
families were affected.
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SECTION THREE
CHAPTER SEVEN
INTERFACERS

INTRODUCTION

This chapter looks at the way the professionals who interfaced with the whanau who
are central to this study viewed their roles and the way in which they carried out
those roles. Each had a significant professional role in the transfer of the genetic
technology at specific levels with the whanau and consisted of two surgeons, three
gastroenterologists, five scientists, one clinical geneticist, a trainee geneticist, a
genetic counsellor, two registered nurses (one of whom is a specialist endoscopy
nurse), and a retired social worker. I interviewed them all and they were asked to
relate their specific expertise in the medical field as clinicians, scientists and
researchers, and to reflect on their views of good health, whakapapa and to give
their understandings of the nature of DNA.

The interview also provided opportunity for them to contemplate some of the issues
central to a Maori world view in relation to health and well being, and to explain
how they worked with their clients. Finally, they were asked to reflect on their
experiences with whanau who have a familial cancer or who are at risk of familial
bowel, breast or stomach cancer because of a genetic mutation. Most members of
this group were Pakeha, except for one liver cancer surgeon, who was both Pukenga
and Interfacer, and one young Maori scientist. They were asked to relate their
specific expertise in the medical field as clinicians, scientists and researchers, and to
give their understandings of the nature of DNA.
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Particularly featured here are the comments from a surgeon and a registered nurse,
both of whom attended Whanau One in their professional capacities. The surgeon
was interviewed in Auckland in 2001, and later performed a gastorectomy on a
member of Whanau One. Although I have not interviewed this client I have
presented information about him which was featured in an article in North and South
magazine in December, 2001 and I have given him the code number W.39. The
specialist nurse is in charge of gastroscopies (endoscopies) for Whanau One at
Tauranga Hospital where she was interviewed in 2001. The comments of these
Interfacers

are included for the richness of understanding they offer

of the

complexities of the relationships between professionals and whanau in the crosscultural context

They are particularly useful

because they demonstrate

the

dialectical nature of the learning process.

This professional group, because of their relationships with the whanau, I have
chosen to call 'Interfacers'. While I acknowledge that, in a formal sense, this word
does not exist, it encapsulates for me the nature of these relationships. It was
important to interview this group because they, like the Pukenga,

provided

information that could not be found in the literature.

They also offered views and perspectives that would contribute to the development
of a conceptual framework from which the cultural interchange could be understood.
Since the provision of healthcare and indeed most medical research has traditionally
followed the Eurocentric model, it seemed important to gain insight into Pakeha
perceptions of the nature of their services in a cross-cultural context. These
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relationships were crucial, in that they held the potential (or otherwise) for a
mutually beneficial understanding to be reached between client and caregiver.

THE PROFESSIONALS AND THEIR WORK

Two surgeons have been included in this group of experts, one of whom had been
directly involved with whanau participants in this study, the other of whom, a
Maori, has been included because of his long association with, and interest in this
research. I.l explains his role:
1.1.
My involvement with familial cancer is in two areas, one as a sort of
side issue, professionally, but one as a main issue and the main issue is familial
stomach cancer. I'm involved with providing informed surgical advice to patients
who have this... genetic [mutation] to discuss the roles of surgery and in particular,
the role of surgery before the development of an overt cancer in these patients.

1.2 was also interviewed as a Pukenga because of his knowledge within both the
Maori and Pakeha contexts. His particular interest in cancer includes recognition of
the importance of communication.
1.2.
With cancer surgery which is really what I do, that branch of
surgery, I think more than any other, requires you to be able to communicate
very well with patients and also very well with their families because you 're
often involved at a devastating time in their life.
Probably the most devastating time if the diagnosis has just been made, or if
they've found out that they've just got secondary something. I mean that is a
moment that people will remember unfailingly, until they die.

1.3 is a gastroenterologist who had had a long association with the Tauranga
whanau. He is very interested in the research being carried out with the members of
the family of Whanau One. They acknowledge his previous work and interest in
their whanau and his continued interest at this point in time.
1.3.
I started in Auckland, 1976, I got involved in the endoscopies,
then came back here, then either late 1976 or early 1977. At that stage I still
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wondered whether endoscopy would be a viable kind of thing to be doing in a
town like this [Tauranga],
He need not have worried for there was a great need for endoscopies at Tauranga
Hospital because many who sought this procedure were members of Whanau One.
1.3 spoke of a member of this whanau whom he had met in Auckland as being of
great assistance when she returned to live in Tauranga.
1.3.
She became the person who is very happy to come in as a family
member (with the patient). She would be on the couch while I was
endoscoping them. She'd know what was going on there and not only that, she
would hear me chatting or I'd chat to her about what was going on and have a
look at this or that. Later when we got a screen, she could see it, as well as I
could. She knew 'what the game was and she became a sort of agent and my
friend, as a joint member of the family and it's this way that - you know, it
was that trust, that grew up.

Having someone from the family attending this procedure from the patient's
perspective would have been very reassuring and put the whanau members at ease.

The gastroenterologist currently working with one of the whanau groups, states his
role.
1.4.
I'm involved in endoscopic screening. What we're going to do
with my particular expertise is try to pick up gastric cancer in the early stage
where it's operable and where the outcome is successful. The problem with
gastric cancer is if it's advanced then it's prognostically poor.

It was possible, at the time 1.4 was interviewed (2001) that members of Whanau
One

who

were

at

risk

of

gastric

cancer,

were

able

to

have

a

predictive/presymptomatic test to find out if they carried the E Cadherin gene.
1.4.
The genetic testing of the patient allows us to pick out
genetically those who are at risk of developing gastric cancer, and knowing
those people who are at risk, then we can regularly, endoscopically screen
them and try to detect gastric cancer at an early stage. It can be dissected
and then the treatment outcome is far more successful.
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1.5. is a gastroentrologist at a large hospital in Auckland and states her work and
interest.
1.5.
I'm a gastroentrologist with an interest in cancer, so I'm often
in familial bowel and gastric cancer. I'm often just providing advice both
with the bowel cancer and particularly the gastric cancer.
Scientists do not always come face to face with the clients but their work in
laboratories complements that of their medical colleagues and they are in constant
consultation with each other. Our first scientist met with Whanau One to discuss a
research project between the university and themselves because of their concern
about their stomach cancer. He explains his work.
1.6.
My professional role is initially to identify the genes which are
causing a predisposition to inherited cancer and then with those projects we
move along a little bit and then we start looking at the future therapies for
those cancers as well.
1.7 is a professor in charge of a large laboratory within a University:
1.7.
I'm a scientist with a very broad base having worked on a
number of different areas of science and health research, medical research,
and genetics is one of those areas. I work in genetics, molecular biology,
molecular genetics and pathology. Identifying how cancer arises is important.
One of the very first looks to identify how cancer arises, is to look at cancer
families because you can look at, basically, the key that's unlocking the door
to technology.
1.8 is a young Maori scientist who has just taken up a position with 1.6 and 1.7.
Without scientists the 'door to technology' can not be opened. Without sick people
who need services in order to make them well, there would be no incentive for
Interfacers to seek challenging and satisfying work as medical caregivers or
scientific researchers. 1.9 and 1.10 are both research scientists and university
lecturers. They explain their work:
1.9.
I guess being a researcher in cancer genetics, people ... a lot of
people often come to me as a first point of call. Sometimes it's families direct
and sometimes it's medical people - especially those working in gynaecology
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where they know I work in inherited ovarian cancer. I may he the first person
that the medical people come to and say, 'I've got a family, what shall I do
about it? ' I then refer them on to Northern Regional Genetic Services.
1.10.
My role with familial cancer has been only in terms of the past
two or three years. I suppose in terms of setting up testing for breast cancer,
and screening for mutations, and two of the genes implicated in inherited
breast/ovarian cancer... and also some collaborative work with [1.9] over
some of his work, still with breast/ovarian cancer and other disorders - not
necessarily cancer related.
Three genetic clinicians who are part of the Northern Region Genetic Services' team
are a geneticist, a geneticist trainee and a genetic counselor and they articulate what
their specific roles are in providing for whanau.
I.l 1.
I'm a clinical geneticist and as such, I have done quite a lot of
research into the genetic basis, both at a mutational level and technology
transfer level of cancer. I also design the protocols and programmes for
delivery of genetic and health service. I take consents for the tests. I explain
tests. I'm involved in the educational process and I deliver the information,
the results and the entire package of the service to the stakeholders.
So I would think that I have some role in almost every facet of familial
cancer. I also teach oncologists.
She acknowledged that, as the only clinical geneticist in the service for long periods
of time, she had to take on leadership of almost all aspects. This department had
started from scratch in 1995. Assisting her in work now is 1.12.
1.12.

My job is, (and I'm very much just a trainee), part of a team

that does assessment.

The role of the genetic counsellor is significant because all people who agree to
genetic testing are counselled before and after the testing. 1.13 was the counsellor
for Whanau One and travelled to Tauranga whenever the whanau needed her
counselling. She recognised that for those family members who had lived with the
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reality of the familial illness for many years, there was sometimes a degree of
reluctance to have outside counselling.
1.13.
I think there are two different familial cancer services perhaps.
One where it's run by the family who have lived through the family members
developing and dying of cancer and they have a lot of that family background.
A lot of information as to the effect on them or on other people, and the
support that they will get from the families and their whanau ... Then there is
the other familial cancer whanau where it is a newer issue to them or on
other people and they perhaps come from a smaller family - perhaps from a
family that's been dislocated from their whanau a bit or perhaps where it's a
new cancer and new issues. And for the both of them my role is to give genetic
information and to modify some of the myths they may have. Some of those
myths are valid because they are a support mechanism. But some of them are
wrong and misleading. In the second group where familial cancer may be a
new issue to that family, the role of support and counselling is more
important perhaps for me, than the first group, because I think the first group
have covered that with their own whanau. A lot of it is they're getting support
already and I come in as an outsider just to explain genetics, not so much for
the counselling.
Two registered nurses have been working closely with Whanau One. 1.14 begins:
1.14.
I came reasonably early - when they started looking at DNA
testing, the blood tests. I came as a nurse that took the blood for testing, and
the family felt that they could trust me. So although I had a role at the
hospital at the time, taking the blood was not a hospital role. I was somebody
that could be trusted and they felt could do the job.
Trust was a word that was used often and was a specific. 1.14 was not Maori herself,
but was married to a Maori, and may have been selected because of the feeling that
she would be better able to understand Maori Tikanga when dealing with Whanau
One.
1.14.
I was like the liaison person at the hospital - because 1.3 is
quite hard to get hold of it was easier to get hold of me and I get hold of him.

She would then report to the whanau.
1.15 is a specialist nurse and explains her part in the team work:
1.15.
I work in the endoscopy unit and I'm the team leader there so I
work very closely with 1.4 who's the gastroenterologist and we do a lot of
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endoscopic procedures but particularly with the gastric cancer. We do
gastroscopies and within the last few years, we have started up doing some
dye testing and we go down with a gastroscope and while we 're down there,
we squirt down blue and red dyes and the blue dye is to check for any
intestinal metaclones there and what we do is we squirt down the dye and
then we wash it off with a lot of water and if there 's any blue dye remaining
then we biopsy that area for intestinal metaplasia, then we will put them on
the screening programme or they will come six monthly. We squirt down red
dye. We don't wash it off but if there are any areas that look bleached, we
biopsy those areas and that could be early gastric cancer.
1.15 mentioned that there was no dye testing done elsewhere in New Zealand at the
time of the interview (personal communication, 2001).

The remaining Interfacer has a long history with Whanau One. 1.16 first became
involved with this whanau in 1963-64 when a young junior doctor in Tauranga
Hospital became aware of a noticeable number of this family, including teenagers,
who were dying of gastro-carcinoma.
1.16.
I had recently been appointed social worker at the hospital and
[the doctor] asked me to make contact with as many members of the whanau
as I could locate, and;
(a) to try to pick up anyone showing early symptoms who could be treated,
and
( b) to find out how long this family history had existed.
In 1980 she was again called on to continue with her previous work with the whanau
of collecting relevant information. This was more difficult because many of the
whanau had passed on. In 1994 she was asked again by the whanau to help, because
of her previous work in recording the family history, which was invaluable in
providing information of the whakapapa which the whanau needed to support their
research. She was delighted that the initiative to continue with the research had
come from the whanau.
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W H A T IS GOOD HEALTH?

This group made up the Interfacers and when interviewed they were asked to discuss
some of the same questions as those asked of the whanau in the case studies and the
Pukenga. All Interfacers believed that good health was a combination of physical,
mental and spiritual good health, ideally in balance. With this there needed to be a
sense of well being in both work and recreation.

What do Interfacers know of whakapapa?
The word whakapapa

is on its way to becoming a part of the New Zealand

Dictionary English as are mana, aroha, kai and other Maori words already. The
Interfacers were all able to give an explanation of what whakapapa meant. Many
saw it as lineage, genealogy, and in a concrete way, defining familial relationships.
Examples of their views follow.
1.14.
I understand the word as being family - as long as a family tree - as
being history as a lineage of people.
1.13.
As I see it, it is your family but looking backwards so it's your
genealogy - where you 'xe come from and the people that have come from the
same background so it's a mixture of, I suppose, our family and our families
going back several generations. I'm not quite sure that I'm satisfied with
that but I think that's what it is.
1.15.
I know that that is the family - like when they're doing a - with
the family I've been dealing with I know that they did a whakapapa and that
was the family tree and they could trace to do with the stomach cancer that
they 're having they've traced back to see who is at risk and I know that
they 're doing a genetic testing on the most at risk people.
1.1.
To me that is the um, that is the history, the family history of the
Maori people. More of a - an individual's whakapapa is that individual's
family history, um and it is (indistinct) so be a very broad family history just
everybody related to that individual through time, going back through time.
1.12.
That means not just your family but also your relationship, you
lineage going back in - sort of as you are a person in relation to what's come
before you. In a meaning... It's your family background in a broader sense.
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1.10.
I don't know the true definition. Well it's got to do with I
suppose a history, a meaning of what we are now based on what preceded us.
1.5.
genealogy or
context of a
back. So sort

Whakapapa normally means the - as I understand it, the
the family line to which somebody belongs to. Usually it's in the
Maori person talking about their whole family tree going right
of like extended genealogy or family tree.

1.3.
Family as I understand it. It's part of the Maori family. Just like
we would talk about our family as a family in English.
1.4.

It's genealogy in Maoridom.

1.9.
Whakapapa is from my understanding, it's your ancestry going
right back to the canoes and being able to identify in a very defined way - it's
all verbal rather than written down. I realize there 's a lot more to it than just
naming ancestors - there's all the relationships to them and understanding
things about them so whakapapa, it's not just genealogy but it's a very rich
genealogy of where you come from and who you are.
1.8.
Yes I do. I didn't before. To me whakapapa was just the family
tree, but just quite recently - when I say recently - over the past three or four
years, -it's entailed for me a lot, a lot more. It means to me your connections,
where you belong, and it identifies, puts you in your place, relative to other
people within your family and outside of your family. Whereas before I just
thought oh just my relations effectively, but it's also my place in that situation
as well.
1.11. is a relatively new New Zealander and said she would need to do a lot of work
to find out what whakapapa means. The view she expresses, however, is closely
linked to what Maori think of their birth and background, which is their whakapapa.
1.11.
To me it's the marrying of physical and spiritual genealogy. It's
the solid fact of your genes and the inheritance of DNA in its of concrete
form - plus the spirituality and kinship that comes with family - and the
intangible belief that you belong to someone, that you came from someone
and the background of who your parents and your grandparents and their
forebears were, and has in some way, the ability to shape what you will
become.

Having been married to a Maori 1.14 understands how Maori feel about their
whakapapa and looks at the question from that angle. As the mother of children with
Maori ancestry she says:
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1.14.
Will that piece of DNA link that person whether it be Pakeha or
Maori to their tribal affiliation
- that's who they are. Like my son is the
image of my husband. That's who he is and I understand that.

The importance of whakapapa to the whanau
1.3 remembers a kaumatua from Whanau One coming to consult him with a list of
80 names (whakapapa) with information on births and deaths.

Many of these had died from stomach cancer and of course the rest were at risk of
inheriting stomach cancer. There had been, 1.3 said, a reluctance of the family to
record too much. The kaumatua had asked his daughter to record about three
generations, from her children and himself and the generation above that. 1.3 still
has what he referred to as 'that scheme of things' (whakapapa) that she had recorded.
1.3.
This is what the family can record for us and put it down in
diagrammatic form that means something to the scientist. W.17, the
daughter, needs considerable commendation for the effort she made and she
became a leader really, in what could be done in recording this kind of
thing.
In his conversations with the kaumatua he was told that Whanau One had been to
faith healers about the makutu they believed they were under. 1.3 quoted the solemn
and heartfelt words spoken to him.
Kaumatua.
You're our last hope! We need genetic engineering and
when I get involved with people discussing all the terrible things about
genetic engineering, firstly I pull out my syringe because I'm a diabetic and I
have genetically engineered human insulin. I'd be dead without human,
genetically engineered insulin. I've got a family and I don't brand who they
are but I've got a family who have come seeking genetic engineering.

The kaumatua did not understand exactly what technology was needed but believed
that some specific technology was at hand to deliver his whanau from the tragic
disease that beset them. He had seen many members of his whanau die and he
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believed if they did not seek medical and technological help the disease would
continue to ravage them. His plea for this technology was in contrast to some Maori
who find the thought of genetic engineering abhorrent and made submissions to the
Royal Commission on Genetic Modification stating this stance.

1.3 said he started to think and read about any available research and, through some
chance meetings with other contemporaries who were involved in similar thinking
and research, things began to happen. Thus was laid the foundation of the research
that was to follow, spearheaded by Whanau One in collaboration with the scientists
from Otago University. Neither 1.6 nor 1.7 had worked with Maori whanau before
and were conscious that there were certain expectations that the whanau needed
before the research could begin. They wanted to be absolutely sure that they could
trust the scientists with their whakapapa and also allay the fears of their own and
extended whanau, some of whom were not in favour of the research. 1.7 explains
their attitude at an early hui at which the research was introduced:
1.7.
Suspicious. Yes. I think it was filled with suspicion. There were
a number of people who were at the meeting - about five or six. I think it
was a unilateral feeling.

Although 1.7 felt there was a feeling of suspicion in the gathering, a kaumatua who
was part of the research committee, stood out because of his relaxed attitude
1.7.
He was a very pragmatic person, you know, and his attitude
was; 'We have a job to do and let's get on with it'.

Because not all members of the whanau were enthusiastic, many hui had to be organised in
order to inform and convince them that there was a need to go further and consult with
scientists about their disease. Reluctance was not always simply about the technology or its
implications. In one instance, for example, there were clear ethical issues that whanau
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members had to confront. This was because it required a member of the whanau giving
information that would inevitably (because of his whakapapa) be also about his extended
whanau who may not have wanted to be part of the research. 1.7 quotes his concerns.
1.7.
He said to me: It's about giving away my uncles, grand uncles
information when in fact I haven't talked to them in 10 years and they don't' like me.
Why am I giving away that?
Adhering to the Treaty of Waitangi partnership
1.9 says he always makes the point that there is no ethnic restriction in his research
projects. Genetic testing, he said, is available to all in New Zealand. For him, the
hardest part in the completion of applications is related to the section on the Treaty
of Waitangi.
1.9.
It is difficult
unravelling some of that, it always seems to be
quite complicated. I'm not actually going out looking for different racial
groups - I'm studying anybody with an inherited ovarian cancer.

1.9 is not the only scientist who feels that when applying for research grants the section which
deals with the Treaty of Waitangi and the understanding of it impedes their research when
their time may well be better used seeking and doing research which does not require 'extra
hassle'. In recent years, with the ratification of the Treaty of Waitangi after long years of nonratification, those scientists who wish to do research which entails Maori participants must be
conversant with certain requirements as espoused in the Treaty. Like 1.9, 1.10 believes the
process of cultural research takes more time and energy than he is prepared to expend.
1.10.
I've come to realise it's actually a lot of work scientifically, it's
a lot of work to work through these cultural issues to do with Maori and I
came to the realisation that I've other things to do.

He also commented on the paucity of molecular geneticists and, in particular, that there are
no Maori in training for the profession. Maori hope to encourage more of their rangatahi
(young adults) to look at science options and an initiative is underway in the University of
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Auckland Faculty of Medical and Health Sciences for more Maori and Pacific Health
workers.

There is still the hope that there will be more Maori/Pakeha collaboration in research which
could mean mutual reciprocity. 1.11, who had had experiences endeavouring to engage in
research with Maori, took cognisance of criticisms that Maori members of the Health
Research Council have made, and looked into the Treaty of Waitangi and its importance in
research applications. She consulted with He Kamaka Oranga to enquire which areas of
genetic health if any would be acceptable to research.

Views of DNA
The Interfacers were asked to comment on whether they saw DNA as a simple
sequence, or whether they saw a spiritual context to inheritance.
1.4.
If you're asking me whether or not cultural spirituality is in
one's genes I don't think I would buy into that. I think that's environment
really.
1.5.
I don't know that I attach a particular spiritual significance per
se for me, to the genes - I mean, I recognise the importance of a family tree
and I recognise it but I don't quite see it as being I guess as sacred. I guess
just being informed about it, respecting it but perhaps not seeing it as sacred
so that I - I might not have the problems with genetic testing or with family
trees being seen by other people or DNA going off shore. I probably wouldn 't
have the problems that Maori people would have specifically for that.
1.6.
I saw this question from both sides as a scientist I know that
DNA is just a string of bases. I know I could make a gene in the laboratory
that would work as a functional unit that would serve a purpose. I do not
know that genes and cells can be broken down to tangible units. I've made
genes and I've made them work, but I do not accept that there is a greater
complexity when you put them all together and they subsequently show a
human's behaviour. I can understand the spiritual component to that. I also
understand the embodiment of the whakapapa.
1.7.
A gene is a chemical which provides a programme for life. It
doesn't have any spirituality associated with it. I think that's probably
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depending on your beliefs. From my point of view it doesn't have any
spirituality associated with it. Um, I guess I'm a reductionist.
LIS.
I hadn't thought about that. I think that DNA is our complete makeup,
so yes I think it is more than just a piece of something - yes it's our complete makeup
yes.
When 1.6 isolated the E Caderin gene mutation of the gastric cancer affecting
Whanau One he was criticized for not sending a copy of the gene mutation to
overseas research scientists.
1.6.
I get irritated if other researchers imply I am using Maori
culture as a convenient way of being uncooperative.

He has tried to explain to these overseas research scientists that to Maori, the sample
of DNA is the embodiment of the whakapapa, their family tree, it's their history put
together in the sample, that which has gone before them, and is represented in this
DNA. It is all their ancestors who are represented by this piece of DNA.
For 1.8, a young Maori, the question relating to the nature of DNA was difficult.
1.8.
For me it's a hard question to answer actually. I think I have a
conflict of interest. A scientist who doesn't believe in ...who may not believe
in a spiritual entity. Whereas I do because of my experiences, whether it be
with family or at a tangi or whatever.
Although 1.8 was brought up with a greater influence of a Pakeha

orientated

education, he was exposed to some Maori gatherings.
1.8.
When I was younger it was fine. I was ten years old and I was
just a kid and you 're expected to basically sit down and shut up and listen but I'm coming up 30, when you are considered a man and if you don't know
these things you should know them and you can't basically say, 'Oh, I'm just
a kid now. I'll just sit down and shut up'.

This is the situation for many young Maori and the not so young who have had a
science education within the Pakeha world but who do not know as much about Te
Reo me ona Tikanga.
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1.8.
Because at the end of the day, I think that it's a contextual thing
- the context of the lab. Do you believe what's right in front of you? It's a
piece of tissue and, if you take that into the context on the marae and to a
family home, into the lounge ...
Often Maori are faced with this dilemma of being more comfortable in a Pakeha
situation and being ashamed when 'found wanting' in a Maori

context. He

elaborates:
1.8.
It's very hard to actually pass that over as well, (the paradox of
his situation), to even explain it to other Maori who aren't in the context of
science... the science atmosphere or the science world. You can see the uses
of this type of research directly, but being, trying to translate that to someone
else who doesn't understand research.

1.9, who did not have the contradictions inherent in the cultural issues to confront,
said he had not thought deeply about the question.
1.9.
I've probably got a funny mixture of...and also I don't fully
understand exactly what I believe from my Christian background. It fits in
terribly well with my scientific background and there are lots of ... I guess
there are lots of things I never have time to think about. I need a holiday to
do that.
Religion as a faith is something some people are born into and absorb and often
taken for granted. When asked to articulate their faith, many are like 1.9 and need
time to think before they can articulate what their faith means in relation to science.
For 1.9 his Christian upbringing, he said, fits well with his scientific background. He
1.11 saw genes as:
1.11.
What your parents give you. That's what starts you off in life.
I'm not entirely determinist- so I don't believe we are the sum of our genes.
The other things in our lives shape us. But your genes are your blueprint. The
basic foundation from which you are built and everything else is added on the
top ...I think I view genes basically as a simple sequence of DNA. Having said
that, when your - my background to me is important and that includes the
illnesses in my family and the likenesses between my relatives - or I'd like
that factor that my grandfather or mother was.... those genes go back to the
spiritual side, I suppose.
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1.12 looked at the question from a more philosophical view about his interest in
genes and genetics at all levels.
1.12.
Even though I've got a strong science background coming from
the medical profession, I'm not a person that sees genes simply as a simple
biological model. I'm very interested in the ideas of genes in terms of where
they fit in the wider intellectual spectrum, and particularly in terms of its
philosophical implications about who we are. An example of that, if you're
asking what is the essential part of a person, how do you define a person historically there's been a lot of discussion of things like the mind, body,
duality and you know, is the mind the person and you know, so what is the
body - is it just some sort of vehicle? I think there are a lot of issues like that
with relation to genes. Like, are we just an instance of our genetic material, if
you see what I mean. If you can clone us then the implication is that. We are
merely one instance of some sort of ideal which is defined by our genetic
material. So I think that there are lots of really interesting issues beyond just
the pure biology of genetics which are contained in the idea of genes

LEARNING AS A TWO-WAY PROCESS

It is well known that many Maori have not engaged in Pakeha defined medical
services, often to their own detriment. Those who initiate these services are very
concerned that some Maori are reluctant to take up what is on offer, or may indeed
be unaware of what is available. In my interviews I asked those who interfaced with
the whanau who had familial cancer to comment on what they observed in the
transfer of technology for these whanau and, with the benefit of their experience
thus far, to share with me some insights. 1.6 asked me if I knew that there had been a
'shift' in working with Maori. He states:
1.6
Largely it is Pakeha who are saying 'We are not making any
progress'. I believe that the system is not working for Maori. I haven't got
the historical perspective but I get the feeling Pakeha thought Maori are
silly, because there was no good reason why they couldn't come to a normal
clinic and consider a predictive DNA test the way we do. 'They'll get over
it', they said.
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Maori have always found hospitals and clinical services in institutions alien, but for
the most part this has been ignored, or not recognised as valid, by the health
professionals. According to 1.6 there has been some change here.
1.6.
I think it has dawned on people that there is a profound
difference
between Maori and Pakeha and how they perceive certain
aspects [of medical services]. Therefore we have to modify certain aspects
if we want them to get better health. We need to modify the services so that
they can feel more comfortable as well as come to the clinics. Then they will
get their treatment. I think there has been a definite shift - a willingness of
Maori and Pakeha to accept difference.

In beginning to bridge the two worlds it can be seen that in order to provide services
which will benefit Maori in understanding genetic technology there needs to be a
mutual desire that Te Ao Pakeha and Te Ao Maori should talk to each other and not
past each other (Metge 1984).

The Interfacers were asked how they would go about setting up a place that would
cater for Maori seeking the transfer of gene technology as in a predictive DNA test,
and how they themselves experienced interfacing with Maori.
1.12.
Firstly, knowing my own limitations. I'd want to involve Maori
staff to help me in the process because I know firstly at a level where there
could be vital communications ... and need to involve people who had those
kinds of knowledge
1.12 was adamant however that this did not mean that this would be a different
service for Maori (in the sense that it would be a lesser service). If he was going to
set up a clinic he would want the best service available but he would involve Maori
staff to help with the process. 1.5 expressed similar thoughts:
1.5.
First of all I would have to get advice from a Maori person. I
mean I'd have to speak to you or someone equivalent because there is no
way if you're setting up a service that is specifically directed at Maori there 's no way you could not involve the group for whom you 're offering
the service.
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1.5 did think that setting up such a service in a big city would be far different from
setting up in smaller places such as Whakatane, or Rotorua because of the close
family groupings and their previous medical histories.
1.5.
It would be quite different than if you would be setting it up say
in Auckland where people may not know and won't be exposed - it would be
quite different
and I think whereas because of the fact that they [the
Tauranga whanau] have been involved in processing and finding out about
the discovery of the gene, it will be quite different that what you do for noninvolved families over the rest of the country. I think then you have to start
with a blank slate with a non-involved Maori person who would show you
how it should be done.

