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indigenous groups in New Zealand, Canada and Australia have criticized these guidelines
as being inadequate for research involving indigenous people and have developed guidelines
from their own cultural perspectives. Whilst traditional research ethics guidelines place a lot
of emphasis on informed consent, these indigenous guidelines put much greater emphasis
on interdependence and trust. This article argues that traditional guidelines are premised on
relationships of equal power, and that often the researcher has more power that is not fully
equalized by providing information. Where there is a relationship of unequal power, then
focusing on interdependence and trust is more likely to achieve ethical safety. We illustrate
this thesis by describing the detail of a research project looking at the use of interpreters,
where we video-recorded live consultations and then interviewed the patient, interpreter
and doctor. We conclude by suggesting that mainstream research ethics guidelines should
pay more attention to the development of a trustworthy relationship between subject and
researcher, and that, following the lead from clinical medicine, we should develop a culturally
competent ethical framework for research on human subjects.

Keywords
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guidelines, trust

Introduction

Research ethics guidelines were developed internationally, published by the
Council for International Organizations of Medical Sciences (CIOMS), with the
aim of avoiding the exploitation of research subjects by researchers, and intro-
duced a range of requirements including: that the methodology of the study has to
be able to answer the question asked, that informed consent be required from
research subjects, and that particular care should be taken with vulnerable popula-
tions (Council for International Organizations of Medical Sciences and World
Health Organisation, 2002). Several infamous episodes are frequently cited to jus-
tify the need for such guidelines. These include: Nazi experiments in concentra-
tion camps (United States Holocaust Memorial Museum, 2012); the Tuskegee
Syphilis experiment in the US (where African Americans were enrolled in a study
lasting 30 years looking at the natural course of syphilis, without being aware that
research was being done, and being denied effective treatment when it became
available) (Reverby, 2009); and US research exposing people to radiation (Faden
et al., 1996). However, the current international guidelines were written from a
mainstream social and cultural perspective and as a result have been widely criti-
cized as being inadequate for doing research involving indigenous minorities. This
has led to the development of alternative research guidelines for research involv-
ing indigenous peoples. Examples include Te Ara Tika: Guidelines for Mdori
research ethics in New Zealand (Hudson, 2010), Guidelines for ethical conduct in
Aboriginal and Torres Strait Islander health research in Australia (Australian
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National Health and Medical Research Council, 2003) and the Tri-Council Policy