These two Interfacers have stated that they would need and appreciate the input of
Maori who understand Maori tikanga pertaining to health issues but both also stress
the quality of care must not be compromised. Maori would agree unequivocally.
1.5.
The desire is to make certain that each person faced with a
dilemma of being at risk of a genetic condition is handled both in a
culturally acceptable way but also have access to the highest quality care
that's available.
1.13 and 1.15 were practical about their suggestions on how they would begin the
process. They both thought the marae was a good place to start.
1.13.
I would work through their marae in the city and in the country
because think that's where the families look for their open advice and that's
the way they would accept it from the families and there's a lot of trained
nurses in that location, some anyway that can help.
1.15.
I would go to them [Maori whanau] and get their input on what
they wanted. I just went ahead and did it how I thought it should be, they
wouldn't come, because they have to be involved. It's got to be somewhere
that they are comfortable with.
When whanau members did come, 1.15 made them feel welcome and built up a
rapport with them.
1.15.
Every time they came there was always a welcome for the family
and we wouldn't normally ever allow anybody [whanau support] into the
endoscopy room [only the client] but we always do for them.

204

There was an acknowledgement here of allowing whanau to support the individual.
However, 1.15 did acknowledge that it was not easy.
1.15.
You can't give away that training [nursing] from the way you
view it. It's very difficult sometimes to put yourself inside a culture and see
how they're seeing it - we actually can 't always do this well.

1.14 acknowledges that the hospital environment has not always been welcoming for
Maori but she did have some concerns about counselling.
1.14.
I think I've been quite concerned about the counselling side
because I believe there has been a lack of - I don't want to use the word
understanding because that type of thing is quite patronising but I think
there's been a lack of knowledge on the importance of counselling for this
and I think it's been a bit sort of happy go lucky, oh she '11 be right. I know
she 's not worried and that sort of thing and that would concern me so I do
believe that counselling is very important before and afterwards.

The Tauranga whanau felt that because of their own long history of living with
stomach cancer that they would be better able to counsel and support their whanau
members. 1.6 recognises the difficulties inherent in the nature of the counselling
process. He comments on the requirement that, to have a genetic test, the client be
counselled within a Eurocentric procedure before and after testing.
1.6.
We found this when we were trying to develop the genetic
testing programme for Whanau One and the initial idea was that we
transplant the genetic test which has been developed by Pakeha through
international collaborations and apply that straight to Whanau One... That
was not the opinion of Whanau One. They wanted to have a much greater
role in the process, and they did not want to be dictated to as to how best
they should deal with the situation.

At one stage, he explained, Whanau One had 'gone on strike' because they felt that
they were being forced to be part of something they did not want. He believed this
could be resolved.
1.6.
We were never that far apart and we were able to get around it
by giving the Whanau a greater role. They were given an option whereby
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they could get their results, a choice of receiving it from a genetic
counsellor, or either their GP, or someone related to the family.

What had concerned the scientist and service deliverers was a suggestion that the
results of the DNA tests be posted to the clients. 1.6 was most concerned and
adamant that this was not in order at all.
1.6.
very much
comfortable
to be posted

There are some things which are not negotiable. There's not
that is negotiable. That was one thing we just didn't feel
with and I wasn 't willing to do the testing in Dunedin if it was
- the result actually posted to somebody.

His concern was for the person opening his/her results, and for the possibility that
they may be in an awkward place where preferred privacy or support may be
compromised.
1.6.
So to me it was impossible. Fortunately the family realised that
as well, so we were able to nominate a person from the Whanau who would
mediate the delivery of results to those who requested it to come from. That
got round most of our problems and suddenly we were away.
For some Interfacers the journey has not been easy and their words bear testimory to
this.
1.5.
No, I think it's - I think the important thing is goodwill on both
sides to understand the issues and with the best - with the desire basically
to want the best outcome for each individual in the dilemma to make certain
that it's not for groups to have a desire to have their own way - it's the
desire to make certain that each person faced with a dilemma of being at
risk of a genetic condition is handled both in a culturally acceptable way
but also have access to the highest quality care that's available. And I
sometimes feel and uncertainty about how you could ensure that in certain I mean sometimes you don't know where it's at, you know.
I think - sometimes you just feel - particularly in an emerging situation like
we've got now, sometimes you just - you 're a newcomer - you 're a different
national, you're a different racial group and you're just not certain. You
haven't got the cultural confidence to know exactly how to tread.
1.14.
At times I haven't found it easy. I found that being Pakeha - but
there is a different logic in some areas. And I found this across board, not
only with this particular family but with family. I see things differently.
I
have a different slant on things and I actually have, over the years, found
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that very frustrating because I am dealing with somebody who thinks
differently from me, on a broader sense - not just my ideas on politics and
stuff. So it's like a fuzzy logic for me but now I understand that that's what
it is - that's how it is. This group of people or this group of people - are
going to see things differently from me so I have to tolerate that and I have
to understand that it doesn 't mean to say that what I think is right.

1.4 said that he did not personally interface with the whanau members but rather
through 1.14 and 1.15 and the research staff from Whanau One. Individual versus
collective consent, was an issue, he commented, because reaching consensus is a real
problem for Maori. That keeps them back rather than advancing. He went on to give
his opinion of working with Maori whanau:
1.4.
I guess where - I always find sort of working with Maori, like
walking through quicksand. Everything's slow and measured and takes an
awful lot of time so as a Pakeha you're used to being on the run and doing
things quickly. It's mentally hard and one has to slow down and accept that
a bit like the Mainland Cheese, good things take time and I think we have to
take time.

These comments demonstrate that there appeared to be a learning process going on,
not only for the clients who sought help for their genetic condition, but for those
who provided the research clinical services. All of these professionals had trained in
Western places of learning.

A N INTERCHANGE OF EXPERIENCE - THE SURGEON

The Tauranga whanau have a stomach cancer mutation which is particularly virulent and by
the time it manifests itself there appears to be no cure except for the stomach to be removed
by a surgeon. Whanau One had to seek the services of a surgeon, I.l, when a 39 year old
male member was diagnosed with cancer of the stomach in December 2000.

I.l had been trained in Great Britain and was unfamiliar with Maori Tikanga when
he began to practice in Aotearoa New Zealand. When he was approached to provide
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surgical expertise to the Tauranga whanau he was happy to do so. At a later date a
patient from this whanau was referred to him for surgery. The patient arrived for his
first consultation with 1.1 supported by 15 members of his whanau.
1.1.
It was an enlightening experience for me because it was the first
sort of dealing with an extended Maori family which is very different
to
dealing with either most Pakeha families or indeed urban Maori where
families tend to be much smaller and less inter-linked.
Although whanau may live many miles apart, close members will travel great
distances to support their relatives especially when they are sick. It is a costly
exercise for whanau to travel to the cities to do this. Sometimes the larger hospitals
are intimidating for them and they find it supportive to have their whanau with
them.
1.1.
We had a long discussion about the risks and benefits of
surgery. Clearly the whole family had been coloured by the death of the
elder in the family and we went through the options and the possibilities and
the long term risks and the long term benefits of surgery: and he came
forward for an operation.
The kaumatua mentioned here by 1.1 had been a strong supporter and worker in
establishing the research team and it was tragic that he died from complications
following surgery for stomach cancer. The surgeon continues:
1.1.
It's a very different perspective on illness and health that they
have and the interaction between the immediate disease and the whole family
is much greater than anything I'd experienced before.

1.1 said he found the Maori concept of collective decision making was in direct
contrast to the westernised concept of individual rights. The surgeon was able to
sense what W.39 felt that, although he was supported and counselled by his own
whanau, he would have to make the decision which could affect him and his family
now, and in the future.
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I.l.
It was very, very evident that W.39 was caught up in a roller
coaster of the whole iwi. Now he clearly was the primary mover and primary
decision-maker but that decision making process was not his alone. Although
he made the final individual decision, there was a lot of other things going
on in the background.
According to I.l the concept of whanau attendance and input into the consultation
process was not unusual, but the size was.
I.l.
I mean working in South Auckland, with both Maori and Pacific
families, you often get several members of the family in on the consultation
which is something, as a western doctor, you find difficult
to deal with,
because we have been brought up on the concept of patient privacy, and
individuality being primary. I would be exceedingly uncomfortable. I
wouldn't do it, carry out a consultation with most other patients in that
environment. I would think, this is not right, but clearly that is what [W.39]
wanted. This is what everyone else wanted and this is the way it was going
and me saying, 'No, I have a relationship with a patient only' would have
been completely counter productive.

I.l found it a difficult consultation because this situation had never occurred before
and he was trying to concentrate on his relationship with the patient. This was fine
he said if the whanau had just come to support and listen and he accepted this after
due consideration. That the whanau wanted to be involved, 'very much in the
specifics' of the consultation was, at the beginning, disconcerting but there was
some benefit as he relates.
I.l.
Now to some extent that detracted from the consultation but to
other extents, it added to it because it meant that a lot of issues were covered
that perhaps wouldn't have been brought up otherwise.

Surgeon's post operative concern
While being sensitive to the whanau and acknowledging their collective stance, I.l
felt that the patient's recuperation was hampered by the interest and attention of the
extended whanau.
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1.1.
I think it comes down to the whole concept of balance between
communal rights versus the rights and privileges of the individual and it is
not the same as we have with western style or cultural make up.

He thought the collective support was detrimental because the patient didn't get
enough opportunity to recuperate properly. He believed that from both a physical
and mental view, in the period after surgery, there was a need for the patient to have
a 'breathing space' from the whanau.
1.1.
You've got to have space and you've got to have time to think,
digest, sleep and be with your wife. Your immediate family have needs, and I
perceived that the needs of the wife were being put second to his which is
understandable but also to some extent second to the whanau which I found
difficult to deal with.

In the post-operative period he had to insist that his patient be given time to
recuperate without too many visitors, and he found a little conflict there. He spoke
to the whanau asking them to give the patient some space. They listened but he felt
they were a little uncomfortable.
1.1.
It was handled reasonably well and we didn't have any problem
with that but you could see that his rights were getting swamped by what - to
all intents and purposes were seen as a good thing by his family, [visiting
often] but in fact it was too much.
Another difference for the surgeon was that the patient made contact with him
through a member of the whanau which he found unusual. In Western culture such
communication would be private and confidential, between the patient and the
surgeon. When asked, with the benefit of his experience with this whanau what
recommendations he would make to other surgeons faced with Maori whanau in the
same circumstances, he said:
1.1.
I think the similarities are greater than the differences and I
think that it is the important thing. Essentially it boils down to good
communications and establishing a relationship. It's not a relationship with
the patient and their immediate family but there is a broader relationship
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which... how far that goes, depends on the certain environment you're
dealing with.

For I.l this meant his dealing with a clearly identified whanau in Tauranga that was
an unique experience for him. He dealt with other Maori families in Auckland where
he felt the family link was not as strong as for the aforesaid whanau. He did not
think the fundamental principles were any different.
I.l.
In establishing the relationship you have to accept the fact that
you have to change your parameters and move away from perhaps some of
your fairly strongly held western beliefs about patients rights and privacy.
Not saying you should let these go for a minute; but recognise where the
patient's concerns extend; wider than perhaps you would be comfortable
dealing with in other environment; but the fundamental principles are honest
communication in the relationship and if you have got that, then I think its
probably much the same.

I.l felt he had a fairly straight forward, factual relationship with W.39 as an
individual and that was no different from dealing with any other patient that he
treated. The difference for him was relating with W39's relationship with his family
and his (the doctor's) relationship with that broader group.
I.l.
Not that this was difficult,
but it just was different,
and it was
just balancing out the rights of the individual versus the rights of the
broader group [extended whanau], and whilst I think there is an issue you've got to recognise Maori cultural difference.

W.39 recovered and was discharged but he did have some problems post operatively
which the surgeon said was probably not related to the surgery but rather to
'pancreatitis'. He had some trouble adjusting to nutritional diet changes that were
needed after

such surgery and was readmitted

to the hospital because of

complications. According to the specialist nurse who attended him pre-operation and
then post-operation.
1.15.
One guy we've had just in the last few weeks - has had his
stomach removed and what a life for him. He has got this 'stomach' that

211

hardly holds a teaspoon of food. His whole social life has been affected and
I can see he's one of these men that doesn't say a lot so he's found it really
hard to come to terms with what's happened and it was very quick [had been
a sudden decision].
1.15. commented that because of the relationship built up by the hospital with the
patient previously and because of the regular visits for endoscopies, W.39 felt more
relaxed about returning for dietary consultation.
1.15.
[W.39] at the beginning hardly spoke a word when I first met
him but here now, he will actually chat away to me which I find wonderful.
They rang us and said he was in trouble and so I got them to come in here
and they saw 1.4 I also arranged for the dietician to be here.

Because the coordinating of some support services was held up, the important
dietary information which was needed following such an operation was not fully
discussed with W.39 and his wife and he had to return to hospital where he had to be
fed with a tube. 1.15 felt some form of counselling for the immediate family on
discharge, combined with good dietary information, would have helped the patient
recover more quickly.

The Western concept of individual rights is clearly not the view of W.39 and his
whanau. His surgeon was able to sense that, although supported by his whanau, in
deliberations W.39 would ultimately make the decision himself, mindful that it
would affect his whanau at that time and in the future.
1.1.
The concepts that an individual's health care and treatment are
their own issue, but also are almost the property of the whole family to some
extent... perhaps the word property is not the right word but I'm trying to
think of a better word but I can't. And the concept of collective decision
making is much greater than the very westernised concept of individual
rights.
W.39 recovered and was able to return to work. His diet and medication must be
strictly controlled and maintained for the rest of his life. Other members of this
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extended whanau have also made the decision to have their stomachs removed when
cancer has been detected. The experience of 1.1 will be of great benefit to an
understanding of cultural aspects for those other clinicians dealing with Maori
whanau. This case study has shown that much can be achieved when hospital staff
and the client's whanau are able to engage in a mutual effort to ensure a recovery to
good health for the client. Maori whanau can also benefit by engaging with the
clinicians about patient care where some cultural aspects may impinge on the
patient's recuperation. From the experience and information gained, some members
of the whanau who have the E Caderin gene mutation may decide to have
prophylactic surgery (the preventative removal of normal tissue or organs in this case the
stomach) rather than wait for the cancer to manifest itself. The information gained by
W.39's operation and recuperation will be of great benefit not only to his immediate
whanau but to other whanau throughout the world.

AN INTERCHANGE OF EXPERIENCE - THE SPECIALIST NURSE

This discussion deals with a service that provides for Maori clients who are part of a
large whanau who have gene mutation that requires them to undergo six-monthly
endoscopies. 1.15 is a registered nurse and team leader of the Endoscopy Unit of
Tauranga

Hospital and has worked very closely with 1.4. The nature of the

endoscopic procedures she does, particularly with gastric cancer, is explained earlier
in this chapter. The endoscope is a long, flexible instrument about 9 mm in diameter,
which is passed through the mouth and down the oesophagus to examine the
digestive system. It has a camera chip and a light source at one end so that images
can be transmitted to a television screen. A channel inside the endoscope allows
biopsy forceps to be passed down to remove small growths or polyps. The endoscope
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can be used to suction out blood or fluid that might block the view or to pump in air
to stretch the stomach. There is even a tiny washer on the end of the endoscope to
keep the camera lens clear (O'Brien 2001).

1.15 had sought information on gastric cancer and found papers written by the
Japanese who have a high rate of gastric cancer.
1.15.
So we read their papers and we had lots of involvement with the
pharmacy about how to make up the dyes and where to get them from and
what quantities were used and what was saved. The patients have to drink a
special concoction that we've made up before they go in and have their
procedure (endoscopy) and it takes the mucus lining off their stomach so
that the dyes will adhere to their stomach and will do the job.

With the help of funding from the Health Research Council, the hospital purchased a
special endoscopy machine that would be of great assistance to the hospital and
patients.
1.15.
It's called an endoscopic ultrasound and that is another type of
gastroscope but it also has a scanner at the end of it. You go down into the
stomach and this would be if we thought there were lesions there of early
gastric cancer although we use it for a lot of other cases as well. And it goes
into the stomach and it scans and looks to see what the depth of penetration
of the cancer is and whether there are lymph nodes involved and that's vital
information for the surgeon because he needs to know how much to recept
and whether there's lymph nodes there that are affected.

Although

in

her

nursing

career

she

had

been

part

of

cultural

safety

initiatives/policies it was not until she worked with clients from Whanau One that
she was able to match theory with practice. Europeans, she felt, when told they need
to come in for procedures just accept this and come in. With Maori she surmised it
was a family decision to come in and family would come in with those who needed
the endoscopy to support them.
1.15.
Well really until this family came along and I was dealing with
them and I've established this trust. It's only been during that time that I've
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grown. After having a cultural understanding - and I've still got a long way
to go because I haven't come from Maori and they say it takes time.

The words 'I have established this trust' indicate that she has allayed the fears of the
patients coming under I.15's care. From her readings she had found out that many
Maori (mainly the older ones) feared coming into hospital.

Whanau One, having had decades of gastric cancer deaths, could not help but be
aware of this condition which overshadowed their lives.
1.15.
At the beginning when we started to deal with them [Whanau
One], I knew that it was vitally important that we establish a trustful
relationship and I worked really hard on that because there are a lot of
people out there who are really frightened of coming into hospital which
could mean something really bad is going to happen.

As earlier stated, 1.15 had not had to deal with Maori patients and now there were
not only the patients, but their whanau support. Rather than this being a nuisance
she found it to be a rewarding experience.
1.15.
I have found it absolutely wonderful. I really have. I have learnt
so much about Maori people. I actually get quite emotional about it because
they are so strong. They are so close as a family that it just amazes me.
These people come in here and they had their mother, their brother and their
sister, their cousin - they have seen all this death around them and they
come in they are so relaxed about having this procedure.

The procedure, according to 1.15, is not a comfortable one because the endoscope is
down for quite a long time. It is not a pleasant experience having an endoscopy and
particularly so for younger patients.
1.15.
They are so good. We get them into the room and they are so
tolerant. Not that easy but they just lie there - every one of them and tolerate
it and I think they just know they have chosen to go this way and to go with
the screening programme.
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Regular gastroscopies can be the result of having had a predictive symptomatic DNA
test (which is now available to Whanau One, Two and Three) and found to be
positive. 1.4 and 1.15 were part of W.39's team decision.

He decided to have his stomach removed and his stomach operation was carried out
by I.l in Auckland. 1.15 tells of W.39's follow-up care when he returned from
Auckland. W.39 had already built up a very good relationship with 1.15 and 1.4, who
consulted with him and arranged for a dietitian to be present to give him advice on
how he should manage his diet. This coincides with I . l ' s talk about follow-up after
surgery.

Trust and understanding between staff and patients is important in

providing care which acknowledges the cultural beliefs of the patient. It conveys a
sense of respect to the whanau who are then encouraged to seek out services which
are available to them.

SUMMARY

The views of these interviewees are varied and stand in some contrast to the
traditional Maori views. The scientists predictably took a more dispassionate view
of DNA. This is not surprising since they seldom meet the person, but rather work in
laboratories with DNA. For some of these scientists, the process of whanau
involvement and the development of partnership was a new experience to which
most were prepared to keep their minds open if they felt it improved the care and
recovery of their patients.
The chapter illustrates that Pakeha Interfacers, especially those who had direct
patient contact, were willing to listen and often embrace some cultural concepts.
There was a clear message that having the trust of patients and whanau as a whole
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was important. Conversely the loss of trust could lead to a loss of contact, which
could undermine the patient's health status. It has become clear that the transfer of
technology is not purely physical. Views expressed by these key personnel in the
care of Maori whanau reflected the fact that knowledge gained could help to shape
policy in such a way that the provision of genetic risk assessment and management
could be a comfortable, nurturing, and empowering experience for Maori.
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SECTION THREE
CHAPTER EIGHT
WHAN A U-

INTRODUCING THE WHAKAPAPA

Whanaungatanga

WHAKAPAPA

WHANAU

literally means relationship by whakapapa - that is blood linked

relationships (Bishop 1996:215). In the case of whanau who have a familial disease
or disorder, the third of the Williams definitions, 'off spring, family group', is taken,
in that the physical or genetic relationship is the defining feature, rather than
societal relationship. The whanau at the centre of this study are linked by
whakapapa. They are introduced here because they are affected by familial cancers,
and because it is crucial that we understand how they have acted and reacted to the
technology which seeks to provide some answers for alleviating these familial
cancers. Of the six whanau, four have stomach cancer, one has bowel cancer and the
other one has breast cancer. It is from these six whanau that I interviewed 38
participants for this research.

Whanau One
It was in 1996 that I first heard of the Whanau One and of their leader F.S.12 was in charge
of Kimiora, a health clinic on the whanau marae at Mangatawa, Mt MaunganuL I wanted
to interview her about my study and she graciously agreed to an interview that took place at
the Clinic in December, 1996. In reply to a question on what DNA and genes meant to her.
She replied,
F. S.12.
In relation to our whanau what the genes mean to me is that
something is being carried down from generation to generation in our whanau which
we look at as being a damaged gene and we liken it to a tree and when you put the tree
down to grow you have roots, but once its gone into the tree, to us there are broken
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branches and we have to look down into the roots of the tree to see what is causing
certain parts of the tree to have a disease.

Whanau One has had a long history of stomach cancer and they have shared their story in a
public forum in a very generous way. For this reason they are often identified in this research.
It also means that a disproportionate recording of their data related to that of other whanau
has been a reality, and this is reflected in the magnitude of stomach cancer that has now been
recorded within this whanau. This story became known outside the whanau, when in 1963 a
doctor submitted an article to the New Zealand Medical Journal, which described a Maori
whanau with an unusually high incidence of gastric cancer. They had lived on this particular
part of the Mount Maunganui peninsula for over 100 years and they could trace their
whakapapa back at least five generations. The report described gastric carcinoma in at least
five members of the family and possibly more were suspected. This was in a kindred of 167
closely related family members. The doctor questioned the possibility that there was a
hereditary link causing this gastric cancer in the whanau. This was a phenomenon that had
been recognised overseas, however there had been no record in New Zealand. Those
members of the whanau who had been affected appeared to be much younger than the
average person getting stomach cancer.

A social worker at the local hospital, had worked with the doctor in the early sixties. I was
able to interview her at her home in 2001.

1.16.
I first became involved with family (Whanau One) in 1963-64 when
[the doctor], then a junior doctor at [the local hospital], became aware that a
noticeable number of members of this family were dying from gastro-carcinoma. The
most startling tragic case was the case of a seventeen year old girl who was pregnant.
An ante-natal X ray revealed that she had stomach cancer. She died as did her unborn
twins. [The doctor] asked me to make contact with as many members of the A whanau
as I could locate in order to:
(a)
try to pick up anyone showing early symptoms who could be treated.
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(b) find
out how long this family history existed.
It was a delicate task because at that time nearly 40 years ago the whanau believed
this was makutu inflicted on them because of their Scottish ancestor and his wife, a
princess of their tribe, who had allowed their tapu maunga [sacred mountain] to be
quarried. Their descendants believed they had no escape from the curse. The old people
were particularly reticent to disclose information, but I was given some useful data.

Sixteen years later, in 1980 1.16 became aware of teenagers, both of whom were members of
Whanau One, who had stomach cancer. This ignited further interest in the possibility of a
genetic predisposition in the whanau. She found that it was now the younger members who
were reluctant to talk, whilst the older people who had the knowledge were still cautious.
1.16.
One elderly lady, whose son had died from the disease, questioned me
hard on my motivation for seeking information. When she was satisfied that the purpose
was to try to be of assistance in finding medical causes, she was most helpful. It was
from I heard that their Scottish ancestor had married another member of their iwi after
his first wife died. The descendants of both wives were afflicted by the same form of
cancer and many had died young.

There were some efforts at that stage to try to find causative factors of the cancer but
resistance by the whanau prevented further research proceeding. At that time genetic
research was in its infancy. To Maori the thought of cancer being handed down in the
whakapapa was not a consideration; There was a pre-existing belief that Maori makutu was
the cause. A paediatrician, 1.3, later to become a gastroentrologist, who had been working at
the local hospital had made a career change and said while working in Auckland he had
performed a gastroscopy on a member of Whanau One.
1.3.
they had a Maori patient, a young lady, young for me anyway. She was
about twenty-nine or thirty and she had indigestion of some kind and I put a
question to her. I said ,"You don't happen to come from Tauranga do you?" She
looked at me with some sense of apprehension. "How did you know? "You're not a
[Whanau One] member are you? And again she looked horrified. She said, "Yes",
And our association began then and continued for a long time.

In the late 1970s this Interfacer, now a gastroentrologist at the hospital, still questioned the
value of undertaking endoscopy in a small town. His patient met in Auckland, became in
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essence a leader in the process of developing links between him and the whanau and
engendered a trust in what the medical sciences were offering.
1.3.
by this time - she became the person who was very happy to come in
with the family member with a person who really had only seen me for five or ten
minutes. She would come into the endoscopy sessions. She 'd be the family member on
the couch while I was endoscoping them. She'd know what was going on and later when
we got a screen and she could see as well as I could, she knew what the game was. . But
she became a sort of agent, my friend, their friend, as a joint member of the family and
it's in this way that trust grew up'.

He continued reading on the subject. While there were reports of Chinese people living in
Hong Kong who were in their forties with the disease, no reports detailed patients as young
as the teenagers in New Zealand.

One particular member of Whanau One, a kaumatua whose own branch of the whanau had
been severely affected by this disease, became another important leader and was closely
associated with both 1.3 and 1.16 in co-ordinating the family's care. His involvement in
encouraging whanau to seek assistance and further knowledge resulted in his setting up of a
trust to investigate a scientific reason for this gastric cancer. This kaumatua and his sister,
became trustees. They had both watched many of their siblings, nieces and nephews die of
gastric cancer. As his sister comments in an interview for a magazine,
We were always thinking the worst but you didn't talk about it. If someone looked
unwell you just didn't speak about it. If you felt a pain you'd think, 'I'm next' but you'd
be too frightened to go to the doctor (Coddington 2001:79).

It was from these coordinated initiatives and a series of consultative hui with the whanau to
discuss partnership that a research project eventuated through the Kimiora Health, the marae
based family health clinic. There was a growing interest from the medical and scientific
community. Academics, clinicians and biomedical scientists met to discuss the whanau''s
stomach cancer and whanau were part of these early discussions. At this time, the whanau
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were evaluating the potential of various research groups to allow access to their data. 1.7, a
scientist in the Biochemistry Department of the University of Otago, later set up a meeting at
Tamapahore Marae with the whanau. The woman who was acknowledged as the leader of
the whanau, along with her two cousins and other members of the whanau interviewed 1.7
and a colleague from Otago University, 1.6, as potential researchers.
1.6.
I guess they wanted to know all about me and why I wanted to work on
their project. I guess they wanted to be sure they could trust me. Before we even
began, we wrote a contract for things such as ethics, who had ownership of the
samples, confidentiality issues, and partnership and cultural considerations. The
whanau didn't want to be guinea pigs and wanted control over their destiny cited
(O'Brien 2001:8).
And so the partnership began under strong leadership of F.S.12.. The whanau had been
assembling their whakapapa and were able again to get in touch with 1.16, who was still
living in the area, and had retained the genealogy records. She was delighted to be of further
assistance to the whanau she had come to know and respect.
1.16.
For the first time the initiative had comefrom a member of the family,
not the medical fraternity. It was at the family's invitation that I, along with [1.3] met
with members of the whanau at the Maungatapu Marae. I showed them all the notes
I possessed. There was a lot of data but it was uncollated, so [one whanau member],
who knows her whakapapa well, agreed to work with me to put it into intelligible
genealogical form. We used a circular format, one for each of the two wives of the
Scottish ancestor and their descendants.
Since I had the names and ages at death and [she] knew to which line of descent
they belonged, we were able to produce cohesive charts. The lineage goes back one
hundred years and is ongoing by generation. This data has now been recorded on
floppy disc and transferred to the Tamapahore Marae computer.

In this task, the whanau had to also use libraries, the registry of birth, deaths and marriages,
hospital records, and whanau headstones. According to the whanau leader:
Delving into our ancestors' background is a bit like opening a grave so we wrote and
signed a kawenata (covenant) between the family and God. Our research was to be
used only for the sickness (cited Coddington, 2001:79).
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One of her cousins, a strong support to the leader throughout, also spoke of the difficulty of
trying to convince some members of their own whanau and the wider Maori world that using
genetic technology was the path they should take.
At that time there was a lot of negativity among Maori about genetics. We'd go to a hui and
instead of moaning about someone pinching our land, we'd talk about our faulty gene. It was and in some aspects still - a genetic war zone (Coddington 2001:79).

She was later to go before the Royal Commission on Genetic Modification, (Wellington
2000) and report on how her whanau had rejected the notion of a makutu in order, through
knowledge and ongoing education, 'to develop and survive' (ibid).

The overall aim of these three women, on behalf of their whanau, was to look to science to
find a way to improve their life chances and future. The leader informed me of the Cancer
Genetics Research Agreement they had signed with 1.7 and 1.6. This was a legal document
that frames the way in which the two parties would enter into a project to study the genetic
basis of the familial gastric cancer that was prevalent within the members of the whanau and
their descendants. This was to be seen as a joint venture between the parties and would
involve analysing genes from blood samples, histology, material and tumour tissue in the
hope of identifying a cancer predisposition gene.

The information obtained was to be used only for diagnostic purposes and it was hoped that
developing and understanding of the genetic information would lead to a better understanding
of gastric cancer for the whanau and descendants. 1.6 and 1.7 were to be known as the
Scientific Directors of the project. A very important factor of this partnership was that the
whakapapa was to remain the property of the whanau and the descendants. This included all
information relating to the geneology that established the whanau's cultural identity.
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Gathering the samples needed for scientific analysis from members of the whanau was seen
as the responsibility of the Kimiora Hauora Health and Research Unit. These samples were
only used for the research project and remained the property of the whanau. Samples were to
be coded (to ensure anonymity) and stored in the Cancer Genetics Laboratory in Otago and
were not to be sent to any other genetic laboratory for analysis or information about the tissue
without the consent of the Research Unit. Any scientific findings established during the
research and any publications would be prepared in consultation with the Otago scientists and
the Kimiora Hauora Health and Research Unit whanau, with the assurance of privacy for
those whanau taking part in the research.

The term of the agreement was to be for two years with the funding for this period being
provided by the Cancer Genetics Laboratory with the proviso that Kimiora Hauora Health
and Research could not unreasonably withhold the renewal of the agreement. If there was an
agreement to renew at the end of the initial two-year research, the two groups would have the
right to discuss and amend the agreement. Funding for such an undertaking was sought from
the Health Research Council of New Zealand (HRC) and in their newsletter of December,
1997 on thefront page the following statement was reported.

Role Model Stomach Cancer Partnership Funded
A unique exercise in co-operative research between Otago genetic scientists and an extended
whanau in the Bay of Plenty has been granted $931,171 in further funding by the HRC.
Maori Health researchers showed great interest in this research and applauded greatly this
whanau for the way in which they had gone about their project. It was looked on by many as
a blueprint for future research. The sensitive nature of cultural issues was discussed between
the whanau and the scientists resulting in a visit by whanau members to check procedures in
the Otago laboratory. The work began and the scientists kept in constant touch with the
whanau in the form of a quarterly reports and visits.
A hui of Aotearoa New Zealand Gastric Cancer Project was called in Auckland on the 4
March 1997 for the Whanau One and associated people who interfaced with them in their
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capacities as scientists, doctors, genetic counsellors. There was a presentation by 1.6 on the
current state of the research and 1.11 spoke on genetic protocols and issues for counselling
before and after testing.
Those working in clinical genetics work in a position of privilege, in that they work closely
with families and within such work there are boundaries which need to be established about
what the families wanted or needed and how best these could be discussed and negotiated
with them (1997 personal communication).

Although the staff of Genetic Services were aware of the need for cultural sensitivity in
dealing with counselling the whanau, the whanau felt that they were better able to counsel
their members than the genetic counsellors who did not know the whanau members and who
had not shared the tragic circumstances of the disease.

Many of the whanau had seen members young and old die over and they believed that they
were more experienced to be their own counsellors. In respect for the different frames of
reference, a process of negotiation ensued for the parties Kimiora Hauora Research Unit and
Northern Regional Genetic Services to come to an agreement in order for genetic testing to
commence. The focus of these discussions was largely around the testing in a predictive way
of at risk individuals who did not have cancer but wanted to clarify this risk status.

Whanau Two and Three
I had met two members of Whanau Two at a hui held in Auckland in 1997 hosted by
Northern Regional Genetic Services (NRGS). These two women were trustees serving
on the Kimiora Hauora Health Research Unit and attended Trust meetings travelling
from Rotorua to Tauranga. Whanau Two had leadership from two women W. 40 and
W. 10 who attended the Whanau One trustee meetings and were responsible for
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disseminating information and talking with whanau members. They were supported by
their kaumatua who by example led the way with confidence and encouragement.
W.9.
Oh yes, I'll certainly have the test and I'll be encouraging my
immediate family to - well all my family. I encourage them all to go and have a test.
A lot of them arefrightened and I can understand that. Most people arefrightened of
the unknown. Some people probably don't want to know if they've got cancer or not.
The ones my age -I'm 64 or to me the ones over 50, I think we should have the tests I'm not so worried about us. I mean, even so it's a bit late in life for us to worry
whether we've got cancer but our biggest worry is the young ones, our mokopuna.

This Rotorua branch of the whanau are closely related to Whanau Three, some of whom had
emigrated to Sydney almost thirty years earlier and now had families who looked on
Australia as home whilst still having ties with their whanau in Aotearoa, New Zealand. This
whanau were happy and willing to participate in my research if I could interview them in
Sydney.

When whanau have left their homeland to live in another country the only link to their
turangawaewae

are the Kaumatua who are the repositories of tikanga. W.2 was born

in Aotearoa New Zealand but has been living in Australia, and was taken there by her
parents when she was young. She has several siblings with only one now residing in
New Zealand. Their contact with things Maori has been less than if they had not
emigrated to Australia. However her father's two brothers moved to Australia also and
one of them, again a younger brother, W.6 assumed the leadership of those living in
Australia and has been her source of tikanga Maori since the death of her father.
When he called them together to discuss the predictive/presymptomatic DNA test for
familial

stomach cancer which was now available to them, she expresses her

appreciation trust in him in the following quote:
W.2.
Because I love my uncle and I respect his way of thinking - and
all our lives he's always been our backbone with family issues and this is a
major family issue. When he came to me and told me about it, (DNA testing) I
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was interested straight away because it went back to what I've been thinking
all along. I've always wondered more so than my brothers. No sorry, I take
that back. No, my brothers have always wondered too. Yeah, it's always been
in the back of our minds, cancer - are we going to get it and why have we got
it?
After much discussion with W.6, the 'young' 14 kaumatua who had encouraged his whanau
there to be tested, it was arranged that I would interview the whanau at his home. W.6 had
been raised by his grandparents because of the early death of his mother from stomach
cancer. He had been in touch with 1.6 who was instrumental in having eleven members of his
whanau counselled, and their blood samples taken and sent to Otago to be analysed by 1.6.
The whanau respected W.6 as their kaumatua in Australia. He had been in touch with his
hapu in Rotorua and become enthused by the work of 1.6 and his team who had isolated the
mutant gene.

The family discussed their history of gastric cancer with the Familial Cancer Service at
Westmead Hospital in Sydney as a result of the research being carried out in New Zealand.
The staff there explained the genetics of gastric cancer susceptibility to the members who
attended the clinic. If they were found to carry the E-Cadherin mutation they then would then
be considered at extremely high risk of developing a gastric cancer. As a result they would be
advised to have endoscopies every six months, with treatment of any H pylori infection if this
was present. Because the early stages of this cancer can be difficult to detect by endoscopy
great care must be taken. It was also pointed out to the family that those who tested negative
would then be considered at the population risk of gastric cancer. More importantly their
negative status would mean that their children would not inherit the mutant gene. The family-

14

He was only in his early 50's but the only older member of the family so he was known by the
younger members of the whanau as the kaumatua of that group.
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members were given the opportunity to ask questions and have them all answered before
deciding on being tested. According to the Australian counsellor:
A lot of information was new for some family members today and I feel that they took the
opportunity of having all their questions answered before deciding whether to have a
genetic test. They have indicated that they would like to proceed with testing and so we
have taken blood with informed consent today. We will be seeing each individual family
member for results in about six to eight weeks.15

To some it might seem that counselling en masse and then having to make the decision and
the taking of blood following may be a little hasty. Some of the family mentioned the
counseling in their interviews. W.5 told me he was reluctant at first and thought even if he had
the test he would not want to know the result.
W.5.
Well at first I didn 't want to go for it [the test] really but then I thought
about it and I changed my mind. I didn 7 want to know if I had it at first but I thought
it would help the family - when the doctor explained it to me and I was quite happy
with the counselling because I thought she was brilliant and then I agreed to be
tested.

W.6 hosted me and arranged for his whanau to come to his home where the interviews took
place. Although they have lived so long away from Aotearoa the preparations for the meal
that night showed that Maori hospitality was alive in their home. He had invited his brother,
his niece and her two teen age children all of whom I would interview and then share a meal
with. The day before W.6 had arranged for me to interview a member of the whanau whose
father had died not of stomach cancer but a heart attack when he was in his forties. When
W.6 got in touch with his mother she said that she was in two minds about it, and she asked
herself if she really wanted to know as she didn't know much about the disease. W.6 had rung
her to say she was having her three children tested and did W. want her son tested. She talked
it over with her son (who wanted to be tested) and allowed him to be tested. When I arrived at
their home and found that he was only fourteen, I had to tell his mother I was interviewing

15

This was communicated in a letter sent to Prof. Young, Haematology Dept Royal Prince Alfred
Hospital, Camperdown. NSW 2050. Permission given by W.6 to interviewer, Dec. 2001.
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people only 18years and over. His Australian Pakeha mother wished the interview to go
ahead. It was another occasion when a Maori researcher is faced with an ethical dilemma, so
I interviewed his mother on his behalf. He did not ask or say much except that he felt early
detection through screening was a good idea for future generations. Since his father had died
when he was very young he did not have much contact with the whanau and although of
Maori descent, was being brought up as an Australian with no Maori input.

In another interview I had to explain to W.2 that her 14 year old daughter could not be
interviewed as she too was only 14 years old however W.2 requested her daughter be present
during her interview. She had already been tested and knew she did not have the mutation.
W.2's two sons had also been tested earlier and the older one (20) was found to have the
mutation. Cancer, W.2 said, had come into her life when she was about 6 years old because
her father believed they should acknowledge their family history. He had died at 40 from
stomach cancer.
W.2.
He told me the whole history of his family's ordeal with cancer. All my
uncles and aunties and he told me they were scared that there was a tapu [word
confused with makutu] on the family and I've always grown up to believe there was my father wasn't the only one that told me that there was a tapu on the family. My
grandmother told me and other uncles and aunties have told me there was a tapu on
the family and I believed that there was a tapu on the family between two chiefs over
a woman and one chief put a spell on our family and that's how it got cancerstomach cancer and I always believed that until now.

Not all Maori in Australia are as fortunate as W.2 to have a relative who is prepared
to continue to lead and teach younger members Tikanga Maori. With the renaissance
in Aotearoa of Te Reo me ona Tikanga Maori emigrants are seeking Kaumatua to
lead and teach their children and mokopuna.
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Whanau Four
My first introduction to this whanau was a referral from a genetic clinician who had
interviewed W.22 in Whangarei, where I later interviewed her. She had a family history of
stomach cancer and had lost two sisters to the disease. She wished to find out if she had the
gene for stomach cancer, but this was not possible at the time. Later one of the counsellors
from Genetic Services was called to a Hospice where another sister was a patient, to talk with
the patient about giving a blood sample to be tested for a gene for stomach cancer. When the
mutation was found in this terminally ill sister, this made predictive testing available for close
members of the whanau, and W.22 was then invited in for testing. Another member of this
whanau, W. 23, took a leadership role in organising for her mother and other members of her
family to be tested. She was not the eldest, but had the respect of her whanau to assume the
leadership role.

In her leadership role, W.23 sought information on medical insurance for herself and
her whanau, as she felt this would give her the best treatment that they would need,
and she negotiated with the insurance company for herself and on behalf of those of
her whanau who were to be tested. The significance of her contribution and support
was acknowledged by another member of the whanau W.24. I was able to interview
four members of this whanau altogether one of whom was their mother. She had been
reluctant to be interviewed but eventually agreed for her whanau's sake. She spoke to
me entirely in Maori and said she believed her house had been burned down because
she had agreed to be tested. She believed that a makutu was the cause of the illness.

On being asked how she (the leader) made the decision to be tested herself. She
replied,
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W.23.
The reason why I've
family. Because my sisters are just
died of cancer, a different cancer,
know what's going on. There must
answer to why my family's dying.

made up my mind is because its in the
dying - my two sisters died, my aunties
breast and lung, and it's high time I want to
be something there and there must be an

She led by example first by gaining information for herself and explaining it to some
of her relatives, especially her mother, who were unable to comprehend DNA testing
and the genetic information and technology available to them.

Whanau Five
This whanau with a hereditary bowel cancer (HNPCC) were sourced and contacted because
they attended a meeting for bowel cancer families organised by Northern Regional Genetic
Services. They were asked if they would consider meeting a Maori colleague who was
researching familial cancers affecting Maori and they agreed. The extended whanau
consisted of the families of three sisters, two of whom are now deceased, and a brother who
lives in Australia. One sister lives in the Coromandel and has a son and daughter. The other
two sisters had died in their 30s, one leaving two daughters and a son and the other leaving
three daughters.

Whanau Five had as its leader W. 26 whose mother had died at 37 with colorectal cancer.
She agreed to meet me and helped me get in touch with members of her extended whanau in
Auckland and the Coromandel Coast and this resulted in my interviewing seven of its
members. She organised the list of the members of the three families. They had been brought
up with an awareness of things Maori but leaning more towards a Pakeha orientated
upbringing. Her kaumatua support was her mother's sister who had two adult children.
Although the aunt was the respected elder it was W.26, her niece, who assumed the
leadership role as far as finding out information and informing her cousins. She was in
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contact with the family of her mother's sister who also died in her thirties. They are a close
knit extended whanau.

Whanau Six
The introduction to this whanau was through meeting a friend from university at a hui in
Palmerston North. I had discussed my research with her and explained how difficult it was to
get participants. Later she emailed me the address of a whanau and said that the whanau
were reluctant to discuss their cancer with researchers and would need time to consider my
request. Later I posted off my information letter and it was quite some time before the
whanau made contact with me. I mentioned that I would be travelling to Napier to interview
subjects and offered to talk with the whanau about my research. They agreed and it made me
feel Maori protocol was at last to play a part in the way in I would carry out my research.

When I arrived at the marae in Whakatane I was received with warmth and hospitality. They
said that we would have lunch and then retire to the wharenui (meeting house) and I could
then talk about my research. This was the first time in my research that I had been invited to
speak to a whanau on the marae. I felt deeply moved and thought it seemed so right. They
listened attentively and a few asked questions but I could not fully gauge their feelings or
views except I knew that they were mindful of their condition. They told me that they would
inform those who could not attend and discuss further what I had told them. With their
permission I talked with the liaison breast cancer nurse from Waikato Hospital. Some months
later after several phone conversations I went to their marae where again they received me
warmly and I was able to interview four members of their whanau. The marae setting and
the manaakitanga (hospitality) was again a feature of this small whanau who were so
concerned for their womenfolk who had inherited a breast cancer mutation. Their concern for
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each other and for those they felt could be affected in the wider hapu had got them to hold
hui to provide information and hopefully to fully inform them so that they could make an
informed choice about further action.

Whanau Six was headed by W. 35 who took the initiative to help her whanau when several
of them were diagnosed with breast cancer. She was supported by the kaumatua of her
marae and all meetings I had with the whanau were held at the marae. The affected women
acknowledged her as their leader as did the whanau, shown by their attendance at the hui
when I visited both times.

SUMMARY

This chapter has introduced the main participants in this research. It has drawn on
key notions of whanau

as presented in Chapter Three to demonstrate

the

fundamental foundation of whanau and its importance in Maori society. This is
manifested in the ways in which each member contributed in the true spirit of
whanauatanga towards the common goal of better health and a better outlook for the
Whakapapa whanau in the future. It is often uncritically accepted that leadership
roles in traditional Maori society were primarily the domain of men. This has been
contested by some writers who draw attention to the impact of colonisation in
defining patriarchal arrangements. While Maoridom

has been perceived as a

patriarchal society, it is clear from the whanau studied for this research that the self
appointed leader, the one who took the initiative and worked for the whanau was,
with one exception a woman. The study indicates that, especially for issues relating
to health and family matters, reliance is often placed on the leadership of women.
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SECTION FOUR
CHAPTER NINE
THEMES

INTRODUCTION

The decision about having a predictive/presymptomatic DNA test, which will inform
the client whether he or she has a mutation for a particular disease, is one about
which most Maori would seek advice and support from the whanau/hapu. Often the
decision is made for the whanau in consultation with the elders and most of the
younger members accept and trust this. It is on the basis of this aroha and awhi that
decisions are made by many Maori.

In reviewing the literature and the practices from the Western perspective, however,
it becomes evident that decision making focuses on the individual. For example,
Ducruyenaere et al. (2000) investigated a psychological framework for genetic
counselling which they considered would facilitate the decision making process.
They discussed three 'interacting dimensions' - individual emotional

support,

decision counselling and family support through communication and which would
give the individual the opportunity to rethink and confirm their decision at every
step of the process. For Maori, however, the acceptance of such a framework which
focuses on the individual, and on the health professionals as the most appropriate
'first' source of support, may well fail to take account of their reality as Maori and
of their long-term experiences of the illness.
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In Western culture it appears to be the right of each individual to make his/her own
decision about all aspects of health care. There is a greater than before freedom to
choose, but as Marteau (1992) states, this entails psychological costs such as anxiety
and guilt. Because of the collective nature of Maori

decision making, the

unproblematic expectation that individuals can make their decisions independently
may therefore be inappropriate. Such autonomy stands in contradiction to the
collective responsibility which is embedded in the consultation process. For this
reason, reliance on individually focused studies is inappropriate as a guide to
practice with Maori at risk of genetically transmitted cancers, and yet little else is
available, and the services which are available to Maori are largely developed from
the Western perspective.

Being able to make 'informed' decisions is therefore a complex issue, and one which
pivots on the questions of 'what counts as information?'

In this chapter the

participants in the study explain what they see as crucial issues for them in defining
their attitudes towards, and their expectations of, genetic services. The discussion is
developed around four themes which have emerged from their interviews which,
although treated separately, are inextricably combined.

SEEKING KNOWLEDGE OF SCIENCE

Many of those interviewed spoke of a lack of knowledge of cancer and genetics. The
fact that there are very few educational health services in some areas has contributed
to a very limited understanding of cancer, genetics and their implications. Fear is
often born of incomplete knowledge and the media hype of genetic modification
exacerbates this fear.
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The unrealistic television coverage of the forensic use of DNA combine to further
unsettle a population already fearful and disempowered by lack of knowledge.

The first section of this chapter looks at the many ways in which whanau sought
information and guidance to help them face the fact that their whanau had a familial
cancer which was seriously affecting the health of its members, and about which
they would be required to make significant decisions. Whanau members express
their fear of cancer, much of which was a function of their lack of scientific
knowledge. Many spoke of their desperate need to be appropriately informed in a
simple straight forward manner. Within this theme a number of sub-themes emerged
from the interviews. In the first instance, it was noted that access to knowledge
about familial cancer per se, and availability of DNA testing in particular was
generally limited. A further

sub-theme emerged from the understanding that

knowledge of the new technologies could only be developed if it were demystified
both in its own terms and in terms of Maori knowledge. There was significant
evidence presented which suggested that in some instances collaborative attempts to
bridge the two worlds had been put in place. Finally, participants were able to cite a
number of other means through which they were able to access information which
would assist them in understandings of their situations and in their associated
decision making.

The need for knowledge
When

discussion

arose

about

how Maori

felt,

and

their

concerns

presymptomatic/predictive DNA testing there were several reasons given.
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about

W.6.
I think they [Maori concerned about DNA testing] don't
understand the technology of it all. I suppose it's like anything. If you're
educated in the field you learn to understand. The average people from our
whanau or our iwi or our people, they only understand DNA testing by what
they see in American movies or English movies or what's happening in
magazines as such. So and so's murdered and so and so, it's been proven by
DNA tests. I learnt the experience of DNA testing from my family and that
helped me immensely so I understand a little about it now but not medically
and I think if you 're not medically taught about what DNA testing is about,
it's very difficult for the average Maori or European person to understand
what DNA is about.

W.6 is correct in his assumption that it is 'difficult for the average Maori or
European to understand what DNA is about'. It is only 53 years since Crick and
Watson discovered the double helix whereby DNA could be tested. Compared with
other medical and scientific knowledge it is still in its infancy although it is making
great advances in scientific and medical research. Also, there are aspects of the
technology which for many, or without adequate explanations, are culturally
repugnant.
W.LL.
They don't know the processes and you know you hear 'DNA'
and it's all over TV at times and associated with animals and you know
personally speaking for myself I would think, gosh, don't want nothing to do
with that. But, when you find out more and what it is, what it does or can be
then yeah - people need to be educated about what it is.

Because people are unsure about DNA testing and what it involves, they have been
unable to make the appropriate connections to the health issues their whanau have
been experiencing.
W.9.
As we got a bit older - we always looked for different
ideas
(why) we've always looked for some form of cure for cancer in our family
because it was rife and it's still there and the biggest thing was we didn't
really know where to look or who to contact.

W.36.
I didn't realise until our families started to get sick. The same
generation as me I suppose started to get sick. Our aunties have had
mastectomies but the full impact didn't hit me until it started coming to my
cousins because I thought it was an old person's disease. We were just told
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they were sick and it was rude to ask as well, for our generation to ask the
older generation.
The myths that surround cancer are many and because no one wants to discuss what
is commonly known and 'the big C' myths are perpetuated, as the following
comment demonstrates.
W.38.
I had a feeling like sharing food with people - can you spread
cancer by using the same things. One of my boys actually was frightened to
eat anything I'd cut. He had the feeling it was infected.

Cancer is seen here as being infectious, which points to a lack of understanding
within the general public. People are crying out for information. The Cancer society
provides excellent information but accessing this information for some people is
almost impossible. Where Maori have established clinics on marae or in urban areas
with high Maori

population, access to relevant material is becoming more

accessible.
W.26.
I want to know all the information not just bits and pieces. I
want to make... I think it's really important, especially for Maori to have an
informed choice, which currently, in my opinion, is not happening. I've never
ever been given any information, so how are we supposed to make an
informed decision.

Need for knowledge was not simply about scientific matters. For some, it was
compounded by a lack of knowledge of whakapapa - another manifestation of the
bringing together of the two worlds. For example, W.13, a Pakeha woman, brought
her son in and she was interviewed on his behalf because he was under 18 years. Her
son's father who belonged to Whanau Two had died of stomach cancer at age 31.
He had been adopted out and they had not had anything to do with the birth whanau
and didn't know the whakapapa. When contacted by the whanau after her husband's
death, W.13 decided she needed to gather information as her son may have inherited
the gene for stomach cancer from his deceased father.
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W.13.
What I understand, they (the whanau) were having tests to see if
they've got stomach cancer and I said, 'well I'm not taking him in for a test to
see if he 's got cancer.' I was anti until I saw a 60 Minutes16 program then I
saw what it actually was. They 're checking the gene for it and then I pieced it
all together and I thought, okay, that's fine, just like we go and have our
smear tests to keep on top of it. I don't have a problem with that but no way
was I going to bring him in and say, you've got cancer, see you later.

W.13 did not want her son to be tested because she said she did not want to label her
son if he was found to be positive (as a sick person). She is finding out as much
information as she can especially because she is no longer is in close contact with
the Maori whanau. Now she feels she has time to consider her options as far as her
son is concerned.

For Whanau Six, the knowledge they sought was about possible causes of the
cancer, as there was a strong belief amongst several whanau members that
environmental issues could be responsible for the high incidence of cancer and other
types of illnesses affecting their whanau.
W.36.
Yes because they have chemicals that they use - have just been
dumped and buried in areas which have been contaminated I suppose.
They 're applying for another resource consent next year, I suppose getting a
head start on their application and I brought it up with them that it's just a
coincidence it coincides with SWAP, Sawmill Workers Against Pollution and
a high risk of cancer from the mill. I also think it is a cumulative effect from
being situated so close to the board mills. Our fathers have always been over
there at the mill.

Knowledge was therefore sought from a number of sources.

A collaborative

project

In one whanau in particular a report in the New Zealand Medical Journal in 1963,
described gastric carcinoma in at least five members and possibly more in a whanau
16

A current affairs television programme.
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of 167 closely related family members. This whanau had previously believed that a
makutu was responsible for their illness but in the early 1990s they sought help from
scientists. When Whanau One decided to find out about, and engage with Pakeha
scientists, it was because they wanted to understand their stomach cancer in
scientific terms. In order to do this they knew that they would have to collaborate
with those who had the scientific knowledge and expertise. Hui had been called for
discussion and the majority of the whanau supported the partnership entered into in
1995. Already one of their whanau

with his daughter's assistance, and in

conjunction with their gastroenterologist, had been investigating the disease.

At the beginning the scientists were asked to speak at whanau hui to explain their
part in the research with the whanau project team that had the responsibility of
gathering whakapapa.

Here they were able to disseminate and discuss relevant

information with the whanau. Guidelines were developed with the partners that
included

joint

decision-making,

which

took

into

consideration

issues

of

confidentiality, cultural sensitivity, ownership, and joint patenting rights. It was
encouraging for the whanau to see the willingness of the scientists to embrace the
whanau's cultural expectations. This was a key factor in allowing this partnership to
proceed.

As F.S. 12 commented at the time:
It's a very close relationship - we negotiate all the time. Although it is a big project,
it's simple for us. What matters is reducing the incidence of cancer in the whanau
(HRC 1997:1-3)

However, aligned with this was a suspicion of Western-trained researchers who
might not take cognisance of their beliefs and tikanga.
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Before working with

Whanau One, 1.6 and his team had not previously worked with Maori but were open
to learning about the tikanga which was so important to the whanau. The whanau
also visited the laboratory in Otago in order 'to check the procedures for Maori
protocol'.

Other sources of knowledge
In the search for assistance from health authorities, many of the whanau needed to find
information that could be readily understood in order that they could make an informed
choice about having a pre/symptomatic/predictive DNA test. Some participants felt that there
needed to be more information available which could be more easily understood by the
members, and suggested the following.
W.18.
There should be an educational programme because our
whanau at MM was setting up. They weren't really - we were just getting
things thrown left right and centre from scientists. They'd send up the thing
fax stuff' for us to read and it meant nothing to us, you know, wasn 't enough
info.

Many of the participants were naive about the science of genetics, while some had some
knowledge and others sought information through reading and going to libraries. For example
W.2 decided she didn't know enough about DNA testing and decided to do something about
this before she made her decision to be tested.
W.2.
I went to the library and I read a few books on genetics and my
older brother, Dan, him and I both did a bit of reading so we understood what
we were getting into. So we did the research after [W.6] told us about it. I did
a bit of research so that when I went to see the counsellor at the hospital I
sort of knew what I was in for.

Her uncle, who was the kaumatua (W.6), called the whanau in Sydney together and
told them of their close relationship with Whanau One who had a history of stomach
cancer. Their own history of stomach cancer and the whakapapa which showed close
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connections meant genetic testing would be available to them. Some members of her
family, she said, were overwhelmed, but she set out to find more information. This
dependence on kaumatua or those who had taken up the leadership roles to gather
information in order to be able to advise whanau members was common. Issues of
knowledge and expertise were therefore very closely linked to those about decision
making.

DECISION MAKING

This section looks at how Maori make decisions, and in this instance whether or not
they will make the decision to have a predictive/presymptomatic DNA test where
there is a familial breast, bowel or stomach cancer in their whanau. This was clearly
an issue for all the participants in the study, and because of factors such as the lack
of cultural synergy between the two worlds which is at the heart of this study, and
the lack of information available to those who had to face these decisions, it was
actually identified as a complex issue by whanau members. Factors which are taken
for granted as supporting decision making in the Pakeha world, may in fact be
problematic for Maori.

From the information gathered from the Feasibility Study and the Group Two
interviews, issues relating to decision making fell into four sub-themes, related to
the collective nature of decision making; factors that influenced a decision to take
the test; those that mitigated against the test; and the issue of the collective
ownership of genes.
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Collective decisions
Maori cultural beliefs favour collective decision-making and conflicts strongly with
the approbation in which the individual's rights are paramount. Within iwi, but
mainly hapu, whanau groupings, participation in the organisation, and sharing in
the decision making is the responsibility of all. One of the significant factors that a
number of participants noted was the collective nature of decision making in the
Maori world.
The whanau have agreed to testing for familial cancer. Two
thirds know the risk already, know that one of them is going to get it, so when
it comes to talking about it they already know.
FS.12.

W.30.
And once again just having whanau support. I would first of all
ask my immediate family, or our closeknit whanau first, and then the next
thing probably is to, get in touch with all the different,
you know, with the
other family, and just talk it over and get their views and see what they say.

Joan Metge, who has studied and written about Maori for many years, describes a
Maori pattern for decision making.
In all discussions intended to reach decisions, Maori aim to achieve consensus, that
is, a unified, collective agreement. 'Achieve' is the operative word here: consensus
has to be worked for through a process that demands goodwill, patience and freedom
from time constraints. In their early speeches speakers pool all information they
hold relevant to the matter in hand. Then using whakawhiti korero, (which means
any one who wishes may speak) they set out a range of different options and
scenarios and argue their advantages, disadvantages and likely consequences.
Increasingly, as the discussion progresses, they group themselves in support of two
or three favoured options, discarding the others. When it becomes obvious that one
particular option or compromise between options commands majority support, the
holders of the minority views let them go (tuku i a ratou) and explicitly assent to the
majority view so that the final view may be unanimous. The most respected and
senior speaker articulates this consensus in a final speech, closing the debate (Metge
2001:39-40).

Consensus is not always attained, Metge explains, because of time constraints and
the resilience of some speakers who will not discard their minority views, but it is
accepted that unanimity is not 'necessarily the highest good' (ibid). W.17, for
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example, believes that everyone should make their own decision about being tested.
Although some Maori are part of a collective decision-making process individuals
are, she believes, free to make their own decisions about testing. For the most part,
however, the decision making process reflects the fact that at the heart of Maori
philosophy is the concept of whanau, a collective group working together towards a
common purpose for the good of all. When significant decisions have to be reached,
whanau, hapu and iwi gather, under the leadership of kaumatua, to work through
the particular take (problem) which has to be discussed and resolved. Genetic testing
for cancer predisposition is in this sense a take, and, as the interviews demonstrate,
these processes were observed, especially where uncertainty and lack of knowledge
were impacting on the decision making.

In principle, W.28 thinks testing is a good idea, but wondered if she were ready to
receive the results as she was still unsure and not fully informed.
W.28.
Again, I think that's a good idea to do DNA testing. Just to
detect whether you may or may not have it in you but like I said, what
happens with the results, you know? What happens then? People are ill —
sometimes they're ill prepared for what they're going to hear. I know if
somebody said that to me right now, that they would detect something if they
couldn 't carry out the test, I'd be ... well I could be upset because I'd think to
myself, well, I'm just too young to have that.
I'm just too young, I'm too fit, I'm too healthy. I don't know, I'd be a bit
scared, shaken up. I suppose if everybody else did it, I wouldn 't feel so scared
about doing it. That's right, yeah - indecisive.

Receiving counselling before and after genetic testing is a prerequisite of the service
offered

by Genetic services, and W.28 recognises that she may benefit from

counselling in order to allay some of her fears, but essentially she relies on a
collective discussion with her whanau members to give her support. The issue of
counselling and whether or not it would, or should, be part of the decision making
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process, was also one which pivoted around contested notions of knowledge and
expertise. The notion that counselling was an extraneous prerequisite for testing was
expressed by one of the whanau who were interviewed for the study. In this
particular instance, the reluctance was a function of a belief that whanau members,
because they were actually sharing this experience, were their own best counsellors.
Lipmann's

(1999)

concept

of embodied

knowledge,

which

incorporates

an

understanding that information provided regarding testing becomes interwoven
within

one's

own instincts, beliefs,

and personal

experiences,

offers

some

explanatory potential here. Embodied knowledge involves drawing on 'feelings' or
'instinct' or 'insider' information in decision making processes, Lipmann suggests.
Life decisions, she continues, are based upon this embodied knowledge, and this
means that sometimes the process of genetic counselling is simply a validation of a
decision already made.

Some participants suggested that, because the decision was one that depended on
whanau agreement, counselling became irrelevant. For other participants, however,
a collective decision with much discussion and support from the whanau/hapu
(before and after the testing), combined with skilled counselling from genetic
services staff,

would offer

the best preparation to those seeking testing. For

participants such as W.28, then, there was an expectation that pre-test genetic
counselling to facilitate decision making should be a joint venture between the
health services and the whanau. Some were unsure about taking the test but were
influenced by kaumatua or other relatives who were being tested.
W.2.
I think it was just because everyone else was doing it - I just
pretty much went into it I suppose. Well, at first I wasn't going to go for it
really at first but then I thought about it and changed my mind and I thought
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to myself well, it's going to help the family - someone in the family, well why
not?

Factors influencing decisions to take the test
The decision about whether or not to take the test was not easy and ways in which
each person faced this decision differed greatly. The issues for families at high risk
of cancer have been extensively researched in Europe, England and in the United
States. It has been found that the individual's readiness to undertake DNA testing is
a function of their weighing up the possibilities of whether knowledge of risk will
facilitate better management than would a situation of ignorance. Jacobsen (1997)
found that when women at risk of breast cancer perceived that the advantages of the
knowledge of their gene status outweighed the disadvantage, they opted for testing.
Genetic testing readiness was also related to older age as well as a high-perceived
risk of cancer. Lerman et al. (1997) found that in excess of 90% of women with a
first degree relative with breast cancer would want testing.

Where the onset of the disease is mainly in adulthood it is generally accepted that
testing of children should be left until they are older unless there is a significant
health benefit to the child in attaining this information. The testing of children is not
usually offered unless there are measurable benefits to the child. For Familial
Adenomatous Polyposis genetic testing is available to 12-15 year olds at risk age
group 'if a family-specific genetic mutation has been identified at the age when
sigmoidoscopic surveillance would normally begin' (New Zealand Guidelines
Group 2004). Issues identified by the participants in the study revolved primarily
around the desire to know the risk status for the children, the need to monitor health
behaviour and to assess lifestyle options, and the need to gain some reassurance.
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Children
Some parents believe the testing is not for the parent's benefit but for children's.
Parents from all cultures put their children and grandchildren's health ahead of their
own. W.12 was impressed by the honesty of the scientists who gave them
information but did not promise immediate cure.
W.12.
[1.6] Parry and this other guy [1.7] came out and spoke to us
about it. They were honest and told us what they were looking at - how they
could help us, through us helping with the tests and it changed my own
attitude really. He said, realistically, there was no hope for us if they found
us positive - that they would dearly have loved to be able to cure us but
couldn't but that there is some hope that it would be able to help our children
and grandchildren so I think it has to be a good thing.

The statement of help in the future for the children was not only expressed by the
kaumatua but by the wharetangata

(childbearers). When young, people may be

inclined to ignore family illnesses, or as W.4 says, block it out. However,
parenthood brings more responsibility and thought for the future of the children,
mokopuna and uri (descendants).
W.4.
I sort of just blocked it out (deaths of father, uncle's cancer).
Suppose it's just something that's happened. I didn't realize because I was
course; whether we could pass it on to them and apparently so you can, which
is a big headache. If I'm positive - well first it would be to get my kids in for
the test.young at the time and I just didn't realize that it's genetic and all
that. I'm more worried about my kids and the next generation

When contemplating having children tested, it is anticipated that parents who have
been tested and found to be positive would discuss this with a genetic counsellor. It
is understandable that parents will be greatly concerned because their greatest fear is
that they will have passed on the gene to their off-spring. W.10 is one of the
facilitators for Whanau Two. She talks of her initial reluctance to have the test.
W.10.
Yes I haven't had the test yet. I'm looking at...oh well I'm after
that ... stage but I also look at it, that I could be a carrier and — I'm not
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saying I'm in denial but I know I should have that test done for my girls - for
my girls' sake, but when? When am I going to do it?

At the same time, however, it is concern for her children and her future mokopuna
and the fact that she sees their chances of inheriting the mutant gene are doubled by
consanguinity, that she is giving the matter more serious consideration.
W.10.
I'm just frightened that if I've got the gene, have I passed it to
my children. The children have said to me if they've got the gene, they're not
going to have children. That's the risk. And I mean... foremost would be my
children's health and if it meant that I had to go without mokopuna, that's
fine, as long as my children are healthy. On the other hand, if I'm positive
and they aren't, it also makes them aware that even though they haven't got it
-I'd like to know which gene I have got. As we talked before about having the
two sides of the family (meaning on the maternal and paternal).

For some participants, the concern was not simply for the possibility of their
children being at risk, but also for the fact that they may be facing the reality of the
loss of a parent at an early age. Having experienced her lack of preparation for her
own mother's early death, W.33 thought that knowing her gene status would help her
prepare her family for the future if she were to be at risk.
W.33.
I've had the word cancer lingering around me for the last fifteen
years and I always say, and I say it now, that it's best to know what your
future holds. It's better to know now, than how late my mother found out.
She found out in her late 30's and she wasn't able to prepare her husband as
well as her children.

As was noted above, many of the participants in the study made up their minds,
either individually or collectively as part of a whanau, having been counselled by
trained genetic counsellors. Some participants, as in Whanau One, also have the
help of whanau members who have experienced the condition themselves prior to
the availability of a genetic test. Many of the families in Whanau One saw it as their
right culturally, as kaitiaki (guardians) of their children to know their gene status
(1.11).

This was the case also for

W.34

of Sydney who had a son of 14 years who
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had been tested and found to have the E-cadherin gene mutation for stomach cancer.
She had been contacted by W.6, the elder who had organised Whanau Three to be
tested. She comments:
W.34.
I was in two minds. You know I was in two minds. I thought. Do
I really want to know?Am I doing the right thing?Then I thought, well if
something happens a couple of years down the track and I haven't done
anything about it, how would I feel then?So, it was more (in my particular
case) it was a matter of something I had to do to cover myself from the future
years, but then as I said, I totally left it up to him. I said, "What do you
think"?
You know even up to the day that we went in to have it done and the doctor
(who was counselling the whanau) spoke to us in the room and they had done
it (taken the blood), I spoke to him then, "Do you want to go through with it"?
He said, "Yes".

W.34 however was devastated when her son was found to have the E Cadherin gene
mutation because, although her husband had died in his forties, his autopsy report
had shown no sign of stomach cancer. He would have had the gene mutation and the
fact that the gene is not 100% penetrant could be the reason he had not developed
the disease. Had he lived longer he may have developed stomach cancer. The
question, then, has to be posed. Would it have been better if W.34's son had been
allowed to have a few more years in which to live without the strain of knowing he
was gene positive? As the counsellors say, "You can't 'unknow' the information once
the test result is made known".

Being able to make decisions about the future - whether to have children - is
important to some, while others prefer not to know what lies ahead. However the
position of those who do not wish to know their status can be complicated by the
fact that siblings in the same family may choose to be tested and a positive result
will inform others in the family of their vulnerability.
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W.18.
I would want to know, don't know whether it's fatalistic or what
but I figured if I had it - I had it and we '11 deal with that and if I don't have it
then we '11 just get on with it. It was because my son was concerned that I
actually went and did it. If we 're planning to have children we need to know
as much as we can tell them. I mean our ancestry as well.

Reasons mitigating against taking the test
Lerman et al. (1995) noted that the reasons some did not want testing was because
they feared insurance-discrimination, were concerned about the possible inaccuracy
of the test, and were experiencing considerable emotional issues. Many who need to
make a decision about DNA testing are afraid that insurance companies will not
insure them if the result is positive. The fear is that other members of their families
could be denied also, even though they did not consent to being tested. In New
Zealand all major insurance companies belong to the Health Funds Association of
New Zealand. All applicants for health insurance have to divulge, on request, the
results of medical tests, including genetic tests, to the insurer.

This information is part of the information collected on the application to access preexisting conditions (Health Funds Association of New Zealand, 2002). It is accepted
practice for a family's medical history to be used by insurers to set health insurance
premiums. It is also accepted that it is right to classify people into relevant groups
based on health status of themselves and their families. This is so because their
insurance premiums would cost more compared with those whose health is
proportionately better. These 'more healthy' client numbers serve an important
economical function. Insurance companies need these clients in order not to go out
of business as the result of an overload of payments for the sicker members
(Maconaghie 2002). Concerns relating to financial security were identified by
participants in the study.
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W.2.
And I researched from the money side view, insurance and
everything. Because there was a lot of stuff my brother was worried about
life insurance. No one was insured so he said 'no' at first because of the
money side of things.

Nonetheless, the lack of tangible health care benefits does not appear to be a barrier,
since the driving force behind testing and their decision making is collective, for
their own children and the children of the whanau.

Emotional issues impact for some participants, to exacerbate uncertainty about
having the test and about the possibility of having to face further decisions about
treatment. W.10, who had worked hard on behalf of her whanau to gain the right of
access to genetic testing, became undecided about having the test as she was not sure
about how she would cope with a positive result. She knew that the stomach cancer
which had affected Whanau One was incurable and the removal of the stomach was
the only way to halt the advancement of this progressive disease.

W.10.
My biggest concern would be if I was positive what could I do
about it? What is out there that is going to make me not positive? How would
I cope with it mentally, more than physically? And I don't really think I could
look at taking my stomach out. Maybe it will make me look a bit thinner but
other than that, yeah. I think the risk I look at is if I have got the gene, what
do I do with it - how do I cope with it because we haven't found a cure yet only to have your stomach removed and that's the last....

W.10 is referring to prophylactic gastroectomy operation in which the stomach is
removed

optimally,

before

the onset

on cancer.

There

have been

several

gastroectomy carried out since 1997. Two men from Whanau One had this operation
in 2001 one of whom was featured in North and South magazine in December, 2001.
The operation entailed having his stomach removed and joining the oesophagus to
the small intestine. He says, 'It was hard to make such a decision when I felt
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completely well' (Coddington 2001:77). He recovered and was back at work not
long afterwards. The first such gastroectomy for Whanau One was performed in
1997 on the basis of a gene positive result and subsequent gastroscopy. He was one
of the leaders of the Research team and had opted for surgery when the endoscopy
revealed early tumours. He developed post operative complications and did not
recover from the surgery.

W.12 has decided to take the test but she doesn't want to know the results at the
moment because she feels that, if positive, it will impact on her psychologically.
W.12.
I believe I'm a mind over matter person and I've seen a lot of
people who have been diagnosed by doctors and told they have two weeks to
live and you can bet your bottom dollar that these people have died within
that time. So if you've got it, you 're going to die anyway, so I would prefer it
to run its natural course. I don't want to contribute to it.

Not wanting to know the results at the beginning does not mean that at a later date
the tested person cannot access the results. In later years her children or
grandchildren may need the information previously gathered if appropriate consent
is addressed to make this possible at her time of testing. To a large extent the
decisions of W.12 were driven by her determination not to let her feelings shape her
expectations for her future. For many other participants in the study, feelings were
many and varied.

FEELINGS

Drawing on the nature and depth of experience encapsulated in the following words
by the noted Maori writer, Patricia Grace, this theme is entitled 'Feelings'.
I am a person of mixed racial origins, being Maori and Pakeha both by birth and
upbringing. So, although I have always identified myself as Maori, my Maori
experience has been limited. I wish to mention this because I don't want it to seem
that I am setting myself up as an authority. I'll only say that I know what my own
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feelings are and that in my writing I want to write at a 'feelings' level (Grace
1978:80).

Here the participants in the study express the power of these 'feelings'

of

resignation, anxiety, loss, anger and gratitude as they contemplate their experiences
of familial cancer and of genetic testing.

Resignation
Richards found in his research, that being gene negative after being tested for a
medical condition, does not always cause instant celebration (Richards 1996:179).
Most of the individuals who have been tested are likely to have known about the
disease and their own risk of getting it from an early age. They have grown up with
the knowledge of uncertainty. It is on that basis that we have to understand reactions
to test results. Having lived a long time with the knowledge of an uncertain future,
this may have become part of a personal identity and it may be difficult to accept a
test result.

Because of her family history and her work in the early establishment of clinical
services for her whanau, W.17 took for granted that she too would get stomach
cancer. When tested for the E cadherin mutation and found to be negative, W.17
could not believe that she was free of the mutation. Her entrenched belief that she
would develop cancer resulted in a response to this news of disbelief, shock and
more grief than relief. She had shared this condition with her much loved father
(now deceased), her whanau and now she felt a loss of her identity within the
whanau. She exclaimed:
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W.17.
Most of them died of cancer - stomach cancer. I was brought up
knowing I might get it one day. I thought it was normal. I thought everyone
got cancer. You know, most of your family got cancer so I wasn 7 scared of it
and then, as I grew older and realised we were special, but I didn 7 know how
to tell my daughter that she might get it so I started learning about cancer
and reading up about it through the Cancer Society

A major concern is that, because she is gene negative, she will no longer be eligible
for the regular endoscopies through the health clinics which would not only
investigate risk on the basis of genes, but the environmental risks which exist for
everyone.
W.17.
It's hard for someone to tell me that I'm not going to get cancer,
because all my life I've known that my family had died of cancer. I suppose it
never occurred to me until I was told. It wasn't to be an annual thing
anymore. It should have been. I would have felt much better having tests
because I've had them regular all the time - I might get one of those other
cancers and the thing I don 7 like about this screening was I was too honest
and I said I'm gene-negative and now I've been taken off the priority list
where you go for annual screenings.

W.17. felt that it was tempting to lie about her status in order to be eligible for
regular endoscopies. What she considered to be her 'safety net' had been taken from
her and she felt vulnerable. Her concerns were exacerbated by the fact that, even
though she was gene negative, her daughter's father was related to her own father
and therefore she wanted her daughter to be tested because of this.
W.17.
Because her dad and I aren't together, I'm not satisfied until
she is [tested] and that mentally - because our family, once you got an ulcer
and all that, it builds up to cancer - once our family members have gone in
(for a gastroscopy) and they come out and oh they 're OK, mentally they go
back to health strategy. They think they are physically fit - because it's built
in mentally.

Similar responses were found in the doctoral research of Jeanne Reeves (2002).
Reeves' work on the Psychological Impact of Genetic Testing for Hereditary Cancer,
noted similar feelings expressed by some she interviewed who were tested and found

255

to be negative. Comments from two of the participants in her study indicate that
feelings range from disbelief and reluctance to believe in the accuracy of the
diagnosis, to a sense that the resultant lack of regular testing will mean that family
members will no longer be able to move forward with a degree of confidence.
S4
when I found out I was negative , I thought well are they right, do they know
what they are talking about and have they made a mistake?....If I can afford it, it
won't be long before I go and pay for screening myself.
S2
Ooh I wonder if they've made a mistake...Not that I wanted anymore
tests...but at the back of my mind I thought well they're (interviewee's children) not
getting the tests now, just supposing they have got it (HNPCC) If they had the test
you would know (Reeves 2002:69).

Richards identified that guilt and depression experienced when a result is negative
may be akin to that seen in the survivors of other potentially traumatic situations,
but may also be a response to regrets about earlier decisions, such as relationships
not entered into or children not conceived (Richards 1996:179). He discusses the
personal experience of a woman who was found to be negative after being tested for
the HD gene to illustrate this. Her initial response was one of disbelief followed by
her question as to whether there was 'any chance it could be wrong?' This was
followed 'by buckets and buckets of tears' and all sorts of questions assailed her.
Should she tell her parents? Had she used her previous status as a crutch? Had she
wasted the last 20years worrying about her status?
Don't believe a good result is all good - I lost something that day. It took away a
very big part of my life which was there to fall back on. Life wasn't real in certain
ways, then BANG welcome to the real world ... My high spirits lasted about 10
days, enjoying the result, the feeling, the relief and sharing the result with a handful
of friends (not the immediate family). And as high as these spirits were, they soon
came crashing down on top of me. The same force that put me up there in my ivory
tower pushed me deep down into a big black hole, so big I felt I would never get out
of it. Such a deep depression that nothing means anything to you any more ... when
you go to bed at night hoping you'll never wake up in the morning, and the pain
when you do (Richards 1996:22).
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She learned about her status (gene negative) on the 15 March, 1994, at 12 noon and
took five months with three visits to her geneticist before she wrote these final
words to her story which Martin Richards recorded.
They say that fate lends a hand in most things, so perhaps it has here! All I know is
I don't want to ache or hurt or be sad anymore; I just want to be happy (ibid).

In the current study, it was noted that a feeling of relief could also be followed by
sadness because other members of the whanau had a positive result to their tests.
W.20.
Yes, I'm fine. Relieved in one way and I'm sorry in another way.
In fact, yeah, I'm sad in another way because it never leaves my mind. My
cousins, my mates, my family.

In another instance, where the entire family had believed it was inevitable that they
would test positive, a participant gave the impression that it would be an honour to
be found positive. The familial cancer, which had affected so many of their closest
relatives, had acquired a status which she did not want to relinquish.
W.16.
For me, I was actually disappointed because I didn't have the
cancer, even though I've got the gene. I'd actually rather be helping other
people instead of - like if you've got the cancer and you don't do anything
about it. People aren't going to learn about it.

W.16 saw herself as being a guinea pig for whom having the stomach cancer would
help her whanau by consenting to further research on herself. When asked about the
possibility of death. She replied:
W.16.
I know my children will be well looked after because my sister my brothers, we're all quite close so we all actually work together to look
after each other so I know they will actually look after my kids if I go or
anything happens. To me it's not a big deal if I do get cancer because you're
going to die one way or the other.

She was so confident about her future that she has since had two more children one
of whom is being brought up by her sister, W.17, as a whangai.
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W.8, who lives in Napier, like W.17, has been brought up with the knowledge of
stomach cancer causing the death of close relatives. Like W.17, she would not have
been surprised had she had a positive result from testing. Her greatest concern about
a positive result was when and how she would explain her status to her young son.
W.8.
I've been brought up with it because everybody, like my father's
side of the family have died from cancer so I mean it's been with me ever
since I was little and because my father's sisters - they died very young like
my father died when I was eleven. He was 37 and then my uncle Jerry died of
cancer and it's just sort of been on-going - it's just there and it's part - it's
just something that's happened ... I actually thought (before the test) if I've
got the gene, well I've got it. I probably wouldn't change the way I live my
life and I would just carry on. I probably had in the background that if I did
have the gene, I could have passed it on to my son and how I would go about,
you know, putting him through the whole process - but he's only eight but I
don't have to go through that.

She was released from this unenviable position by returning a negative result and
she was relieved for his sake rather than her own

Having a history of breast cancer in her whanau appears to have given W.36
strength to accept her illness knowing she would be supported and cared for by those
who had knowledge through their own experience.
W.36.
Get a lump in my breast but there is nothing you can do about
it, just do the best you can because of our cousin passing away from cancer
the years before. Having it...it was okay, we '11 handle it. So if I was the only
one probably I would have freaked out, but because there was that support
there and oh well if they can handle it then I can handle it too. I didn't even
cry. I think, I suppose I was too shocked and then it was like, oh well, I've got
to get on with those things. Well it was a case of having to. There is nothing
you could do about it, yeah, go with the flow I suppose.

The worst part for her, she said, was having to actually tell her family, knowing how
upset they would be, as she was the youngest member to be diagnosed. She has an
identical twin sister who as yet is not affected.

258

Anxiety
The greatest anxiety of those who have been, and those who are to be tested, is that
they may have passed on the mutant gene to their children. This has been a common
theme within all the whanau. The anxiety for W.15 was not so much finding out that
she had the E cadherin mutation gene but learning that her two teenage sons were
positive. For a time after learning of this she chose not to have any more children.

W.6 expresses his reaction to the realization that the cancer which affected his
whanau was hereditary.
W.6.
I never married until I was 43 (male) and I never had my first
child until I was 51. Death is a terrible thing and I never wanted to pass on
this terrible disease to my children so it took a lot of years for me to marry
and to have children.

W.4 was not concerned about his test being returned to him showing a positive result
but his greatest concern was that he may have already passed the gene onto his
children.
W.4.
More worried about my kids and whether we pass it on to them
and apparently so you can, which is a big headache.

The fact that proven medical circumstances had implications when seeking insurance
has been noted above. The anxiety of being refused life and medical insurance was
real and of great concern for all. For W.4 this posed the dilemma of whether to take
the test or not.
W.4.
They won't insure you for life insurance and stuff like that if
you're found to have the gene - made me think about it. Like, is it really
worth getting done, just in case if it's on the record - later in life. I'm only
young.

259

When interviewed, W.23 was awaiting the results of her test. She had gone to an
insurance company on her whanau's behalf. She told me she had discussed her
children's future with her partner and if she died young everything had been taken
care of. Later she let me know that she had a positive result from her test. I have
since tried to get in touch with her for a follow up interview but she has not replied.

W.5 had some anxieties about having the test himself but went along because his
brother had organised the meeting with the geneticist and because of his
commitment to the whanau. When the discussion arose as to why some of the
whanau had not turned up he felt it was fear that had kept them away.
W.5.
Maybe they're scared in a way because I've got a son too - he
doesn 't want to know either, so that's his prerogative but I think they 're just
a bit frightened, that's all.

Loss
With her two sisters, W.23 is trying to come to terms with the untimely death
recently of their sister. They had already lost two sisters previously to gastric
cancer. They wonder how they can explain the circumstances to their latest sister's
death to her children and other nieces and nephews who are scared and bereft.
W.23.
Yeah they were pretty scared. They would go for the test.
They're also firing questions you know. 'Why did Mum go? Why did she get
that? I tell you we were quite shocked because K was the type - I mean you
can be any type and get it. We thought you know with V. going, she was a
sickly person, fair enough, V was a vegetarian, she's always been skinny and
that - asthma, blah, blah blah and she got it and we weren't surprised ... We
were shocked that she got it at an early age and then K. She's a bit like me.
I'm on the go all the time and this is what people say. "Oh you're not going
to get it, you '11 be fine " ... But that's just - they visualise, you know, they
look at me from the outside-they don't know how my body works on the inside.
K. never got asthma, she never got sick - she was always on the go, always
healthy and bang she got It ... Well that shock hit her and it hit me, well the
questions start flying- well why did she get it? Why her you know?
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W.29.'s anxiety was related to the loss of her mother when she was young and how
she would prepare her daughter, not only for the fact that W.29 may have the gene,
but for the possibility of her death at an early age. Because of what she terms 'short
notice' she was not prepared for the death of her own mother and therefore was most
anxious for her own daughter.
W.29.
My greatest fear always relates back to my daughter - what
would I need to do for her. I would play it quite differently from how my
mother did it' Her circumstances were completely different because it was at
very short notice. But my main concern would be going towards my daughter
and making her aware; of preparing her if it was a situation that I was
perhaps positive in having the gene.

Grief at the loss of a parent can affect some children and their relationships with
other people for a long time.
W.6.
At the age of 3 years old, I still remember then, the thought and
remembrance that I ever had was my relatives taking me to the hospital at
that particular time, my mother died of cancer - but when at the age of three,
I still visualize and I can see her lying in bed. From then on, my childhood
growing up - there was total death and mayhem in the family year in year
out.

W.6 expressed his anguish, grief and absolute powerlessness at not being able to
help his relations in any way as the virulent cancer manifested itself with ultimate
death not long after diagnosis.
W.6.
As a child you sit there - a particular patient or brother or
sister has died and they had stomach cancer so the medical profession do as
much as they can with drugs to ease the pain or to operate if they think
there's a chance that they can remove the particular cancer from the
stomach. Once the body's been opened up - I don't know - because the air
gets to it, it's sitting there, watching the patient die within weeks - at the
most two months and they've virtually starved to death. The intake of food - it
gets to the stage that they can't; as soon as they have food, the food is
regurgitated. You sit in front of the patient hopeless to be able to help so they
remove them to hospital or to lie in comfort, get a bit of home life around
them where the patient is, and you virtually sit there and watch them starving
to death and die a slow death. And without morphine, the suffering is just
unbearable and I've witnessed it and seen it on so many occasions within my
immediate family.
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W.6.
Sometimes two and three of the immediate family a year. Being
a child one doesn 7 understand the terminology cancer. So as I grew older
and I went through my primary education and secondary education I grew to
know that in those later years of the 60's - early 60's we were still losing
family. I left the shores of New Zealand in 1966 and I lost the last sister to
stomach cancer. So it was fully imbedded in my mind in my early years as a
teenager ... It's a fact of life and I'm thankful for what's going on with the
research.

W.6. worked hard to gather together and inform his whanau in Sydney, Australia
about the research being carried out by Whanau One. He believes this research is an
important step towards finding a solution that could provide a better medical outlook
for his whanau.

The value of Counselling and Informed Consent
The usual practice of genetic testing is within a framework of counselling and
support. The individual choice to have or not have a test has no time limit. When a
whanau has known of their risk for a long time, this gives them opportunities to
consider the implications before even visiting a clinic, and decisions do not then feel
precipitous. When families relocate, the structure of the whanau changes, transfer of
important health information can be lost and the preparatory issues change.

The anxiety and fear that W.3, an eighteen-year old male felt, is expressed by him
when relating how his mother took him with his older brother and 13 year old sister
to the hospital in Sydney where several members of the family had gathered to be
counselled. He knew the adults were going to be tested.
W.3.
I didn 7 know I was going to have a test. I was a bit shaken up just in the back of my mind, thinking, I hope I don 7 have it, hoping my
brother and sister didn 7 have it.

When asked if he did not want to be tested, he replied.
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W.3.
I did at first (not want to be tested), but thought I'd be better
not knowing, but because my brother (19) and sister (IS) were getting it done
so I thought it's fair to get it done.

One whanau member expressed anxiety that DNA testing may uncover issues that
some people may not want to know, such as paternity issues, incidences of infidelity,
and possibly rape which otherwise would have been secret.
W.23.
I think it might be fright like with mum, she 's jumped the fence'
(had other liaisons) a few times. On DNA testing - I might get a test back like we know we've got half brothers and half sisters. I mean DNA testing I
think, oh gosh, you know, your DNA test comes back the same as your uncle's
or and we thought, oh that's what a lot of Maori are scared about. They've
been molested, raped, you know. Because my uncle had (was guilty of) incest
with his daughter and she had two kids through him and his kids-well her kids
died of cancer you see.

The very delicate subject of incest is a 'taboo' not confined to Maori but with the
opportunity of testing DNA now more cases may be brought to light.

Anger
Families feel great anger that cancer can strike within their whanau, often so
quickly and when the cancer is familial, at a younger age.
W.23.
We 're mad about it. We 're angry because the good ones are
going and even today we just can't understand why? We thought is it the
ulcers she had years back? K had an ulcer removed years back and she got
stones. She got them removed, she had ulcers and they dealt with that. Is it
that? Would that be the cancer sitting dormant and something triggered it off,
you know?

She continues:
W.23.
Nobody knows and those questions are going through my head,
gosh, the doctor says if you have any stomach complaints, you let me know
straight away because we can't detect it at such an early stage and by the
time you detect it, it's too late. So everyone's just asking why, why did K. get
it.
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Gratitude
W.2 was grateful to her uncle for all he did for the whanau and felt gratitude for the
medical services provided free for members of the whanau.
W.2.
I'm just going on what our family has been through. We have
been privileged. I think we have been truly blessed to have this (testing) for
us, where you've got other families who are paying thousands of dollars to
have endoscopies and what not and we are being blessed to have this done for
nothing. And that's my feelings.

Although there are considerable barriers for Maori within the current medical
system, for some of the participants in the study this was where some hope for the
future of the whanau lay. W . l l and W.12 accepted the fact that carrying the gene
was a burden but were optimistic that research and medical science could in the near
future provide the answer.
W.ll.
To carry it (the gene) is such a burden because it's out of my
hands and it is unfortunate that I may have passed it on to my daughter and
grandchildren but it's a fact of life and I'm thankful for what's going on with
the research.

W . l l has no hesitation about having children and was optimistic future medical
research would provide some hope for the disease affecting his whanau.
W.ll.
Yeah I would be so shocked. (Iffound
to be positive) Yeah, that
would be pretty devastating. It could - I mean I don't think that it would
impinge on my decision to have children. Because I think I'd still have
children but I don't think that it should any way encroach on your decision to
have kids if there's a 50/50 or whatever chance that you'll pass it on. Oh no
coz like if I have kids, maybe when they come around, they would have found
something to help them.

Feelings are powerful and especially those which affect whanau with familial cancer
which has claimed many lives. These are also powerful in shaping nga tumanako me
nga moemoea - the hopes and dreams for a better future outlook and, in the more
immediate future, a better process for Maori.
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NGA MOEMOEA

The participants were asked how they would go about setting up services for the
transfer of technology from research to service for Maori. The whanau participants
expressed a clear and almost unanimous view that services be situated on the marae,
or a community building in their area if there were no marae.
This request may be explained through an understanding of the significance of
marae to Maori. Because of the importance of the marae as a meeting place for
Maori, it is without doubt that the marae would be an ideal place where health
services and in particular counselling and testing, could be established

in

collaboration, and with access to other technological services.

O matau turangawaewae
Our marae validate who we are as tangatawhenua of Aotearoa and are pivotal to the
fullest expression of Te Reo me ona Tikanga. The marae is the forecourt in front of
the wharenui (meeting house) and is the domain of Tumatauenga the god of war.
Marae in latter years has become the name of the land and the buildings contained in
an area set aside by Maori for their hui (gatherings). These marae can be large or
small, are owned by iwi/hapu/whanau

and are steeped in the whakapapa,

wairua,

and mana of the tangatawhenua of that place. The marae as a focal point of Maori
gatherings is a 'taken for granted' aspect of most Maori lives and we can belong to
several depending on our whakapapa. Although sometimes 'taken for granted' we
would be bereft without our marae. The following words used by Tuhoe elders in
their submission to the Committee for Marae subsidies (Karetu and Waite 1989),
expresses clearly the depth of Maori feeling for their marae
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Marae are places of refuge for our people and provide facilities to enable us to
continue with our way of life within the total structure of our own terms and values.
We need our marae for a list of reasons:
That we may rise tall in oratory
That we may weep for our dead
That we may pray to God
That we may have our feasts
That we may house our guests
That we may have our meetings
That we may have our weddings
That we may have our reunions
That we may sing
That we may dance
And then know the richness of life
And the proud heritage which is truly ours.

The marae is not only a physical place but it is the only place where being Maori is
validated and legitimated. Our tikanga, our reo (language) and our kawa (protocol)
are practiced under the leadership of our rangatira and kaumatua. It is the place
where our whakapapa gives us our turangawaewae (place to stand) and therefore we
are welcome, nurtured and nourished physically, spiritually and mentally.
The marae is central to the concept of Maoritanga. Maoritanga consists of an
acknowledgement and pride in one's identity as a Maori. While Maoritanga has a
physical base in ethnic identity, it also has a spiritual and emotional base derived
from the ancestral culture of the Maori. Maori oratory, language, values and social
etiquette are given their fullest expression in the marae setting at tangi [funerals]
and hui [meetings] (Sharpies 1989:28-29).

A pan-tribal marae is one that has been established in an area where there are many
different

iwi living, usually in a city away from their own whanau/hapu/iwi

turangawaewae. Iwi from all over Aotearoa may belong. These marae are available
to other iwi especially for their tangi and other hui by negotiation.
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The one rule that was observed by all these marae was that regardless of marae
being booked for an occasion, if it is needed for a tangi, that would takes precedence
over all other hui. To a large extent these have been developed as a result of
urbanization

because

turangawaewae.

of

the

consequent

separation

of

Maori

from

their

As a consequence of this, many Maori have taken advantage of

services provided in marae such as Waipareira in West Auckland and Awataha on
the North Shore of Auckland These are pan tribal marae and serve predominately
but not exclusively Maori, as marae, medical and health services, library and other
amenities.

In some tribal areas iwi have established medical and other services on their own
marae. One example of such a marae health clinic is provided by Ngati Whatua
(tangatawhenua)

at Orakei which is a service provided by Maori for Maori but

primarily for their own people, Ngati Whatua ki Tamaki. They will accept patients
from other iwi resident in the area and non-Maori, if staffing is available but they
must acknowledge the kaupapa of the facility. W.26 who is not of this iwi,
expresses her opinion of this medical service.
W.26.
Maybe even an urban marae, a marae service for a number of
them in terms of our primary health care services, operating at a marae. I
know for example, up in Orakei and that's the service that I use, I use a
doctor up there. It's wonderful experience going up there because you're
going up to Orakei marae, the view is spectacular, you know, it just takes
your mind off what you 're actually going there for, and so I think that's
something really, really important, a by Maori for Maori service. You get
there, the receptionist is Maori, the doctor happens to be Maori which is
really awesome and she's a woman as well, she's just so great, and all the
staff are Maori and it's just awesome, it's a really wonderful experience.

267

W.26 was devastated by the death of her mother from familial bowel cancer when
she was young and took many years to recover from this traumatic experience. Her
brother who was younger also suffered with long lasting repercussions from his loss.
W.26.
Like I know for my brother, since my mum passed away he just
won't go to the doctor, he won't go to the hospital because everything he
associates with that is, you know, really bad and negative. And I actually
took him up to Orakei once and he just couldn't stop raving about it. I've
never seen or heard him like that, he just couldn't stop talking. So, I mean,
that's the other option.

W.26 believes that because it was a Maori initiative, and had Maori staff who could
empathise from a totally Maori kaupapa, her brother was able to let go of his grief
and be healed mentally, spiritually and physically. This would seem to be an ideal
place to run a predictive/pre-symptomatic testing programme. However, W.26 is
realistic and realises that not all can take advantage of either Waipareira,

Awataha

or Orakei clinics within an urban situation so she suggests a mobile clinic.
W.26.
Ideally, it would be in their own communities, but I know that
that's often not, it's just not realistic, you know, it's not viable, and I know
funds are really, really limited and so it's a matter of being realistic as well.
So, if it couldn't be their own communities, a resource in their own
communities, if that wasn't an option, a mobile service, because I know for a
lot of Maori they just don't have things that Pakeha take for granted like
telephones, cars, so a mobile service is always a really good way of
accessing Maori.

W.36 sees the marae as a safe place where she is not afraid or whakama (shy) to
discuss her condition as she would be in the general hospital, clinic situation.
W.36.
On a marae ... because people would feel more comfortable
coming to a marae - open up too, would be more outspoken I suppose.
Whereas if you were in an office, clinic or even in a hospital environment
they sort of clam up.

It is extremely important for Maori that the place is not too intimidating for some
will resist coming because of their fear and anxiety.
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This often keeps them away from health services until often their condition has
worsened and is too late to be treated.
W.10.
And we've taken it away from the public hospital because a lot
of our people won't go there. So we've set it up at a health service provider
in Rotorua. Get the whakapapa to us and everybody [the subjects] know
them ... and so we're using their process [tikanga] ... same protocols and
it's about keeping our people safe as well as allowing them to have the
knowledge about the screening for the gene and feeling comfortable with it.

O matou kaumatua
W.30 has great faith in the kaumatua and looks to them for help and as a source for support
for her condition. She clearly shows that she values their wisdom and experience.
W.30.
I'd have it out there where the marae and the community are. If
I had it on the marae, I would have the kaumatau's help - the elders to help
me because from their resources and from what they know, ( and which they
know a heck of a lot more than us) they 're the people who can talk to the
young generations. It is ... it's a break through so I would have them.
W.29 also stated that she would look to kaumatua in her whanau for consent and
help and, even though living in an urban situation, would return to her marae and
whanau for help and consultation.
W.29.
Oh gee, I guess it would be the consent of our elders first of all,
my leaders being my aunty, my mum's older sister, as well as other
kaumatua. Getting their blessing would be the first priority because, I mean
it would be done. I would like for it to be done on perhaps a marae basis
where it's all been held in the correct environment. I guess, yes it would be
obtaining the consensus from our kaumatua on my mother's side.

The importance of the kaumatua is stated strongly here from these young educated
articulate women. Because of the familial nature of this particular cancer the
kaumatua would be able to look back into the whakapapa and oral history to see if
there were others who had died young with some form of bowel problems.
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Having set the place on the marae with kaumatua support, W.29 became prepared to
have professional help followed by discussion with whanau who had already
experienced screening and testing for a familial cancer gene.

Gaining the trust of those who were to be tested was very important to W.10 who,
with W.lOa, had to guide their whanau towards considering whether or not to take a
presymptomatic/predictive testing for gastric cancer. Her suggestions were:
W.10.
First, talk to the whanau, maybe several times until they're
comfortable and they trust you.

A proviso that she noted was that those who were not interested at that time should
not be rejected. Those who had not decided if they wanted testing, would be able to
explore and then decide at a later date to take advantage of the service. This would
give these whanau members a right of return to be tested, if they were to change
their minds at a later date. Maori aspire to a health care work force of appropriately
qualified Maori as health care workers. 17
W.ll.
Try and use as many Maori services that were available to help
with screening because we feel more comfortable with our own people. They
know our needs, they know the do 's and don 'ts. So yeah, I think it would
happen more comfortably and with a lot more ease. I think it is important to
have Maori involved.

Kanohi ki te kanohi
In adhering to the guidelines of the ethics committee for the protection of clinic based
patients, letters were sent out to the whanau who had been tested for the cancer gene

17

Vision 20/20 is a project at the University of Auckland which aims to have a Maori medical work
force which matches the population by 2020. The Certificate in Health Sciences at the University in
Auckland is a one year programme which prepares Maori and Pacific students for tertiary study in
the health professions. The programme is designed to bridge the gap between school and university.
Students who successfully complete the Certificate in Health Sciences will be eligible to apply for
entry in to health care programmes at the above university, which include nursing, medicine,
pharmacy, physiotherapy, optometry, health science and occupational therapy.
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mutation inviting participation in the research. Of the 70 letters sent out only seven replied.
Six consented to be interviewed, and one declined. By contrast another researcher who had
wanted to establish a data base on workload and job satisfaction of Maori secondary teachers,
distributed her information during a hui and the response was close to 100%, compared with
a 7% response to mail sent out of the same questionnaire (Cram F. Personal communication
2005). Maori put great emphasis on 'the face that is seen 'kanaohi ki te kanohi' as the
following quote shows.
W.26.
If I was establishing one, I think it's really, really important, in
working with Maori, to consult Maori, from my experiences of working with
the health sector, I know that Pakehas, for example, send letters out and
they get angry or annoyed or frustrated when they don't get a response. But
being Maori, I know that letters, just aren't appropriate for Maori, they
don't - much rather face to face, and although it's a lot harder, it is harder
and it's more time consuming and it's more money.

Maori want the best
Maori want the best for themselves and for their families and recognise the
importance of enlisting the help, first of Maori who have had the opportunity to
become experts in their field, but also of other whanau who have had similar
experiences.
W.30.
Well I'd probably, I'd like to have somebody in the medical
area come in and talk and possibly somebody that's Maori, you know, that
we can sort of relate to and, and yeah I'd like that, that would be good, and
once again just, informing families and just getting them there and making
them aware that this is possible.
W.29.
I would like to have the support people as well as the
professional people who could perhaps advise us medically, as well as
counsellors because that was never provided for us. As well, perhaps other
families who have been in the same situation can perhaps give us a
guarantee that, 'hey look, it's alright

W.29. also realises that not all of the whanau will want to take part and may be
doubtful.
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W.29.
Ummm, so it's like, there are going to be some, of the whanau
that are going to be very skeptical about it (any research or DNA test) and
they probably won't wish to participate, so we perhaps have other people
there, members of other families there, to say well look it's okay this is
what's done and this is what we've learnt from it, I think it would be ideal

Having been part of a whanau who has lost many to stomach cancer, W. 7 is clear
and succinct in how he would organise to help establish services.
W.7.
Establish a family history. Ensure family members want to be
tested. Test and what is required (30ml blood), having whanau support
while waiting for result. Regular gastroscopy tests, smear tests, breast
examination from age of 40 onwards, diet change.

W.7's points are important and were formed from his experience of having in his
lifetime, experienced the tragic loss of eight siblings (at a young age) from gastric
cancer. He supported his brother who organised testing for members of whanau in
Australia and is a kaumatua who supports those of his whanau in Aotearoa, New
Zealand who wish to be tested. The following is his written statement sent to me.
Point 1)

Establish a family history (Whakapapa).

Point 2)

Ensure the member of the whanau wants to be tested.

Point 3)

If tested there should be whanau support while subject waits for
results.

Point 4)

Follow up with regular gastroscopies (gastric cancer), colonoscopies
(bowel cancer), and mammographs (breastcancer).

The importance of clear straightforward

information.

Many of the participants thought that the provision of good, clear, simple
information was of great importance. There is recognition that some Maori with
limited access to formal education opportunities may have difficulty with scientific
concepts and jargon.
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W.33.
I really think that you have to start from the ground, and then I
would try to ensure that they really understood what was going to happen,
and what was going to take place and that they felt happy about that because
I think that as far as whanau is concerned, is that it has to be a gradual
thing. I would imagine, with something like that is that we'd have to take it
gradually, you know, and I think the important thing there is that they really
understand and they're going to understand what is eventually going to
happen for them.

W.35 reiterated the view that information needed to be simple and well presented.
Also, written material should be at a level easily understood by the participants.
W.35.
The most important thing is simplifying the language - the
paperwork, explaining things more clearly so they (the affected like herself)
understand the process more clearly to what they're getting into and I think
once they know and have a clear idea of what's proposed, it's no problem.
W.35 could not stress enough the importance of receiving simple clear information
about the condition.
W.35.
Yeah, you know, that grass roots level, you know, yeah. Rather
than just slip forms out and the language is confusing. I don't mean that the medical terminology and everything else. Sort of like struggle to
understand some of the stuff on my cancer.

SUMMARY

There were three clear messages from the whanau to health care providers. The first
was a concern that health services should be provided on the marae, where Maori
instinctively feel safe in order to learn about medicine and technology which will
affect their lives. This aspiration was also strongly expressed by the Pukenga. If this
were not possible, however, when providing an alternative place for consultation, the
observation of kawa (protocols) and tikanga (guidelines), and the availability of as
many Maori staff as possible would be desirable

Also significant was that the services were accessible, not only physically, but
emotionally and spiritually as well. It is quite one thing to be able to walk in and
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take advantage of services which are in operation, but another thing to feel at ease in
doing so. Because good health and well-being are multidimensional, all these aspects
of access need to be recognized

and supported.

Similarly, accessibility to

information pertaining to the disease, in simple concise language which can be
understood, is crucial to empowering Maori to make informed choices.
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SECTION FOUR
CHAPTER TEN
DISCUSSION

INTRODUCTION

Mihi Ratima (2001) suggests that at the interface of the two worlds of Te Ao Maori
and Te Ao Pakeha there is a space that has the potential to create synergies that link
the two worlds or build oppositions between the two worlds (.Ratima 2001:262). The
thesis has examined one such space where the two worlds interface. The research has
shown that this space has great potential for bringing together elements of two world
views to produce new and improved practices, services, policies and ways of
thinking. In this thesis I set out to examine the space within and between the two
worlds. I chose a Kaupapa Maori methodology in which the selection of a Maori
methodological pathway was rationalised on two accounts. Firstly, it took into
account the nature of research as it has been practiced in a Western model, and
secondly the way it has been experienced by Maori and other indigenous peoples
where their own world view and ways of doing things had not been valued. Kaupapa
Maori refers broadly to a pathway, a way of proceeding, and an approach. The more
particular elements of that approach fit well within the realm of qualitative research
methods. This thesis has brought together three different

sets of 'voices' in a

discussion about issues that relate to our understandings of human DNA and its
applications in health. The suggestions for future practice posed by the Pukenga and
interfacers demonstrate the potential for synergy that is available if effort is made to
bridge the two worlds.
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The Research

Approach

In the first section of the thesis I explored the emergence of kaupapa Maori as an
approach to research and as a framework for researching with Maori people. I argue
that this framework was a very important way to engage Maori participation in the
research. Kaupapa Maori provided the framework for the qualitative methods I used
for interviewing my participants including the whanau. Was there another way to
conduct this research? It is known from other attempts to engage Maori on this topic
that the task of engaging communities, of having them participate, of gaining their
informed consent and of eliciting their views has been extremely difficult for
Government agencies, health practitioners and researchers. One of the strengths of a
Kaupapa Maori approach is that a researcher can gain access to certain people on
the basis of a shared 'kaupapa". Having said that however the research is not
necessarily made easier, it simply enables a researcher to proceed, to be reflective
along the way and to draw on different networks and resources for support. It was an
intensive way that involved patience, what seemed like wasted journeys and slim
pickings. Ultimately it became a journey that others started to share.

TWO WORLD VIEWS

In the second section of the research I discuss aspects of Te Ao Maori and Te Ao
Pakeha. The Te Ao Maori component is the more significant component as it is the
least known in this context. It covers three chapters, one that examines aspects of
cosmology and world view, the second chapter introduces concepts of whanau and
the third deals with hauora or Maori health. The chapter on Te Ao Pakeha addresses
the medical context more specifically rather than provide a parallel discussion of
world view and cosmology.
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The thesis does not argue that the two worlds are commensurate but that they are
apart and can intersect in very specific ways to create spaces for engagement.

Te Ao Maori
In the first section of the thesis I traversed some key aspects of Te Ao Maori. By
looking for the space which could 'add value by identifying and building on the
synergies that link the two worlds'(ibid) we see that there was a need to look to the
two worlds for solutions. I began with Te Ao Maori as a way of bringing a different
conception of knowledge into the centre of the research.

I would emphasise that all cultures are dynamic, they change over time and in
response to new circumstances and that I do not regard Te Ao Maori as a static
culture from long ago. All cultures are held together by world views, value systems,
languages, institutions and cultural practices. Te Ao Maori has persisted as a world
view despite the devastating impact of colonisation. It is a world view that many
Maori people still honour, from which they draw their identities and base their
practices, values and attitudes, either implicitly or explicitly. The Maori world view
however is constantly being challenged in the context of New Zealand where Maori
are a minority indigenous group. In the health system as indeed across much of New
Zealand society Maori world views are mostly unknown or misunderstood. They are
often regarded as barriers to Maori participation in society rather than as a source of
possible richness of ideas in contexts where everyone is learning and trying to
provide solutions. This is even more the case in the field of genetic technology
where new forms of knowledge can only be applied if people consent to and engage
with the knowledge on offer.
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An understanding of Te Ao Maori was paramount to this research because it
introduced issues that lay at the heart of a Maori world view. That understanding
was also important because the methodology used required an awareness and
sensitivity to Maori

cultural values. In spite of policies of assimilation and

acculturation which sought to destroy the traditions and beliefs of Maori, there were
and are proponents in Maoridom who constantly refer to the narratives 'about our
Gods, culture, heroes and ancestors. They are located on the genealogical table of
whakapapa'

which is about inheritance and has to do with genes (Walker 1993:2).

Our regeneration as a people has to do with those Maori who fought to maintain our
philosophical and epistemological knowledge bound within whakapapa,

tikanga,

matauranga and karakia.

Whanau
In this chapter I focussed on the significance of whanau and its importantance in the
structure of Maori society. I also included leadership in this chapter and in particular
the leadership of women in health issues. Whanau is a complex and shifting
concept, process and practice distinguishing between notions of whanau whakapapa
(or whanau defined strictly in terms of whakapapa relationships) and whanau
kaupapa

(which acknowledges groupings by interest or solidarity). Mead (2003)

saw the whakapapa principle as 'underpinning the whole social system', and said
that 'one must be born into the fundamental building block of the system in order to
be a member as of right' (Mead 2003:212). Within the system so comprised within
Maori society, appropriate leadership is crucial to well being and health of Maori.
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At the level of whanau, leadership is no less important, and the study demonstrates
how patterns of leadership played out in wider Maori society are reflected in
whanau, hapu and iwi dynamics. These leaders were crucial in mediating the two
worlds, and through their relationships with Western trained health personnel and
technologies, were the supporting pillars which held the bridge in place and created
a safe space for those following to tread and cross.

Hauora
I looked at the state of Maori health in this chapter prior to the signing of the Tiriti
o Waitangi to the present day. Our founding document as it was known we believed,
was a partnership involving two peoples with mutual needs living together in
Aotearoa and respecting each other under the three Articles. It had given the British
as the partners, the right to settle in Aotearoa. Because this thesis looks at health
issues we looked in particular at Article II which promised Maori 'the undisputed
control over our land, our villages and our taonga'. Maori claim health as a taonga
and therefore it was important to look at Maori health from the time before
Europeans arrived in Aotearoa,

when Maori were reported as being a healthy

people. Maori health, however, deteriorated despite the hopes of the tupuna who
1

signed the Treaty with the hope of a partnership of justice and equity. Maori health
has seen a history of marginalisation which has shown in disproportionate ill health
which is still experienced by Maori at this time (.Ratima 2001). This disparity 'is
attributed to differences in social, economic, cultural and political determinants
(ibid).
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Te Ao Pakeha
The advent of genetic technology has brought with it the ability to confirm the
mutational basis of many diseases. In the case of familial cancer there is now the
possibility of prediction where a high risk conferred by family history can be
confirmed or negated by the presence or absence of a specific mutation. In paediatric
or early onset disorders, prediction is offered
implantation genetic diagnosis.

in the form of prenatal or pre-

Much of the information generated to date on the

transfer of mutational analysis to clinical service, has been within a Eurocentric
model favouring individual autonomy. It was predictable that this model did not
easily translate for other cultures. The thesis has attempted to look at the processes
undertaken and to provide a culturally safe service for Maori people of Aotearoa,
New Zealand.

The service here in Aotearoa is robust and on a par with international standards,
designed according to international best practice. It was however recognised that
these practices may not be sensitive to the Maori world view, and that adaptation
would be required to create a service that catered to the needs of the indigenous
people of Aotearoa. Clinical genetics is an entity within the provision of health care
distinct from other branches of medicine. It is the ability to redefine genetic
disorders by the molecular pathology that creates an additional dimension to
traditional clinical genetics. Because many of the consultands are not sick there is in
particular a recognition of duty care to the family and to the individual.

Firm

understandings

and

guiding

principles

need

to be

established

which

accommodate the unusual nature of the professional/consultand relationships and
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which take account of the requirements and expectations of the stakeholders for
whom service delivery will be a key component of their health programme.

I set the scene of the technologies and practices available to the population of New
Zealand, and describe some of the psychosocial dimensions articulated by Pakeha
researchers here and internationally. It is of course predictable that many of the
intangible issues are the same for all people, and it was an important part of the
study to examine the reported issues, and compare and contrast with the issues which
emerged as significant for Maori. A principal aim has been to open up spaces for
new perspectives to be presented in a focused way, so that a culturally safe service
for Maori people of Aotearoa New Zealand may be developed.

BRIDGING TWO WORLDS

In this section of the thesis the Pukenga,

Group Two (six whanau) and the

Interfacers are brought together as the three sets of voices within the thesis.

Pukenga
I interviewed seventeen Pukenga in this chapter, those who were expert across both
worlds and conversant with both knowledge systems. Their participation was to
provide the 'missing voice' (that is, the Maori perspective) that became apparent
from my engagement with literature on technological advance in genetics. They were
able to traverse both worlds at will. Their diversity of work and interest, their
wisdom, their glimpses of the cultural view which connects back to Te Ao Maori
was invaluable in providing perspectives which gave a context against or within
which the reader could form an opinion about what the whanau were saying in
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Chapter Nine. Their suggestions in ways the service could be improved for Maori
were invaluable and resonated with the suggestions and aspiratations put forward by
Group Two.

Interfacers
I interviewed sixteen Interfacers

who were health professionals.

These were

geneticists, surgeons, gastroentrologists, scientists, nurses, a genetic counsellor and
a social worker who were all involved with Group One in their professional
capacities. Because of the way in which Whanau One, Two and Three had
themselves initiated research and shared this in the public arena they had mainly
provided the clients for these Interfacers. Most of the Interfacers had not had
experience with Maori people and were unaware of matauranga and tikanga Maori
pertaining to health issues, but they were valuable for their insights into Te Ao
Pakeha. Some, however, had taken the trouble to learn about Te Ao Maori and felt
they had benefitted from this engagement. The information provided by these
interfacers could, like that of the Pukenga, be used in bridging viewpoints to the
benefit of the whanau involved. It was, therefore, important to understand the views
of the health care providers so that the process of meeting these two philosophies
could be representative of what both have to offer.

Whanau case studies
Six whanau whakapapa

who have a familial cancer disease or disorder were

interviewed. They were most important to this research firstly because they agreed
to participate, and secondly because the information they contributed was crucial to
informing society about their condition. There appears to be an intrinsic mistrust of
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science, and more particularly, genetic technology amongst the public. Therefore
those who have experienced familial cancer and have engaged with the technologies
will be an important source of inforation and support for those still coming to terms
with their situation and the possibilities the technologies may offer. They will also
be a potential source of advice for the health care providers in their attempts to
develop more culturally-consultative and transparent processes and services. Of the
six whanau, four have familial stomach cancer, one has familial bowel cancer and
the other one has familial breast cancer. It is from these six whanau that I
interviewed 38 participants for this research. Their insights are discussed as themes
in Chapter Nine.

THEMES

I wanted to convey the stories of whanau

in this chapter who, because of

generations of either familial breast, bowel or stomach cancer, had to make the
decision of whether to take advantage of the genetic technology which had become
available. Their journey was motivated by the desire for a better health future for
themselves, their children and their mokopuna. There was a scarcity of literature at
the time they began (early 1990s) to seek information about their condition.This was
because genetic technology was a relatively new addition to medical practice and
there was an absence of information, in particular about Maori whanau.

Also this explained why, in seeking knowledge of the new technology, there was a
need for Maori to collaborate with the scientists and medical services in order to
create a bridge between the two worlds of Te Ao Maori and Te Ao Pakeha. For the
scientists, medical clinicians and other health workers there was need to meet Maori
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on this bridge and under the spirit of the Treaty of Waitangi to learn the reality of a
Maori world view. One particular example of this is the process of collective
decision

making,

which

stands

in

direct

opposition

to

individually

based

motivations. This was clearly spelt out when W.40 appeared at his consultation with
the surgeon, accompanied by fifteen members of his whanau. It was important also
as an opportunity for the interfacers to learn from these whanau and in their learning
contemplate appropriate changes in the way in which services may be provided for
them in the future. Such experiences had the potential to establish the foundations of
mutual trust and respect on which such services could be developed.

The analysis of the chapter has been developed around four principal themes which,
although in one sense quite distinct, in other ways were inextricably linked. These
themes related to concerns about the quality and quantity of knowledge available and
the sources of that knowledge; the decision making process and how those decisions
were shaped; the multiple responses to having the illness and to possible engagement
in the technologies; and finally, the hopes and aspirations of the whanau to their
future and to the future of genetic services for Maori. Where these issues came
together most strongly was in the recognition that a mutually beneficial way forward
would become possible when the interested parties engaged in meaningful dialogue
with one another, rather than past one another.

Throughout this chapter the feelings of the group are interwoven into their stories
and culminates in their moemoea about future services which could, and I believe
would, lead to pathways forward for both Maori and Pakeha.
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REFLECTIONS ON THE RESEARCH

Health professionals from Te Ao Pakeha had, in many instances, become aware that
many Maori were experiencing a degree of unease in their relationships with the
health system. Whilst they were not conversant with matauranga

Maori

and

therefore did not have the knowledge base from which to gain an understanding of
the source of Maori concerns, it was clear to them that a way forward needed to be
grounded in a collaborative approach. This research has provided a forum for these
insights to be juxtaposed with the understandings from Te Ao Maori. A number of
key issues were identified.

Issues relating to ethics
Support for 'strong ethics' was expressed at the inaugural meeting of Clinical
Researchers held in Auckland in November, 2003. Louisa Wall, Manager of Maori
Health for the HRC, called for the establishment of a national body to coordinate
Maori health research. She said:
There is clearly a need for a formal national body to help disseminate approvals
and to start standardising processes across the country. At the moment it comes
down to different ethics committees.
The National Ethics Advisory Council also has this on their agenda and would be
an ideal organisation to establish a national Maori body. They would be able to
develop guidelines and would operate right across the spectrum from genetic
sampling to patient protection and intellectual property rights cited (2003)
Ethical issues were important to this study both at the experiential and the
epistemological levels. Whilst there were significant

ethical dilemmas which

whanau members were having to face in confronting the new technologies, there
were also considerable contradiction which I had to face as a researcher working
across two knowledge systems and expectation in relation to the research process.
Maori researchers have for a long time been advocating the establishment of a

285

totally Maori Ethics committee. As more research is undertaken such a development
becomes increasingly imperative.

Workforce development
Because Maori do not yet have enough scientists, and staff in Genetic Services they
have to depend on non-Maori staffing in all areas of technological transfer. As one
of the Pukenga argued, it is necessary to look for Maori who have credibility and
technological expertise, or, otherwise, to look for the best technological services
available. What is crucial is that there have been some shifts in the nature of
services available to Maori,

in relation to genetics, to match the country's

demographics.

Actions have been taken already within Genetic Services in response to the research
in that Maori clients may have a Maori person present (or not) who has some
knowledge of genetics. Previously this had been permitted, but the healthcare
worker had to come from the general hospital service, and did not have any
knowledge of genetics. The first step taken was to ask Naida Glavish, Chief Advisor
Tikanga for the Auckland District Health Board (ADHB) to arrange for a meeting
with genetic staff on Tikanga best practice which began with an explanation of the
spiritual and cultural domain of a Maori world view pertaining to health. In 2002, a
post was established for a Kai Arataki (Cultural Advisor) who was retained within
the Genetic Service and was invited to become a member of the Kaunihera
Kaumatua. This is a group of senior Maori ADHB staff who meet once a month to
support the Chief Advsor Tikanga about Maori concerns within the ADHB.
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The next step was to employ a Maori genetic counsellor. This was seen not only as
desirable, but a necessity. To facilitate this, the service made provision for funding
the appointment of a Maori educator to be employed whilst she trained as a genetic
counsellor. It would be several years before the trainee could provide genetic
counselling, but the ability to have co-counselling for clients with a person who was
cognisant with the language and issues of tikanga was seen as an appropriate
provisional measure.

To Maori a specimen is still a part of self and whanau and contributes to the
spiritual wellbeing in a holistic way. The provision of blood or other tissues for
testing needs consideration in light of the wairua. It should be standard practice that
a participant's blood specimens be returned after test results if desired. If not, the
method of storage or disposal should be discussed and agreed on. Most genetic
services store DNA after testing and this needs to be explained. Why, how, where
and for how long, with details of the respect afforded that specimen, need to be
ascertained. A further change which has allayed Maori fears is in the standard
consent form for DNA testing which now states:
I am able to obtain the sample or have it destroyed on request. Testing
will/will not require sending the sample overseas. [This form appears as
Appendix 9.]

SUGGESTIONS FOR THE FUTURE

Provision of context sensitive options
Marae-based services, including clinics and counselling services, were high on the
list of all the whanau and Pukenga. Because the marae space belongs to Maori and
validates their tikanga and matauranga, it is a place in which they can experience
cultural comfort, safety and support, and feel free to seek advice and information.
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Marae are, moreover, sites in which Maori are able to express their apprehensions
and anxieties, their doubts and their fears, and their hopes and dreams, with
unquestionable acceptance. Within the marae setting there is greater potential for
developing a whanau based approach to consultation, where there is ready access to
the kaumatua to whom the people may look for holistic advice and support. As the
leaders of whanau, hapu and iwi, the kaumatua not only provide access to wider
Maori educational networks, but are also able to act as conduits of wisdom and
respect with the healthcare officials in issues so deeply embedded in whakapapa. It
is appropriate and a responsibility for those with the knowledge, both of genetics
and tikanga to create a context which will enable Maori to engage with genetic
technology and clinical practice with confidence.

Access to information
Many of the participants asked that the information should be at a level they could
understand, and be delivered by a sympathetic and skilled educator. To have
educators from within the whanau would add a further dimension to the cultural
comfort. Health promotion material should ideally be presented in a variety of ways
to address the diverse audiences across the age groups. Because children are
implicated in the impacts of the illness, one suggestion would be to have available
children's books relating to whanau based health issues.

Partnership approaches to future practice
A partnership approach has its model in the whanau who sought university scientists
to help them in using scientific technology in their managing their illness. This
would be supported by a learning community of all those involved in, or affected by,
the illness. The research, in its drawing on such a wide variety of expertise, both
288

personal

and

professional,

demonstrates

the

richness

of

perspective

and

understanding that such a community could provide. This project would succeed on a
basis of trust between the Treaty partners, and extend the bounds of existing
knowledge through a process of systematic enquiry combining the best of both
cultures in order to attain excellence that would benefit the health and well-being of

Future directions for study
Much of this study has centred on predictive testing where the mutation is already
known. Further work needs to be done on the decision to have genetic testing, for
example, in familial breast or bowel cancer in individuals who are the keys to
family knowledge. Since the main care of an affected individual is essential to the
identification of a mutation specific to that family, the view of Maori who are the
kaitiaki (guardians) of such knowledge warrants further exploration.

All of the lessons learned from this study come to little if the wisdom and insight of
those consulted is ignored. The lessons learned from this Kaupapa Maori research
needs to be heard in all sectors of society, not only within healthcare and the
community, but especially at the level of the of policy generators so that they may
incorporate these lessons in defining a way forward.
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Te ohonga ake i oku moemoea,
18

ko te puawaitanga o te whakaaro.

18

I awake from my dreams; and they blossom into ideas, they are realised. Te Puea Herangi, cited
Maori Women and Research: Researching Ourselves, Maori Psychology and Practice: 1999:63.
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GLOSSARY

aitu

sickness from an accident (classical meaning)

aitua

sickness from an accident

ana

cave

Aotearoa

land of the long white cloud; New Zealand

Ariki

the first-born male or female in a family of note

Arikinui Te Atarangikaahu

the arikinui of the Tainui people

aroha

love; caring; affection

Atua

God

awa

river

awhi

enfold; embrace; help

haka

fierce dance, with chant

hapu

wider social grouping than whanau, smaller than iwi
normally united through a common ancestor; pregnant

harakeke

flax

Haumeatiketike

the god of fernroot and wild plants

Hauora

health
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Hineahuone

daughter of Tanemahuta

hinengaro

thoughts and feelings

Hinenuitepo

Goddess of the underworld

Hinetitama

the Dawn Maiden

hui

meeting; gathering

ia

he/she

Io te Wananga

the ultimate source of all knowledge, of all beings,

and the things of the universe

ira

gene

ira atua

the divine principle

ira tangata

the human principle

iwi

tribal grouping linked by common ancestry;
a collection of hapu

kai

food

kaiarataki

advisor

Kaiatawhai

carers (of people)

kainga

village

kaitiaki

guardian
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kakano

seed

kanaohi ki te kanohi

face to face

karakia

prayer or incantation

kauika

burial chests

kaumatua

male or female elder(s)

kaupapa

rule; foundation; basic idea

Kaupapa Maori

Maori philosophy, principles, concepts, practices,
knowledge and language

kawa

protocol

Kawanatanga

government

kawenata

covenant

kei roto I nga toto

in the blood

kete

basket

kinaki

relish

koba

gift

kohanga reo

Maori pre-school language nurseries

koiwi

human bones

korere

plant with healing properties
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koro / koroua

male elder; male grandparent

kuia

female elder, female grandparent; older female(s)

kumara

sweet potato

kupu whakataki

foreward

kura kauapa Maori

Maori medium primary schools run by Maori for Maori

Mahuika

Goddess of fire

Makutu

curse; spell

mana

prestige; power and status

mana ake

heredity

mana whenua

tribal ownership of land; integrity and continued
existence

manakitanga

hospitality

manuhiri

visitors to a marae or hui to participate in social
functions.

Maori

tangata whenua of Aotearoa

marae

marae atea or sacred space in front of the meeting
house; also means the entire complex of meeting-house,
dining-hall and cooking area and other facilities

marena

wedding
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matamua

firstborn child

matauranga

knowledge, wisdom

matauranga Maori

Maori knowledge

mate

ill; dead

mate Maori

Maori illness (can be associated with makutu)

mate papaka

cancer

mate pukupuku

cancer

matua

father; parent

Maui

demi-god

Maui Tikitiki a Taranga

Maui the child in the top-knot of Taranga

maunga

mountain

mauri

life force

mauri ora

spiritual well-being

mihi

greeting

mihimihi

reciprocal greeting

moana

sea

mokopuna

grandchild; grandchildren

295

muri

behind; the future

mua

in front; the past

Muriranga-when ua

ancestress of Maui

ngahere

forest

nga kete o te wananga

the baskets of knowledge

nga moemoea

dreams

Nga Puhi

Northern tribal grouping

nga tikanga

the correct way; involving moral judgements about
appropriate ways of behaving and acting in everyday
life

nga tumanako

hopes

noa

not tapu; common

no mai rano

from ancient times

o matau turangawaewae

our places to stand

pa

fortified village; settlement

pa harakeke

flax bush

Pakeha

non-Maori New Zealand; settler descent

pakeke

Adult/s
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papahou

container for precious head adornments belonging to
the chief

papaka

crab

Papatuanuku

Earth Mother, with Ranginui, first ancestors

Patu

club; to beat

pito

umbilical chord

pou tokomanawa

centre pillar

pounamu

greenstone

Pukenga

expert across Maori and Pakeha worlds and

knowledge systems

purakau

story

puku

swelling; tumour; knob; stomach

puru

plant with healing properties

ra

sun

rangatira

chief

rangatiratanga

chiefly; chieftainship

Ranginui

Sky Father, with Papatuanuku, first ancestors

Rarohenga

the underworld
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reo

language

rito

young shoot

rohe

district

rongoa

medicine

Rongomatane (Rongo)

the god of kumara, agriculture and peaceful arts

roto

inside; lake

takahi

trample

take

problem; cause

tamaiti

child

tamariki

children

Tane Mahuta (Tane)

god of forest

Tangaroa

god of the sea

Tangata

man; people

tangata whenua

people of the land, indigenous Maori people

tangi/tangihana

Maori death rituals

taonga

treasure

taonga tapu

sacred treasures; protected by tapu
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tapu

sacred

tauira

students

tauparapara

classical proverbial Maori introduction to a speech

Tawhaki

Maori classical hero

Tawhirimatea

god of the winds and elements

TeAo Maori

the Maori world

TeAo marama

the world of light

Te Ao Pakeha

the Pakeha world

TeAo Turoa

established; long-standing world

teina

younger sibling of same gender

Te Ika a Maui

the North Island (the Fish of Maui)

te kete aronui

knowledge of war, agriculture, woodwork and
earthworks

Te Kete Papaku

the shallow basket

te kete tuatea

knowledge of prayers, rituals and incantation

te kete tuauri

knowledge contain peace love and goodness

Te Kore

the nothingness; void

TePo

the night; darkness
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Te reo me ona tikanga

the language and customs as mutually significant

Te Rerenga Wairua

the departing place of the spirits

Te Taha Hinengaro

the dimension of thoughts and feelings

Te Taha Kaimaori

the Maori food dimension

Te Taha Pakeha

the Pakeha dimension of

Te Taha Tinana

the dimension of the body

Te Taha Wairua

the spiritual dimension

Te Taha Whanau

the family dimension of

Te Taha Whenua

the land dimension

Te Tiriti o Waitangi

the Treaty of Waitangi

Te Waipounamu

the South Island

Te Whare Tapa Wha

the four-sided house

Te wheke

the octopus

Tino Rangatiratanga

self-determination; autonomy, sovereignty

tohunga

expert; specialist

tohunga ahurewa

highest class of tohunga

tohunga makutu

expert in black arts
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tokotoko

carved walking stick

torohi

plant with healing properties

tuakana

older sibling

tuatua

slave

Tuhoe

tribal groups of the Urarewa area

tuku i a ratou

given up, released, let go by them

tuakana

older sibling of same gender

Tumatauenga

god of war and humankind

tupuna

ancestor

turangawaewae

a place to stand

Turangawaewae Marae

the marae of the Maori Queen

ture whenua

land legislation

tuturu

genuine

urupa

cemetery

utu

payment; reciprocity

waehape

clubfoot

wahi tapu

sacred place

waiata

song

waiata-a-ringa

action songs

wairua

spirit

wairuatanga

spirituality

waka

a collection of iwi whose tupuna travelled to Aotearoa
on the same canoe; mode of transport ( eg. canoe, car,
horse).

waka huia

chest for ornaments of the head belonging to chiefs

wananga

place of learning

ware

commoner

whaea

mother; auntie

whaikorero

oratory; speech making; formal speech

whakama

shy; ashamed

whakapapa

genealogy

whakatauki

proverb

whakawhiti korero

discussion in which any one who wishes may speak

whanau

to give birth, usually 3 or 4 generations of extended
family

whanau kaupapa

non-hereditary family-type grouping
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whanaunga

relatives; relations

whanaungatanga

process and practice of family oneness

whangai

nurturing; Maori adoption

whare kohanga

birth house

whare maire

house of black arts

whare mate

house for the dying

wharenui

meeting house

wharetangata

childbearers

whare wananga

higher schools of learning; Maori tertiary institutions

whatumanawa

emotional development

whenua

land; afterbirth

Notes on the spelling of Maori words:
Long vowels in Maori are usually represented by a macron or double occurrence of the
vowel, for example manaakitanga. Macrons were not available on the software used to type
this thesis and double vowels have not been used consistently on the basis that those readers
who do understand te reo Maori will know the correct pronunciation.

303

REFERENCES

Almqvist, E. W., Bloch, M., Brinkman, R„ Craufurd, D. and Hayden, M. (1999). "A
Worldwide Assessment of the Frequency of Suicide, Suicide Attempts, or
Psychiatric Hospitalization After Predictive Testing for Huntington Disease."
American Journal of Human Genetics 64(5): 1293-1304.
Awatere, D. (1984). "Maori Sovereignty." Broadsheet.
Barlow, C. (1991). Tikanea Whakaaro: key concepts in Maori culture. Auckland,
Oxford University Press.
Beaumont, M. and T. Zetland. (1850). The Late Edict of the Court of Rome Lord
Beaumont's Letter to Lord Zetland. London.
Best, E. Elsdon Best papers MS0178, Alexander Turnball Library, Wellington.
Best, E. (1904). "Maori Medical Lore." Journal of Polynesian Society 13: 213-237.
Best, E. (1974). The Maori as He Was. Wellington, Government Printer.
Binney, J. (1987). "Maori Oral Narratives, Pakeha Written Texts: Two forms of
telling history." New Zealand Journal of History 21(2): 16-28.
Bioscience News & Advocate (2003). December. Retrieved March 2004, from
http://www.bioscinews.com/files/news-detail.asp7news
Bishop, R. (1996). Whakawhanauneatanqa:

Collaborative

Stories.

Palmerston

North, Dunmore Press.
Bishop, R. and T. Glynn (1999). Culture Counts:

Changing power relations in

education. Palmerston North.
Bravette-Gordon, G. (2001). Transforming Lives: Towards cultural competence.
Handbook of Active Research: participative inquiry and practice. Newbury
Park. Sage.

304

Broughton, H. R. (1984). "A Viewpoint on Maori Health." New Zealand Medical
Journal 97(755): 290-1.
Buck, P. (1970). The Coming of the Maori. Wellington, Whitcombe & Tombes Ltd.
Buck, P. H. (1910). Medicine Amongst the Maoris in Ancient and Modern Times.
Auckland, The University of Auckland.
Buick, L. (1936). The Treaty of Waitangi : How New Zealand became a British
colony. New Plymouth, Avery.
Butow, P., Lobb E., Meiser B. and Barratt A. (2003). "Psychological Outcomes and
Risk Perception after Genetic Testing and Counselling in Breast Cancer: A
systematic review." The Medical Journal of Australia 178(2): 77-81.
Cannon-Albright, L. A., Bishop, D. T., Goldgar, C. and Skolnick, M. H. (1991).
"Genetic Predisposition to Cancer." Important Advances in Oncology: 39-55.
Cantor, D. (1993). Cancer In Companion Encyclopedia of the History of Medicine.
London and New York, Routledge.
Caulfield, T. and A. Chapman (2005). "Human Dignity as a Criterion for Science
Policy." PLoS Med 2(8): e244.
Central Health Authority (1994). United Nations International Conference

on

Population and Development (ICPD) 5-13 September 1994 Cairo, Egypt.
Chief Seattle (1854). Speech During Treaty Negotiations. Accessed 20 July 2005,
from http://www.halcyon.com/arborhts/chiefsea.html
Clark, J., Kucuk, O., Neuberg, D., Benson, A., Taylor, S., Pandya, K., Mansour, E.
Douglass,

H. and

Haller,

D. (1995).

"Phase

II Trial

of

Etoposide,

Doxorubicin, and Cisplatin Combination in Advanced Measurable Gastric
Cancer. An Eastern Cooperative Oncology Group Study." American Journal
of Clinical Oncology 18(4): 318-24.

305

Clarke, A. and F. Flinter (1996). The Genetic Testing of Children: A clinical
perspective. The Troubled Helix:

Social and Psychological Implications of

the New Human Genetics. Cambridge, University Press.
Coddington, D. (2001). The Big C. North and South: 76-84.
Colenso, W. (1868). "On the Maori Races of New Zealand." Proceedings of the New
Zealand Institute 5: 45-59.
Connor, J. M. and M. Ferguson-Smith (1997). Essential Medical Genetics. Oxford,
Blackwell Science.
Cram, F. (1999). Meeting the Needs of Maori Victims of Crime. Report to Te Puni
Kokiri and the Ministry of Justice, The Ministry of Justice.
Cram, F. (2001). Rangahau Maori: Tona Tika, Tona Pono. Research Ethics in
Aotearoa. M. Tolich. Auckland, Longman: 35-52.
Cram, F. and S. Pitama (1998). Ko Toku Whanau, Ko Toku Mana. In Adair, V. and
Dixon R. (eds.). The Family in Aotearoa New Zealand. Auckland, Longman:
pp 130-157.
Cram, F., Smith, L. and Johnstone, W. (2003). "Mapping the Themes of Maori Talk
About Health." New Zealand Medical Journal 116(1170): lp following U353.
Croyle, R. T., Achilles, J. and Lerman, C. (1997). "Psychologic Aspects of Cancer
Genetic Testing: a Research Update for Clinicians." Cancer 80(3 Suppl): 56975.
Cunningham, C. (1998). A Framework for Addressing Maori Knowledge in
Research, Science and Technology,. A Paper Prepared for the Ministry of
Research Science and Technology. Palmerston North, Massey University.

306

Decruyenaere, M., Evers-Kiebooms, G., Denayer, L., Welkenhuysen, M., Claes, E.,
Legius, E. and Demyttenaere, K. (2000). "Predictive testing for hereditary
breast

and

ovarian

cancer:

a

psychological

framework

for

pre-test

counselling." European Journal of Human Genetics 8(2): 130-6.
Denzin, N. and Y. Lincoln (2000). Handbook of Qualitative Research. UrbanaChampaign, University of Illinois.
Deaprtment of Health (1993). Whaia te ora mo te iwi : strive for the good health of
the people : Maori health policy objectives of Regional Health Authorities
and the Public Health Commission. Wellington: Department of Health,
Ministry of Maori Development
Department of Health Great Britain Moratorium

on Insurance: re insurance

companies not requiring test results until 2011.
Department of Justice (1987). Waitangi Tribunal: Orakei report. Wellington.
Dorland, W. A. (1994). Dorland's Illustrated Medical Dictionary. Philadelphia,
Saunders.
Dow, D. (1999). Maori Health and Government Policy: 1840-1940. Wellington,
Victoria University.
Dow, D. A. (ed.). (1995). Safeguarding the Public Health: A History of the New
Zealand. Department of Health. Wellington, Victoria University Press.
Durie, A. (1997). Mai i Rangiatea,

Auckland University Press: Auckland, New

Zealand.
Durie, M. (1985). "A Maori perspective of health." Social Science Medicine 20(5):
483-6.
Durie, M. (1994). Whaiora Maori Health. Auckland, Oxford Unity Press.

307

Durie, M. (1996). "Identity, Conflict and the Search for Nationhood." Australasian
Psychiatry 4(4): 189-193.
Durie, M. (1998). Whaiora. Auckland, University Press, 2 n d edition.
Durie, M. (1999). "Kaumatuatanga Reciprocity: Maori elderly and whanau." New
Zealand Journal of Psychology. 28: 102-106.
Durie, M. (2003). Launching Maori Futures. Wellington, Huia Publishers.
Firth, R. (1959). Economics of the New Zealand Maori. Wellington.
Gaff,

C., Collins, V., Symes, T. and Halliday, J. (2005). "Facilitating family
communication about predictive genetic testing: Probands' perceptions."
Journal of Genetic Counseling 14(2): 133-40.

Genesis Chapters 1 and 2 (1960). The Holy Bible. Glasgow, Collins.
Genesis

Oncology

Trust.

(2004).

Retrieved

July

2005

from

http://www.genesisoncology.org.nz/projects_2004.htm
Gibson, R. (1986). Critical Theory and Education. London, Hodder and Stoughton.
Glaser, B. G. and A. L. Strauss (1967). The Discovery of Grounded Theory:
Strategies for qualitative research. New York, Aldine.
Glover, M. (2000). The Effectiveness

of a Maori Noho

Smoking Cessation

Intervention: Utilising a kaupapa Maori methodology. Applied Behavioral
Science. Auckland, Auckland University.
Gluckman, L. K. (1976). Taneiwai: A medical history of 19th century New Zealand.
Christchurch, Whitcoulls.
Grace, P. (1978). Mutuwhenua: The moon sleeps. Auckland, Longman.
Grey, G. (1971). Nea i Mahi A Nea Tupuna (1854). Wellington, Reed.
Guba, E. G. and Y. S. Lincoln (1994). Competing Paradigms in Qualitative
Research: Handbook of qualative research. California, Sage Publications.

308

Guilford, P., Hopkins, J., Harraway, J., McLeod, M., McLeod, N., Harawira, P.,
Taite, H., Scoular, R., Miller , A and Reeve, A. (1998). "E-cadherin Germline
Mutations in Familial Gastric Cancer." Nature 392(6674): 402-5.
Hanks, P. (1986). Collins Dictionary of the English Language. London, Collins.
Harper, P. and A. Clarke (1997). Genetics, Society and Clinical Practice. Oxford,
Bios Scientific Publishers.
Health Research Council of New Zealand Newsletter (Te Kaunihera
Hauora

o Aotearoa)

Rangahau

(1997). "Role Model Stomach Cancer Partnership

Funded." Dec(23): 1-3.
Hohepa,

M. and G. Smith (1992). The Issue of Maori Research and Maori.

Auckland, University of Auckland.
Hopper, J., Hayes, V., Spurdle, A., Chenevix-Trench, G., Jenkins, M., Milne, R.,
Dite, G., Tesoriero, A., McCredie, M., Giles, G. and Southey, M. (2005). "A
Protein-truncating Mutation in CYP17A1 in Three sisters with Early-onset
Breast Cancer." Human Mutations 26(4): 298-302.
Hunn, J. K. (1961). Report on Department of Maori Affairs, Appendix to the
Journals of the House of Representatives. Wellington, Government Printer.
Irwin, K. (1994). "Maori Research Methods and Processes: An Exploration." Sites
Journal 28: 25-43.
Isac, Andru (2004). Genetic Testing and Insurance: the Role of the Industry and the
Welfare State. In Webb, D. and Rowe, D. (eds.). Insurance Law: Practice,
Policy and Principles. Christchurch: Centre for Commercial and Corporate
Law.

309

Jackson, M. (1996). Maori
Whakapiripiri:

Health Research and Te Tiriti o Waitanei.

A Hui to Discuss Strategic Directions for Maori

Hui
Health

Research, Te Ropu Rangahau Hauora a Eru Pomare, Wellington School of
Medicine.
Jacobsen, P., Valdimarsdottir, H., Brown, K. and Offit, K. (1997). "Decision-Making
about Testing

Among

Women

at Familial

Risk

for

Breast

Cancer."

Psychosomatic Medicine 59(5 Sept-Oct): 459-466.
James, C. (1992). New Territory: The Transformation of New Zealand 1984-92.
Wellington, Bridget William Books..
Jass, J. R. (1999). Understanding Pathology: From Disease Mechanisms to Clinical
Practice. Netherlands, Harwood Press.
Jenkins, K. (1988). "Reflections on the status of Maori women." Te Pua 1,
Puawaitanga.

37-45.

Jorde, L.B., Carey, J.C., Bamshead, M.J. and White, R.L. (1999). Medical Genetics
( 2 n d edX St. Louis, Mosby.
Karetu, S. and J. Waite (1989). Te Reo Maori. New Zealand Official Yearbook
1988-1989. Department of Statistics. Wellington, Government Printers: 217227.
Kawharu, I. H. (1989). Waitanei. Maori and Pakeha. Perspectives of the Treaty of
Waitangi. Auckland, Oxford Unity Press.
Kelsey, J. (1993). Rolling back the State : privatisation of power in Aotearoa/New
Zealand. Wellington, N.Z., Bridget Williams Books.
Kirby, M. (1996). "Journal of Law and Info Science at 137: OECD Cryptography
Guidelines in Context." Journal of Law and Information Science 121: 121.

310

Kirk, J. and K. Tucker (1997). National Best Practice Guidelines for Familial Cancer
Clinics. Sydney, NHMRC National Breast Cancer Centre.
Kiro, C. (2001). Maori

Health Policy and Practice. Kimihia

Hauora

Maori:

Ngapuhi, Ngati-Hine, Ngati Te Rangiwewehe. Albany, Massey University.
Klaracich, J. (1990). Applicaiton to the Waitangi Tribunal on behalf of Nga Hapu o
Waimamaku.
Knudson,

A.

G.,

Jr.

(1971).

"Mutation

and

Cancer:

Statistical

study

of

retinoblastoma." Proceedings of the National Academy of Sciences of the
United States of America 68(4): 820-3.
Lange, R. (1972). The Revival of a Dying Race: A Study of Maori Health Reform
1900-1918 and its 19th Century Background. Auckland, University of
Auckland.
Lerman, C., Schwartz, M., Ting Hsiang Lin, Hughes, C., Narod, S. and Lynch, H.
(1997). "The Influence of Psychological Distress on Use of Genetic Testing
for Cancer Risk." Journal of Consulting and Clinical Psychology 65(3): 41420.
Lippman, A. (1999). "Embodied Knowledge and Making Sense of Prenatal
Diagnosis." Journal of Genetics 8(5).
Lofland, J. and H. Lofland (1984). Analysing Social Settings: A guide to qualitative
observations

and

analysis.

Belmont

California,

Wadsworth

Publishing

Company.
Lowenthal, R., Grogan, P. and Kerrins, E. (2005). "Reducing the Impact of Cancer
Indigenous Communities: Ways Forward." Journal of Australia 182(3): 106-7.

311

Lynch, E., Doherty, R., Gaff, C., Macrae, F. and Lindeman, G. (2003). ""Cancer in
the family" and genetic testing: Implications for life insurance." Medical
Journal of Australia 179(9): 480-3.
Lynch, H., Grady, W., Suriano, G. and Huntsman, D. (2005). "Gastric cancer: new
genetic developments." Journal of Surgical Oncology 90(3).
Maaka, R. (2003). Perceptions, conceptions and realities: a study of the tribe in
Maori society in the twentieth century. Political Science. Christchurch,
University of Canterbury.
Maconaghie, K. (2002). Ethics and Genetics. HGSA Conference 2002, Auckland,
University of Auckland.
Mahuika, A. (1975). Leadership: Inherited and Achieved. In M. King (ed.). Te Ao
Hurihuri. Auckland, Hicks Smith and Sons Ltd.
Marsden, M. (1975). God, Man and Universe: A Maori View in Te Ao Hurihuri.
The World Moves On. Wellington, Hicko Smith & Sons Ltd.
Marsden, M. (2001). Maori custom law and values in New Zealand law. Study Paper
9. Wellington, Law Commission.
Marsden, M. (2003). The Woven Universe on Selected Writings of Maori, Estate of
Rev. Maori Marsden.
Marteau, T. and M. Richards (1996). The Troubled Helix: Social and Psychological
Implications of the New Human Genetics. Cambridge UK, Cambridge
University Press.
Marteau, T., van Duijn, M. and Ellis, I. (1992). "Effects of Genetic Screening on
Perceptions of Health: A Pilot Study." Journal of Medical Genetics 29(1): 2426.

312

Marteau, T. M. and R. T. Croyle (1998). "The New Genetics. Psychological
Responses to Genetic Testing." British Medical Journal 316(7132): 693-6.
Matthews, S. C. and L. J. Matthews (1940). Matthews of Kaitaia: the story of Joseph
Matthews and the Kaitaia Mission Station. Dunedin /Wellington, Reed AH &
AW.
McAllister, M., Evans, D., Ormiston, W. and
Cancer

Families:

a Preliminary

Daly, P. (1998). "Men in Breast

Qualitative

Study

of Awareness

and

Experience." Journal of Medical Genetics 35(9): 739-44.
McCredie, M., Paul, C., Skegg, D. and Williams, S. (1999). "Breast Cancer in Maori
and Non-Maori Women." International Journal of Epidemiology 28(2): 18995.
McKusick, V. A. (1969). Human Genetics. New Jersey, Prentice-Hall.
Mead, H. (1996). Tawhaki: The deeds of a Demigod. Auckland, Reed Publishing.
Mead, H. (2003). Tikanga Maori - Living by Maori Values. Wellington, Huia
Publishers.
Menko, F., te Meerman, G. and Sampson, J. (1993). "Variable Age of Onset in
Hereditary

Nonpolyposis

Colorectal

Cancer:

Clinical

Implications."

Gastroenterology 104(3): 946-7.
Metge, J. (1964). A New Maori Migration. Rural and Urban Relations in Northern
New Zealand. London, The Athlone Press.
Metge, J. (1967). Rautahi: The Maoris of New Zealand. London; Boston, Routledge
& K. Paul.
Metge, J. (1983). He Tikanga Maori: Learning and teaching. Nea Kete Wananea
Pukapuka Tuarua. G. Smith, Victoria University report on research carried
out as Captain James Cook Fellow.

313

Metge,

J.

(1984).

Talking

Past

Each

Other:

Problems

of

Cross

Cultural

Communication. Wellington, Victoria University Press.
Metge, J. (1986). He Tikanga Maori: Learning and Teaching. Report on Research
Carried out as Captain James Cook Fellow 1981- 198. In G. H. Smith (ed.).
Nga Kete Wananga, Pukapuka Tuarua. Wellington, Victoria University.
Metge, J. (1995). New Growth from Old: the Whanau in the Modern World.
Wellington., Victoria University of Wellington Press.
Metge, J. (2001). Korero Tahi: Talking Together. Auckland, Auckland University
Press.
Mikaere, A. (2003). The Balance Destroyed: the Consequences for Maori Women of
the Colonisation of Tikanga Maori. Hamilton, Waikato.
A/oeAe-Pickering, T. (1996). Maori Identity Within Whanau: A review of literature.
Hamilton, University of Waikato, Hamilton.
Muller, H. (1990). Genetic Diagnosis and Screening of Children and Adults: Post
natal genetic testing. Ad Hoc Committee of Experts on Bioethics, Council of
Europe.
Murchie, E. (1984). Raupora: Health and Maori Women. Maori Women's Welfare
League, Wellington.
Murchie, E. (1995). Foreword. Hauora. Maori Standards of Health III. A Study of
the Years 1970-1991. Wellington, Eru Pomare

Maori Health Research

Centre.
National Advisory

Committee on Health and Disability (September,

2003.).

Molecular Genetic Testing in New Zealand, National Health Committee.

314

Nepe, T. (1991). E Hao Nei e Tenei Reanga te Toi Huarewa Tupuna: Kaupapa
Maori, an Educational Intervention System. Education Department. Auckland,
University of Auckland.
New Zealand Guidelines Group (2004). Surveillance and management of groups at
increased risk of colorectal cancer. Wellington (NZ).
New Zealand Waitangi Tribunal (1988). The Report of the Waitangi Tribunal on the
Mangonui Sewerage Claim, Wai 17. Wellington: Waitangi Tribunal.
Nicolson, M. (1988). Medicine and Racial Politics: Changing Images of the New
Zealand Maori. In D. Arnold (ed.). Nineteenth Century. In Imperial Medicine
and Indigenous Societies. Manchester, Manchester University Press: 66-104.
Nuffield Council on Bioethics (1993). Genetic Screening - Ethical Issues. London,
Nuffield Council.
Nutton, V. (1993). Humoralism. In W. F. Bynum and R. Porter (eds.). Companion
Encyclopedia of the History of Medicine. London, Routledge: pp. 281-291.
O'Brien, B. (2001). The Gene Seekers. Wellington, Ministry of Education.
Orange, C. (1987). The Treaty of Waitanei. Wellington, Allen and Unwin.
Papakura, M. (1986). Makareti: The old time Maori. Auckland, The New Women's
Press.
Parmigiani, G., Berry, D. and Aguilar, O. (1998). "Determining Carrier Probabilities
for Breast Cancer-susceptibility Genes BRCA1 and BRCA2." American
Journal of Human Genetics 62(1): 145-58.
Patterson, J. (1992). Exploring Maori Values. Palmerston North, The Dunmore
Press.
Patton, M. (2002). Qualitative Research and Evaluative Methods. Thousand Oaks,
CA, Sage Publications.

315

Penetito,

W. (2002). "Research and Context for a Theory of Maori Schooling."

Journal of Education 37.: 89-109.
Penrose, L. S. (1949). The Biology of Mental Defect. London, Sidgwick & Jackson.
Pere,

R. (1979). Take Taha Maori.

He Matapuna:

A source, some Maori

perspectives. Wellington, New Zealand Planning Council.
Pere, R. (1984). Te Oranga mo te Whanau. Hui Whakaoranga Maori Health
Planning Workshop, Wellington., Victoria:Department of Health.
Pere, R. (1994). Ako: Concepts of Learning in Maori Tradition. Wellington, New
Zealand Te Kohanga Reo National Trust Board.
Peters, M. (2001). ACU The Bulletin.
Phil's Blog (2000). What New Zealand Insurers are Doing About Genetic Testing.
blog.goodreturns.co.nz/
Pihama, L. (1993>. Tungia Te Ururua, Kia Tupu Whakaritorito
Harakeke:

Te Tupu o Te

A Critical Analysis of Parents as First Teachers. Auckland.,

University of Auckland.
Pomare, E., Keefe-Ormsby, V., Ormsby, C., Pearce, N., Reid, P., Robson, B. and
Watene-Haydon, N. (1995). Hauora. Maori Standards of Health III. A Study
of the Years 1970-1991. Wellington, Eru Pomare Maori Health Research
Centre.
Pool, I. (1977). The Maori Population of New Zealand 1769 - 1971. Auckland,
Auckland University Press.
Pool, I. (1991). Te Iwi Maori: A New Zealand Population Past. Present and
Projected. Auckland, Auckland University Press.
Ramsden, I. (1989). Piri ki Nga Tangaroa. Anticipation of Better Days. Wellington,
Ministry of Education.

316

Rangihau, J. (1981). Being Maori. In M. King (ed.). Te Ao Hurchuri. Auckland,
Longman Paul: 165-75.
Ratima, M. (2001). Kia Uruuru Mai a Hauora: Being Healthy, Being Maori:
Conceptualising Ma Ori Health Promotion, University of Otago.
Reason, P. and H. Bradbury (2001). Handbook of Action Research: participative
inquiry and practice. Newbury Park, Sage.
Reeves, J. (2002). The Psychological Impact of Genetic Testing for Hereditary
Cancer. Auckland, University of Auckland.
Reeves, J., Owens, G. and Winship, I. (2000). "Psychological Impact of Predictive
Testing for Colonic Cancer." Journal of Health Psychology 5: 99-108.
Richards, M. (1996). Families, Kinship and Genetics. In T. Marteau and M. Richards
(eds.). The Troubled Helix:

Social and Psychological Implications of the

New Human Genetics. Cambridge, Cambridge University Press.
Rolleston, S. (1989). He Kohikohinea: A Maori health knowledge base : a report on
a research project for the Department of Health conducted into Maori health.
1988-1989. Wellington. Department of Health
Royal, T. (1998). Te Ao Marama - A Research Paradigm. In Te Putahi a Toi. Te
Ora Rangahau

Maori

Research and Development Conference,

Massey

University.
Ruth, N. (1952). The Maori Population of New Zealand, an unpublished typescript
held by the Department of Maori Affairs.
Salmond, A. (1975). Hui: A Study of Maori Ceremonial Gatherings. Auckland, A.H.
& A.W. Reed.
Salmond, A. (1985). Maori

Epistemologies. In J. Overing (ed.). Reason and

Morality. London, Taverstock: p. 240-263.

317

Schwimmer, E. (1968). The Aspirations of the Contemporary Maori. The Maori
People in the Nineteen-Sixties. Auckland, Blackwood.
Scutt, J. A. (1983). Even in the Best of Homes. Melbourne, Penguin.
Shakespeare, J. (1992,). Communication in Huntingtons Disease Families. 3rd
European Meeting on Psychosocial Aspects of Genetics, University of
Nottingham.
Sharpies, P. R. (1989). Kura Kaupapa

Maori:

Recommendations for

policy

proposals for the establishment of Kura Kaupapa Maori. Access: Critical
perspectives on education policy. 8.1: 28-43.
Shirres, M. P. W. (1994). Tapu: Te

Mana o Nea Atua: the Mana of Spritual

Powers. Ponsonby, Auckland, New Zealand, Te Runanga o te hahi katorika
ki Aotearoa.
Simon,

J.

and

L.

Smith

(2001).

A Civilising

Mission?

Perspectives

and

Representations of the New Zealand Native School Systems. Auckland,
Auckland University Press.
Sinclair, D. (1975). Land: Maori view and European response. In M. King (ed.). Te
Ao Hurihuri. Wellington, Hicks Smith & Sons Ltd.
Smith,

G. (1987). Akonga

Maori:

Maori

preferred

teaching

and

learning

methodologies. Nga Kete Wananea Readers, Auckland College of Education.
Smith, G. (1997). The Development of Kaupapa

Maori:

Theory and praxis.

Auckland, The University of Auckland.
Smith, G. H. (1990). Research Issues Related to Maori Education. NZARE Special
Interest Conference, Massey University, reprinted in 1992, The Issue of
Research and Maori, Research Unit for Maori Education, University of
Auckland.

318

Smith, G. H. (1997). The Development of Kaupapa Maori Theory and Praxis.
Auckland, University of Auckland.
Smith, L. (1991). Te Rapunga i te Ao Marama: The Search for the World of Light.
In J. Moss and T. Linzey (eds.). Growing Up: Politics of Human Learning.
Auckland, Longman Paul Ltd.
Smith, L. (1992). The Dilemma of Being a Maori Academic. NZ ARE/AARE
Conference, Geelong Victoria Australia.
Smith, L. (1996). Kaupapa Maori Health Research. Hui Whakapiripiri:

A hui to

discuss strategic directions for Maori health research. Wellington School of
Medicine, Te Ropu Rangahau Hauora a Eru Pomare.
Smith, L. T. (1999). Decolonizing Methodologies: Research and Indigenous Peoples.
London, Zed Books.
Smith, P. (1912-1915). "The Love of the Wananga." Journal of Polynesian Society
21-24.
Stanfield, J. H. (1994). Handbook of Qualitative Research. Thousand Oaks, Sage.
Stephenson, A. B. (1996). A Seam of Two Threads: Te Matauranea

Maori and

Science, paper presented to the MAANZ Conference . Dunedin.
Stephenson, M. (2000). Creating New Zealanders: Education and the Formation of
the State and the Building of the Nation. Auckland, University of Auckland.
Stewart-//araw/ra,

M. W. (1995).

Whakatupuranea

Nsaro:

The Impact

of

Colonization on Maori Whanau. University of Auckland.
Stewart-Harawira,

M. W. (2005). The New Imperial Order: Indigenous responses to

globalization. Wellington, Zed Books.

319

Stokes, E. (1985). Maori Research and Development: Discussion Paper. Social
Sciences Research Committee of National Research and Advisory Council.
Wellington, National Research Advisory Council.
Tate, H. (1990). New Zealand Geographic 5 Jan-Mar: 87-91.
Te Awekotuku,

N. (1991). He Tikanga Whakaaro: Research Ethics in the Maori

Community. Wellington, Wellington Manatu Maori.
The Concise Oxford Dictionary (1994). New York, Oxford University Press.
The Hongoeka Declaration for Maori Health Research (1996). Hui Whakapiripiri,
Hongoeka Marae Palmerston North.
Thompson, D. (1995). The Concise Oxford Dictionary of Current English. Oxford,
Clarendon.
Tibben A, Vegter-van der Vlis M, Roos, R. A., van der Kamp, J J., Frets, P. G. and
Verhage, F. (1990). "Presymptomatic DNA Diagnosis in Huntington's Chorea:
Reactions to the certainty of not being a genetic carrier." Nederlands
Tiidschrift voor Geneeskunde 134(14): 701-4.
Tibben, A., Roos, R. and Niermeijer, M. (1997). "Psychological Consequences of
Presymptomatic Testing for Huntington's Disease." Lancet 349(9054): 809.
Venter, J.C., Adams, M.D., and Myers, E.W. and multiple authors (2001). The
Sequence of the Human Genome, Science 291, February 16: 1304-1351.
Wadman, M. (2000). "Geneticists oppose consent ruling." Nature 404(6774): 114-5.
Waitangi Tribunal (1988). The Treaty of Waitangi, The Waitangi Tribunal.
Walker, R. (1978). The World View of the Maori.

Auckland, University of

Auckland.
Walker, R. (1979). The Urban Maori. He Matapuna:

a Source: Some Maori

Perspectives. Wellington, New Zealand Planning Council.

320

Walker, R. (1986). Mate Maori (Maori sickness). Centre for Continuing Education:
Maori Health and Critical Awareness Programme, Auckland, University of
Auckland.
Walker, R. (1987). Nga Tau Tohetohe. Years of anger. Auckland, Penguin Books.
Walker, R. (1990). Ka Whawhai tonu Matou Struggle Without End. Auckland,
Penguin Books (NZ) Ltd.
Walker, R. (1993). A Paradigm of the Maori View of Reality. David Nichol Seminar
IX Voyages and Beaches: Discovery of the Pacific 1700-1840, Auckland.
Walker, R. (2004). Ka Whawhai Tonu Matou. Auckland, Penguin Books.
Walsh, A. (1907). "The Passing of the Maori Race: An Inquiry into the Principle
Causes of the Maori Race." Trans. Proc. NZ. Inst. 40: 154-75.
Watson, J. D. and F. H. Crick (1953). "Molecular structure of nucleic acids; A
structure for deoxyribose nucleic acid." Nature 171(4356): 737-8.
Webster, S. (1998). Patrons of Maori culture: power, theory and ideology in the
Maori renaissance. Dunedin: University of Otago Press.
Weinberg, R. A. (1998). Racing to the Beginning of the Road: The Search for the
Origin of Cancer. New York, Freeman, W.H.
White, A. (1896). A History of the Warfare

of Science with Theology in

Christendom. New York, Appleton.
Williams, H. W. (1957). The Dictionary of Maori Language. Wellington.
Wood-Harper, J. and J. Harris (1996). Ethics of human genome analysis: some
virtues and vices. In T. Marteau and M. Richards (eds.). The troubled helix:
social and psychological implications of the new human genetics. Cambridge,
Cambridge University Press: p274-94.

321

Wright-St Clair, R. E. (1987). A History of the New Zealand Medical Association :
the first 100 years. Wellington, N.Z., Butterworths.

322

APPENDICES
Appendix 1

A Feasibility Study into Maori Perspectives on Predictive
DNA - Testing in Familial Cancer

Appendix 2

Health & Disability Ethics Committees Letter -

23

February 2006

Appendix 3

University of Auckland - Rarangi Patai
Questionnaire on Predictive DNA Testing in Familial
Cancer
Consent Form
He Whakamarama Kaupapa
Subject Information Sheet

Appendix 4

Health Funding Authority Letter -

31 March 1998

Auckland Ethics Committees Letter -

19 April 2004

University of Auckland - Consent Form to Participate
Appendix 5

University of Auckland - Discussion Sheet for Group
Two
Questionnaire
Nga Patai

Appendix 6

Medicine & Health Science - Discussion Sheet
Consent Form
Discussion Sheet

Appendix 7

Medicine & Health Science - Consent Form

Appendix 8

The Hongoeka Declaration for Maori Health Research

Appendix 9

Northern Regional Genetic Service - Consent Form for
DNA Analysis

323

Appendix 1
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Introduction.

The study of human genetics is relatively new compared with other medical studies and much
of the general public lack knowledge of DNA, chromosomes and genes. It was in 1953 that
Crick and Watson published their model for the double-helical structure of DNA, with its
implications for the molecular basis of inheritance1
For Maori the human genome is a taonga over which we have inalienable rights as stated in
the Treaty of Waitangi.The Maori Language Commission publication Te Matarikifl 992\
outlines the human genome as Iratangata and whakapapa. These terms are defined in
William's Dictionary of the Maori Language. 7th edition. NZ Government Printed! 985). as
follows;
Iratangata-the life principle of mortals
Whakapapa-v. place in layers, one upon another, n. genealogical table.
Whakapapa refers to what is contained in the genome, while Iratangata refers to the actual
genome.2

-Scientific Basis.
Approximately 5% of breast and bowel cancer are familial. A number of autosomal dominant
genes may predispose to the development of these malignancies. The off-spring of an affected
individual therefore has a 50/50 risk of inheriting such a gene, and will have a greatly
increased risk of cancer.
"Some of the. mutations within these genes have btcn elucidated and there are a number of
families in whom DNA tests may confirm the diagnosis. Such DNA analysis may then be
undertaken in a predictive or pre-symptomatic manner. In this way, at risk people may be told
that they do or do not have the gene, thus changing the inherited predisposition risk to a high
risk, or back to the baseline population risks.
The value of predictive testing is that it facilitates a rational cancer surveillance, early
intervention and treatment. These tests cannot however be entered into lightly and the ethical,
cultural and legal issues arisingfrom pre-symptomatic testing must be carefully considered in
partnership with those in whom such analysis is to be undertaken.

2

Alan E H 1983 Elements of Medical Genetic Chiichill Livingstone, Edinburgh.
aon terms for the human genome, taken from Biculturalism and Cultural Sensitivity in Human Genome
erapy and Research, a document extracted from the Report and Guidelines of the HRC Working Party on the
^ ^ s a L a n M s s e a r c i i U s e of Human RW« IOQ4

Methodology.
A good working relationship had been established with Ingrid Winship and the staff at
Northern Regional Genetic Services. Having a background in Education rather than one in
Molecular Science meant that I needed help from these colleagues. This was in order to gain
enough information on genetics and DNA testing to enable me to carry out my intended
research
The study aimed to assess Maori Cultural Perspectives to predictive DNA testing in familial
cancer. The initial phase was to construct an appropriate questionnaire with Dr Winship's
help that would enable me to seek opinions from a wide range of people regarding the project
as a whole (Phase 1).

Phase 1.
Phase 1 undertook to survey a range of people to establish the value of the larger study that
may now follow.
1:1 Information and Ethics.
A questionnaire and subject information sheet were constructed; Ingrid Winship and Linda
Smith gave appropriate assistance. These were then translated into Maori (appendix 1 and 2).
Ethical approval was sought and granted by North Health Ethics Committee.

1:2 Subject Base.
In order to find a representative sample in the short time of such a seeding project, a number
of opinions were sought for the subject base. It was felt that a m i n i m u m of 20 interviews
would be required and that people of different ages, gender, iwi and backgrounds were
essential. A wide list of possible interviewees was drawn up with the proviso that this would
be flexible to encompass other people's timetables and to include those suggested as the study
progressed.

1:3 Interviews.
The questionnaire was used as a basis for the interviews which were all done in person by
Waiora Port. These were recorded with consent, the recordings transcribed and are
maintained with respect and confidentiality.

2 Results.

/ -U-i

Thirty-four interviews were undertaken and of the subject base twenty three are female and
eleven male. The ages of the subjects range from 20+ to 80+; 1 person was in the 3rd decade,
8 in the 4th, 1 (Tin the 5th, 6 in the 6th , 3 in the 7th and 5 in the 8th decade. A single person
over the age of 80 participated.
The questions asked at the interview served as a basis for free flowing discussion.

2: Nga Patau The Questions.
l.He aha au maramatanga e pa ana ki te tirotiro pitau-ira?
What is your understanding of DNA testing and genes?
Three subjects stated that they had no understanding at all, eleven had a little, while nine had
some and ten were very well informed.Although,all understood what whakapapa meant,
some had not made the connection about heredity and DNA until our discussion after the
questionnaire was recorded.

2 Mo etahi he take e pa ana ki nga rangahauputaiao mo "te tirotiro pitau ira". Ki te Maori
hoki he whakaaro penei na te mea no mai ra ano e mohiotia ana e matou mai I nga
whakapapa ko wai ma matou. E kore matou e wehealo matou whakapapa.
He aha au whakaaro e pa ana e nga panuitanga e pa ana ki "te tirotiro pitau ira"mo te
mate pukupuku?
For some there are issues about whether scientific views of genetic information are
relevant to Maori, who already map their being through whakapapa which can never be
alienated (Whose Genes Are They Anyway? 1995.) How do you feel about the scientific
relevancy of genetic information concerned with cancer?
Twenty four subjects felt that there was scientific relevancy about genetic information
concerning cancer. It was important they said that attention still had to be paid to the Maori
world view which could be different but was also relevant. Maori protocols needed to be put
into place and strictly adhered to. An example of this was the proper storage of specimens
taken and returned to the owners when the research was completed.
Two felt that Maori issues of "several generations of physical violence and abuse, several
generations of drug and substance-abuse, and several generations of unemployment need to
be attended to before information on predictive DNA testing for genetic illnesses is seen as
relevant or important in their every day lives.
Within the views of the eight who were undecided were comments such as the following:
"I think that the process of medical research in particular is a process that has not been
empowering to Maori".
"The scientific field has been closed to Maori. Only recently have Maori been able to engage
in the debate".

One woman thought that the scientific view of genetic information was totally irrelevant
because in her view "cancer is in all of us".

3. Mehemea e mohiotia e pa ana te mate pukupuku ki tetahi wahine tane ranei, he aha o
whakaaro kia whakamatautauria e nga rata nga teina, tuakana, tungane tuahine me o
ratou tamariki?
If someone with cancer has a positive test, how do you feel about testing their siblings
and off-spring for the genes to predict the likelihood of cancer?
Three gave a definite no to this question, two were undecided and twenty-nine said yes. Some
of those who agreed did so with some of the following provisos
"Offer the service with prior counselling"
"With proper consent and protocols".
"A matter of choice, one cannot impose it on whanau/hapuiwi. This must be a collective
choice"..

4. E mohio ana koe ki tetahi whanaunga e tino patata ana ki a koe kua pangia ki te mate
pukupuku?
Do you have anyone close to you who has been affected with cancer?
Thirty-two of those in the survey had close family members who have been affected with
cancer

5. E mohio ana koe e whakawetia ana etahi whanau I tenei mate pukupuku?
Are you aware that cancer can run in families?
Twenty subjects were aware that cancer ran in families.

6. E mohio ana koe kua kitea e nga rata etahi o nga ira mo te mate pukupuku. Te
whakaaro kei roto enei whanau te mate pukupuku?
Do you know that several genes have been identified which predispose certain families
to cancer?
tr

Only Ten subjects were aware that several genes had been identified which pre-disposed
certain families to cancer.

7.1 o whakaaro he mea tika ki te tirotiro wahine, tane ranei mena e mate pukupuku ana
ahakoa ka mohiotia kei a ia te mate nei me whakauru atu etahi o ona whanau I roto I
tenei momo tupono teitei?
Do you think it would be appropriate to test people with cancer for such genes, givern
the implications of a positive test would place other family members into a high risk
category?
The result for this question was similar to that of question 3. Twenty-eight subjects, again
using the words such as with caution, with appropriate protocol and without coersion said yes
to this question.
There were three who gave a definite "no"citing 'invasion of privacy and civil liberties as the
reason for this.'.One of the three who were undecided spoke of the 'need for a lot of soulsearching 'before she could come to a decision.

8. He aha au whakaaro mo nga awangawanga o etahi Maori mo tenei kaupapa e pa ana ki
te "tirotiro pitau ira".
Why do you think some in Maoridom are concerned with DNA testing?
This question was the most difficult to assess. Those who were interested in genetics and had
read widely on the topic articulated their concerns readily and well.Their concerns are clearly
expressed in Biculturalism and Cultural Sensitivity in Human Gene Therapy and Research in
the Report and Guidelines of the HRC Working Party on the Clinical and Research Use
of Human Genes.
Some of the subjects were unaware that there were Maori who were concerned about genetic
testing.
One subject whose whanau have a specific genetic disease showed anger towards some Maori
who appeared to be against their decision to allow their families to be genetically tested.
For some Maori their only knowledge about DNA testing was that of the police seeking to
DNA test crime suspects as a means of future identification. As a consequence they are
suspicious about the benefits of DNA testing.
The fact that the results of previous research were not always returned to the people and
sometimes used to show Maori in a bad light were also quoted.
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He aha au maramatanga e pa ana ki "te tirotiro pitau-ixa"?
Mo etahi he take e pa ana ki nga rangahau putaiao mo "te tirotiro pitau-ira". Ki te Maori hoki
he whakaaro penei na te mea no mai ra ano e mohiotia ana e matou mai I nga wkakapapa ko
wai ma matou. E kore matou e wehia I o matou whakapapa.
He aha au whakaaro e pa ana ki e nga panuitanga e pa ana ki "te tirotiro pitau-ira" mo te mate
pukupuku?.
Mehemea e mohiotia e pa ana te mate Pukupuku ki tetahi wahine/tane ranei? he aha o
whakaaro kia whakamatautauria e nga rata nga teina, tuakana. tungane. tuahine me nga
tamariki?
E mohio ana koe ki tetahi whanaunga e tino pataia ana ki a koe kua pangia ki te mate
pukupuku?
E mohio ana koe e whakaawetia ana etahi whanau I tenei mate te pukupuku?
E mohio ana koe kua kitea e nga rata etahi o nga ira mo te mate pukupuku. Te whakaaro kei
roto enei whanau te mate pukupuku?.
I o whakaaro he mea tika ki te tirotiro wahine/tangate ranei mena e mate pukupuka ana
ahakoa ka mohiotia kei a ia te mate nei me whakauru atu etahi o ona whanau I roto I tenei
momo tupono teitei.
He aha au whakaaro mo nga awangawanga o etahi Maori mo tenei kaupapa e pa ana ki te
"tirotiro pitau-ira".
I o whakaaro kei a wai te rangatiratanga mo o ira me nga ira o to whanau/hapu/iwi?
He wa korero me nga kai-whakaatu. (tapiri ki te rarangi patai).
Na te "tirotiro pitau-ira" ka maramama ai nga whakamohiotanga e pa ana ki te ira mo tenei
mate. Kaore e tika mo te Rangahau Hauora Matatika ki te whakatau I "te tirotiro pitau-ira"
haunga ano mo tena I whakaaetia anake.
Nga kahoretanga.
a.
Mehemea he matautau kaha ka pohehe nga whakaaro.
b.
Mai te tangata ora ki te tangata mate.
Nga kaha.
a.
Whakaae whiriwhiri.
b.
Tirotiro pukupuku.
c
Maimoatanga moata.
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For some there are issues about whether scientific views of genetic information are relevant
to Maori, who already map their being through whakapapa which can never be alienated.
(Whose Genes Are They Anyway?) 1995. How do you feel about the scientific relevancy of
genetic information concerned with cancer?
If someone with cancer has a positive test, how do you feel about testing their siblings and
off-spring for the genes to predict the likelihood of cancer?
Do you have anyone close to you who has been affected by cancer?
Are you aware that cancer can run in families?
Do you know that several genes have been identified which predispose certain families to St
cancer?
Do you think it would be appropriate to test people with cancer for such genes, given the
implications of a positive test would place other family members in a high risk category?
Why do you think many in Maoridom are concerned with DNA testing?
Who has the ownership of your genes and those of your whanau/hapu/ iwi?
Areas for discussion with the subjects.(additional to the questionnaire)
DNA testing for cancer can only yield information on the gene of interest. An Ethical
Medical Study would not undertake any testing on DNA except that for which consent has
been given.
Negatives.
• a.
b.

Fear of irrational response to a positive test,
Making healthy people sick.

Positives.
a.

Pro-choice.

b.

Cancer screening.

c.

Early treatment.
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He Wh.akaaeta.nga ki te whakauru ki roto I te Rangaliau e pa ana ki te whiriwhiri korero
mo te tirotiro pitau-ira mo te mate pukupuku I lieke mai I nga whakapapa.
Consent to participate in a discussion on Maori Perspectives on DNA testing in familial
cancer,

He wliakaaeianga ki te whakauru ki roto I te kaupapa rangaliau e pa ana ki te whiriwhiri
korero mo te "tirotiro pitau-ira" mo te mate pukupuku waenganui whanau.
Consent to participate in a discussion on Maori perspectives of DNA testing.in familial
cancer
Kua tukunga mai ki au nga whckamaramc mo tenei kaupapa rangahau me ona take. a. kuc.
whakahokia aku patai. Kua mohio ahau mertc e hiahia cna ahau ki te wkckakapi I aku
korero, etahi o ana korero rar.ei. e pai ana ter.a.
This research project and the reasons for it have been explained to me and I have had my
questions answered by the researcher. I understand that I may withdrawfrom this research (at
any time)\vithout having to give my reasons

Ingoa.
Name.

E whakaae ana ahau ki te korero ki te kai-rangahau.
I agree to participate in this interview.
E whakaae ana ahau ki te korero I runga ripene.
I agree to speak on tape.
Ahakoa pea ka puta mai etahi o oku kupu ki roto I nga tukituhinga e pa
ana ki tenei kaupapa kaore te tangata e mohio noku auc kupu.
Although my words may be quoted in the writings arising from this research project, my
identitv will not be known

Hainatanga:

signature

.'
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He Whakamarama Kaupapa.

Wa tuatahi: Whakaaro e pa ana ki te kaupapa.
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Kua pohiritia koe ki te uru mai ki te whakatau mehemea e tika ana tenei kaupapa ara:Nga Whakaaro Maori e Pa ana ki te Waitohu Whakamatautau Pitau-ira I te Mate
Pukupuku.
Kei a koe te kowhiri mehemea e hiahia ana koe ki te uru mai I roto I tenei rangahau.. I nga wa
katoa, kei te hiahia koe ki te unu, e pai ana.
Ko te tumanako o te kai-rangahau he kaupapa tenei hei mahi mo tana PhD. I mua i tenei mahi
me haere ia ki nga whanau/ hapu/iwi ki te kohikohi i o ratou whakaaro e pa ana ki tenei
kaupapa.
No reira he tino taonga o koutou whakaaro.
Kua tonoa atu ki a koe tetahi atu pepa. he rarangi patai, hei take, mo te uiuinga. ( kei te
whakaae koe me rapa o korero I runga I te ripene).
Ma nga kai-rangahau anake e tirotiro e whakaarongo ki o whakaaro in roto I tenei rangahau.
Kei te rakaina o korero I roto I te roro hiko kia kore etahi atu e kite.Ka rakaina nga ripene
korero I roto I te wahi pai.
I te mutunga o tenei mahi ka tonoa atu e te kai-rangahau ki a koe nga whakataunga.
Kei a koe he patai e pa ana ki to mana tuku iho, me whakaatu atu koe ki te Takawaenga o te
Ora (waea 09 638 9638).
I muri atu kei te waea atu a Waiora Port ki a koe mehemea e whakaae ana koe ki tenei
rangahau. Kei a koe te kowhiri ,mo te wa me te haora e hiahia ana koe kia tutaki ai kourua.
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You are invited to participate in an initial survey to assist the feasibility and appropriateness
of a project which is entitled:

Maori Cultural Perspectives Regarding Predictive DNA Testing in Familial Cancer..

Participation is voluntary and participants may withdraw at any stage without prejudice.
The principal investigator hopes to undertake a study (as part of a PhD) in order to address
the cultural safety of predictive DNA testing in familial cancer. Prior to such a study, it is of
value to have opinions of Maori peoplefrom all walks of life to ensure that the project is to
be worthwhile and optimally designed

For this reason your opinions are of great value.

You will be interviewed (and if agreeable with a tape recorder) using the attached
questionnaire as a basis, but not to be limited only to the questionnaire.

Only the investigators will have access to your interview, which will be held in locked
facilities. At the end of the research the results will be sent to you.

If you have any queries regarding your rights in this research, contact the Health Advocates
Trust (Ph 09 638 9638)

Waiora Port will contact you, tofind out if you agree to participate and will visit you at a
time and place of your choice.

Health Funding Authority
Northern Office
91-95 Mt Eden Road
Mt Eden

31 March 1998

Private Bag 92522
Wellesley Street
AUCKLAND
New Zealand
Telephone 09 357 43C0
Facsimile 09
4201

Mrs RM Port
12 GunsonRoad
MT WELLINGTON
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Dear Mrs Port
98/028

A STUDY OF MAORI CULTURAL PERSPECTIVES REGARDING
PREDICTIVE DNA TESTING IN FAMILIAL CANCER

Thank you for the amendments (9/4/98) as requested by Ethics Committee X at the meeting
held on 25 March 1998.
I am pleased to inform you that the study is approved until 17 April 1999. It is certified as not
being conducted principally for the benefit of a manufacturer and will be considered for coverage
under ACC.
Please note that the Committee grants ethical approval only. If management approval from
the institution/organisation is required, it is your responsibility to obtain this.
Research approval is for a period of 12 months. Approximately three months prior to the end
of this period you will receive a reapproval application which must be completed and
submitted to the Ethics Committee before the expiry date.
I am very sorry to leam of your daughter's illness. Our thoughts are with you during this very
sad time.
Yours sincerely

Secretary
Ethics Committees

g\meetings\cteex\mar981t.doc

Please include the reference no. and study
title in all correspondence/telephone calls.

19 April 2004.

Mrs R.V. Port
6 Grenada Ave
Forrest Hiil

Auckland
Ethics Committees

Private Bag 92522
Wellesley Street
Auckland
Delivery Address:
C/0 Ministry of Health
3rd Floor, Unisys Building
650 Great Scutn Road, Penrose
Phone (09) 580 9105
Fax (09: 580 9001
Committee X Email: pat_chainey@moh.govt.nz
Committee Y :,r.-,£i',. v'7cnric_cr;-'-nr1-rr,oi',.gc-" r -

Auckland 1309.
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Dear Waiora,
98/208
A study of Maori cultural perspectives regarding predictive DNA testing in familial
cancer

Thank you for your progress report, received 23 March 2004.
The Chairperson Ethics Committee X reviewed the report for this study.
The study has received ongoing ethical approval for the next twelve months. The next progress report
is due 17 April 2005.
It should be noted that Ethics Committee approval does not imply any resource commitment or
administrative facilitation by any healthcare provider, within whose facility the research is to be carried
out. Where applicable, authority for this must be obtained separately from the appropriate manager
within the organisation.

Pat Chainey
Administrator, Committee X.
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Department of Molecular Medicine

Faculty of Medicine and
Health Science
The University of Auckland
Private Bac 52019
Auckland. New Zealand
85 Park Road. Grafton
Telephone: 54 9 - 373 7599
Facsimile: E4 9 - 373 7492

He Whakaaetanga ki te Whakauru ki roto I te Kaupapa Rangahau e pa
ana ki te Whiriwhiri Korero mo te "Tirotiro Pitau-ira" mo te Mate
Pukupuku I Heke mai I Nga Whakapapa
Consent to participate in a discussion on Maori perspectives of DNA
testing.in familial cancer
Appendix 4
Kua tukunga mai ki au nga whakamarama mo tenei kaupapa rangahau me ona take, a, kua whakahokia aku
patai. Kua mohio ahau mena e hiahia ana ahau ki te whakakapi I aku korero, etahi o aua korero ranei, e pai ana
tena. This research project and the reasons for it have been explained to me and I have had my questions
answered by the researcher. I understand that I may withdraw from this research (at any time)without having to
give my reasons
. Ingoa.
Name.

E whakaae ana ahau ki te korero ki te kai-rangahau.
I agree to participate in this interview.
E whakaae ana ahau ki te korero I runga
I agree to speak on tape.

ripene.

Ahakoa pea ka puta mai etahi o oku kupu ki roto I nga tuhituhinga e pa

AE

KAO

AE

K4.0

AE

KA.0

ana ki tenei kaupapa kaore te tangata e mohio noku aua kupu.
Although my words may be quoted in the writings arising from this research project, my identity
will not be known.

Mehemea e hiahia ana te kai-mahi rangahau ki te whakauru I toku ingoa me

AE

KA.0

etahi o aku kupu ki roto I nga tuhituhinga. kua moiho ahau ka hoki mai ia ki
ahau ki te tiki I taku whakaaetanga ki tena.
I understand that if the researcher wishes to quote my name and words in cm writings arising
from this research, she will return to me for my consent.

Hainatanga.
Signature.
Te Wa.
Date.

Kai-mahi Rangahau.
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Health Science
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Tena koe e
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Nga mihi mahana ki a koe me to whanau.
I am a 67 year old Maori woman of Te Aupouri and Te Rarawa descent
who is doing research into how you feel about a test to show whether you
are at risk of developing the cancer that is affecting your whanau.
In 1996-97, with a grant from the Health Research Council I conducted a
Feasibility Study to seek the opinion of a range of Maori on predictive DNA
testing in familial cancer .1 completed this study and was encouraged by the
support and interest to apply to the Health Research Council for a Post
Graduate Scholarship in order to continue with the research and work
towards a PhD.
The topic of the study is:
Predisposition DNA Testing for Familial Cancer: The Needs of Maori.
My plea to you is to consent to be interviewed by me about your thoughts
and feelings about the cancer in your whanau. This will assist me in my
overall aim which is to provide medical scientists and practitioners with
information to enable them to create testing and counselling programmes
relevant to the needs of Maori and their whanau.
It will also add valuable material to the Academy of Maori knowledge.
Please let me know if you would like me to discuss this more fully with you
or any other whanau member. Since my research began my eldest daughter
passed away unexpectedly with bowel cancer. This has given me an added
passion to continue and complete this study.
I am enclosing a Subject Information sheet
Nau te roar OIL
Naku te rourou
Ka ora ai te Iwi
No reira kia tau te rangimarie o Te Runga Rawa ki runga I a koe

Noho ora mai

Medicine and Health
Science Campus

Department of Molecular Medicine

Faculty of Medicine and
Health Science
The University ai Auckland
Private Bag 92019
Auckland 1. New Zealand

Discussion Sheet
For Group Two

Appendix 5

1.

Share with me your understanding of good health.

2.

When did you first become aware of the word cancer and how has it affected you life?

3. ' Would you tell me if you have any close relatives who have cancer?
4.

What do you understand about the word whakapapa?

5.

Did you know that several genes have been identified which predispose certain families to
cancer?

6.

Tell me what you know about screening programmes and have you taken part in one?

7.

What do you feel about early detection of cancer through screening?

8.

If you were given an opportunity of setting up a screening programme for your whanau/hapu
how would you go about it and what structures would you put in place?

9.

Share with me some of your thoughts on DNA testing whereby a cancer gene may be
detected.

10. If there was such a test for (breast), (bowel), (stomach) or any other cancer, would you take
advantage of it and why?
11. How do you feel about such a test knowing that if yours is positive you could (or have)
passed it on to your children?
12. What would be your greatest concern about such a test and would you consider counseling
before and after the test and who would you like to inform you of the results of the test?
13. Why do you think some Maori are concerned about DNA testing?
14. Who do you think has ownership of your genes - yourself or your whanau/hapu?
15. Your blood sample may be stored (in case of need) for your whanau or disposed of. What
would your wished be?
16. Imagine some members of your whanau/hapu have cancer which would be familial. The
hapu have decided that it would be to their advantage to have at risk members DNA tested to
see if they have the cancer gene. You have been given the opportunity to set up a
programme of predisposition testing. What would be some of the Kaupapa Maori Tikanga
your hapu would want to put in place? „
17. What do understand by the words: cancer, tumour, malignancy, genes, DNA, hereditary?
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Questionnaire on Predictive DNA Testing in Familial Cancer.

1.
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What is vour understanding of the word whakanava

Share with me vour understanding of sood health.

Have vou had anv serious illnesses?

j.

Does a close family relative have cancer? (mother, father, sibling, child)

Does any other relative have cancer? (aunLuncle. cousin, grandparent)

6.

Are vou aware that cancer can run in families?

7.

Do you know that several genes have been identified which predispose certain
families to cancer?

What do you understand by the words:
Cancer,
tumour,
malignancy?
9

What do you know about screening programmes?

10

Have you taken pan in any health screening programmes?

11

If you were given an opportunity to set up a screening programme for vour hapu. how
would vou 20 about it?

12

How do vou feel about the earlv detection of cancer through sceenins?

Appendix 5
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What do you understand by the term:
genes:
DNA
hereditary

14

Who do you think has ownership of your genes and those of your whanau/hapu/iwi

15.

What do you know about DNA and gene testing?

16.
17

Share with me your thoughts about DNA and gene testing ,
If there was a DNA test available to test if you were at high or low risk of developing
cancer would you take advantage of this?.

18.

How would you feel about having such a test, knowing that if it was positive then
there would be the same risk for your children and your brothers and sisters?

19

Do you understand that the test doesn't cause or cure cancer?

20.

What is your greatest concern (if any) about DNA testing?

21.

Why do you think that some Maori are concerned about DNA testing?

22.

How would you feel about being counselled before and after you are tested?

23.

Your blood sample may be stored (in case of need) for your whanau or disposed of.
What are your wishes about this?

24.

Who would vou like, to inform vou of the result of vour test?
*

25

•

»

»

Imagine: Some members of your hapu have cancer which could be familial. The hapu
have decided that it would be to their advantage to have at risk members DNA tested
to see if they have the cancer gene. You are given the opportunity of setting up a
programme of predisposition testing. What would be some of the Kaupapa Maori
Tikanga your hapu would want you to put in place?

Do you have any questions you would like to ask?
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He aha to matauranga mo te kupu Whakapapa
Kea te pehea to hauora inaianei?
Kua pa ki a koe he mate taumaha - ara te mate pukupuku?
Kei a koe he whanaunga tarn tonu ki a koe e pangia ana J te mate pukupuku?
E pangia ana etahi atu o ou whanaunga I te mate pukupuku?
E mohio ana koe kei roto I etahi whanau he mate tuku iho te mate pukupuku?
E mohio ana koe kua kitea e etahi rata he ira mo te mate pukupuku. Te
whakaaro kei roto enei whanau tenei mate.
He aha to matauranga mo enei kupu?
cancer
tumour
malignancy
E mohio ana koe ki te whakahaerenga hauora mo te katoa?
Ko u koe ki roto I tetahi whakahaerenga hauora mo te katoa?
Mehemea kei a koe te whakahaerenga mo tenei mahi mo to hapu. Me pehea?,
He aha o whakaaro ki te hopu wawe tenei mate, he me a pai pea?
He aha o matauranga mo enei kupu?
gene
DNA
hereditary
Kei a wai te mana mo o pitau-ira, ko koe, ko to whanau/hapu/iwi ranei?
Kei a koe he matauranga e pa ana ki te pitau-ira, te tirotiro pitau-ira ranei?
Korero mai ki ahau o whakaaro e pa ana ki te tirotiro pitau-ira.
Mehemea kei te whakaturia he pahu mo te tirotiro pitau-ira, kei te uru atu koe
ahakoa ka mohiotia kei a koe te pitau-ira mo te pukupuku?

Appendix 5
He aha o whakaaro mo to urutanga ki roto i tenei pahu, ka mohiotia kei a koe
tenei mate kei te tuponohia e koe o tamariki me o tungane, teina hoki. ?
E marama ana koe, kahore tenei pahu te take, te rongoa ranei o te mate
pukupuku?
He aha to tino awangawanga rawa (mehemea tetahi) mo te pahu ki te tirotiro
pitau-ira?
He aha o whakaaro mo nga awangawangao o etahi Maori mo tenei kaupapa?
He aha o whakaaro kia tohutohuhia Icoe Imua o to pahutanga, me te
mutunga?
I to whakaaro me aha to tauira toto Ite mutunga o to pahutanga?
Me tiakina mo to whanau, me whakawatea ranei?

Ko wai e hiahia ana koe ki te whakamohio i a koe te hua o to pahutanga?

Mehemea kei a koe te whakarite I te kawa mo enei whakahaerenga, he aha
nga tikanga Maori me mau koe mo to hapu?

He patai ano e hiahia ana koe ki te patai mai
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Appendix 6
Discussion Sheet
for Pukenga
1. What is your definition of good health?
2. What do you understand about the word whakapapa?
3. What is your view about predictive DNA testing?
4. Have you been part of any cancer screening tests and what is your opinion of
them?
5. If your whanau was found to have a genetic cancer how would you feel and
would you consider having a test if it were available?
6. Would you feel that there is any difference in the transfer of technology from
research to service to Maori families?
7. There is a range of view's on genes from a simple sequence of DNA to a spiritual
context of inheritance^ how do you view this?
8. If you were asked to set up services to provide for the transfer of technology from
research to service for Maori families, how would you go about this?
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Nga'mihi o te tau hou ki a koe.
Kia tangihia nga tini mate o ratou kua hgaro atu ki te po
Tangihia, tangihia, tangihia.
Ratou te hunga mate ki a ratou.
Tatou te hunga ora ki a tatou.
Ti hei Mauriora.
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Ka huri ki te reo tuarua.
I am a Maori PhD student of mature years at the University of Auckland researching
on the topic.

DNA Testing for Cancer Susceptibility - A Maori Perspective.

My supervisors are Dr. Ingrid Winship, Dr Linda Smith, and Dr. Fiona Cram. Dr
Sue Crengle is an adviser.
I have interviewed two other groups.
Group ! consisted of 30 Maori, a representative sample of people of different ages,
gender, iwi and backgrounds. A questionnaire was used as a basis for the interviews .
A number of opinions were sought for the subject base.
As a result of this study I was encouraged to apply to the Health Research Couneil for
a Post Graduate Scholarship in order to carry out this study for a PhD. And this was
granted.
Group 2. My aim here is to interview 30 Maori people who a) have an inherited form
of cancer or b) are at risk of familial cancer by virtue of family history. To date I have
interviewed 26 of these subjects.
My 3 r d group will include Maori and Pakeha who interface in their work with Group
2,-and Maori who have an opinion about this research and agree to share this within
this kaupapa.
If you consent you will be interviewed (if agreeable with a tape recorder), The
interview will take less than one hour. I will contact you by phone or email in a fewdays time in order to arrange fora suitable time and place ;
If you have any queries or concerns regarding your rights as a participant in this
research, contact the Health Advocates Trust, phone 09 623 5799.
**

I do hope you will be able to help me in my research.
Hei konei ra,

Medicine and Health
Science Campus

Deccrtnsnt ci Molecular Medicine

Faculty of Medicine and
Health Science

The University cf Auckland
Private Bag 92G19
Auckland. New Zealand
E5 Park Road, Grafrcn
Telephone: 64 9 • 272 7S55
Facsimile: 64 9 • 272 7452

He Whakaaetanga ki te Whakauru ki roto I te Kaupapa Rangahau e pa
ana ki te Whiriwhiri Korero mo te "Tirotiro Pitau-ira" mo te Mate
Pukupuku I Heke mai I Nga Whakapapa
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Consent to participate in a discussion on Maori perspectives of DNA
testing.in familial cancer
Kua tukunga mai ki au nga whakamarama mo tenei kaupapa rangahau me cna take, a, kua whakahokia aku
patai. Kua mohio ahau mena e hiahia ana ahau ki te whakakapi I aku korero, etahi o aua korero ranei, e pai ana
tena. This research project and the reasons for it have been explained to me and I have had my questions
answered by the researcher. I understand that I may withdraw from this research (at any timejwithout having to
give my reasons
. Ingoa.
Name.

E whakaae ana ahau ki te korero ki te kai-rangahau.
I agree to participate in this interview.

AE

KAO

E whakaae ana ahau ki te korero I runga ripece.
I agree to speak on tape.

AE

KAO

Ahakoa pea ka puta mai etahi o oku kupu ki roto I nga tuhituhinga e pa

AE

KAO

ana ki tenei kaupapa kaore te tangata e mo'nic noku aua kupu.
Although my words may be quoted in the writings arising from this reszcrch project, my identity
will not be known.

Mehemea e hiahia ana te kai-mahi rangahau Ic te whakauru I toku ingoa me

AE

KAO

etahi o aku kupu ki roto I nga tuhituhinga, kaa moiho ahau ka hoki mai ia ki
ahau ki te tiki I taku whakaaetanga ki tena
I understand that if the researcher wishes to aucte my name end words ir. any writings arising
from this research, she will return to me for my ccrjer.L

Hainatanga.
Signature.
TeWa. •
Date.

Kai-mahi Rangahau
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1. What is your definition of good health?
2. What do you understand about the word whakapapa?
3. What is your view about predictive DNA testing?
4. Have you been part of any cancer screening tests and what is your opinion of
them?
5. If your whanau was found to have a genetic cancer how would you feel and
would you consider having a test if it were available?
6. Would you feel that there is any difference in the transfer of technology from
research to service to Maori families?
7. There is a range of views on genes from a simple sequence of DNA to a spiritual
context of inheritance, how do you view this?
8. If you were asked to set up services to provide for the transfer of technology from
research to service for Maori families, how would you go about this?
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Dear

I am a Maori PhD student of mature years at the University of Auckland researching
on the topic

DNA Testing for Cancer Susceptibility - A Maori Perspective.

My supervisors are Dr. Ingrid Winship,, Dr Linda Smith, and Dr. Fiona Cram. Dr
Sue Crengle is an adviser.
I have interviewed two other groups.
Group 3 consisted of 30 Maori, a representative sample of people of different ages,
gender, iwi and backgrounds. A questionnaire was used as a basis for the interviews .
A number of opinions were sought for the subject base.
As a result of this study I was encouraged to apply to the Health Research Council for
a Post Graduate Scholarship in order to carry out this study for a PhD. And this was
granted.
Group 2. My aim here is to interview 30 Maori people who a) have an inherited form
of cancer or b) are at risk of familial cancer by virtue of family history. To date I have
interviewed 26 of these subjects.
Group 3. My aim here is to interview 30 subjects who are not necessarily Maori but
who interface importantly with the subjects in Group 2.
I would very much like to interview you because of your work in this field.
If you consent you will be interviewed (if agreeable with a tape recorder), The
interview will take less than one hour. I will contact you by phone or email in a few
days time in order to arrange ^ora suitable time and place ;
If you have any queries or concerns regarding your rights as a participant in this
research, contact the Heaith Advocates Trust, phone 09 623 5799.
I do hope you will be able to help me in my research.

Yours truly

Faculty of Medicine and
Health Science

The University of Auckland
Private Bag 92019
Auckland. New Zealand
85 Park Road. Grafton
Telephone: 64 3 • 372 75=9
Facsimile: 64 3 - 372 7492

He Whakaaetanga ki te Whakauru ki roto I te Kaupapa Rangahau e pa
ana ki te Whiriwhiri Korero mo te "Tirotiro Pitau-ira" mo te Mate
Pukupuku I Heke mai I Nga Whakapapa
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Consent to participate in a discussion on Maori perspectives of DNA
testing.in familial cancer
Kua tukunga mai ki an nga whakamarama mo tenei kaupapa rangahau me ona take, a. kua whakahokia aku
patai. Kua mohio ahau mena e hiahia ana ahau ki te whakakapi I aku korero, etahi o aua korero ranei, e pai ana
tena. This research project end the reasons for it have been explained to me and I have had my questions
answered by the researcher. I understand that I may wither a,vfrom this research (at any time)without having to
give my reasons

.Ingoa

~

Name.

E whakaae ana ahau ki te korero ki te kai-rangahau.
I agree to participate in this interview.
E whakaae ana ahau ki te korero I runga
I agree to speak on tape.

ripene.

Ahakoa pea ka puta mai etahi o oku kupu ki roto I nga tuhituhinga e pa

AE

KA.0

AE

KA.0

AE

KA.0

ana ki tenei kaupapa kaore te tangata e mohio noku aua kupu.
Although my words mcy be quoted in the writingj arising from this nztcrzr. project, my identity
will not be known.

Mehemea e hiahia ana te kai-mahi rangahau ki te whakauru I toku hgoa me

AE

KA.0

etahi o aku kupu ki roto I nga tuhituhinga, kua moiho ahau ka held mai ia ki
ahau ki te tiki I taku whakaaetanga ki tena
I understand that if the researcher wishes to qucte my name end wards ir. zzy writings arising
from this research, she will nnirn to me for my consent.

Hainatanga.
Signature.

TeWa.
Date.

Kai-mahi Rangahau

10

APPENDIX 8 THE HONGOEKA DECLARATION FOR
MAORI HEALTH RESEARCH
Eui Whakapiripiri, 31 January - ! February. 1996. Marae. Plimmerton
He Putorino ka tangi
He kupu whakairi ka puta ki te ao.
Korero am ra mo toku nana momhak;
Tenei te whakapiki koianei te whakokake
Tihei mauri ora.

IE-re the nuts that sounds
Words suspended taking a message to the world.
Speak to them of my mana motuhake
Tis on therise,tis onward morning

As Maori researchers in the area of Maori health we are committed to working for research which
contributes towards hapu, iwi, tangata whenua development. Tnis process means regarding Tino
Rangatiratanga and overcoming the negative impacts of colonisation. We acknowledge the Treaty of
Waitangi as the basis for partnership between Maori and the Crown and will work to incorporate the
values underpinning the Treaty in our work.
As a result of this hui, we declare than
•

we endorse the Mataatua Declaration on the Rights of Indigenous Peoples' over their cultural and
intellectual property;

•

we believe Maori health research should be determined and coordinated by Maori; working with
Maori, for Maori;

•

we support Maori determination for our standards of health and wellbeing;

•

we will work towards Maori control -over policies, priorities and funding decisions relevant to
Maori research;

•

as partners to the Treaty. Maori reserve therightrc use any approach to health research which will
benefit our people;

•

we will promote and develop kaupapa Maori methodology and methods;

•

we are committed to promoting te reo Maori and dkann Maori as appropriate for Maori health
research;

•

we believe that research encompasses the past, the present and the future;

•

we recognise that there are diverse Maori realities;

•

we are accountable to whanau, hapu and iwi;

•

we will monitor, critique, and discuss, including in hui and public forums, all research impacting
on Maori health; and,
.

•

we are committed to strengthening the community of Maori health researchers and urge all
relevant supporting organisations to urgently develop this workforce.

Appendix
NORTHERN REGIONAL GENETIC SERVICE

A.

Consent form for DNA analysis

(dob.

,) of.

(delete as appropriate)

The sample is for ;

diagnostic test
carrier test
presymptomanc/predispcsidon*
storage*
research

for the condition.
to be carried out at the Molecular Genetics Laboratory, Auckland Hospital/ another
laboratory (
)
Testing will/will not require sending the samnle overseas

I understand the DNA will be stored in the Molecular Genetics Laboratory, Auckland
Hospital (for up to 20 years) and only the above named test(s) will be carried out.
If any further tests are to undertaken, they will only be carried out if I am contacted
and give my consent.
I am able to obtain the sample or have it destroyed on request
I.

(dob.

consenu'co not consent for the results of my genetic tests for the condition

to be mace available to any of ifiy family member;/ the following named family
members

Appendix

If this information is given.
I wish to remain anonymous

Yes/No

I am willing to be named

Yes/No

Signed

Date

Witness

\

Date

[* in the event of my/the proband's death,
[dob

]of
.'

sample]

Vesica t5-3-01

'"is named as the guardian of the DNA

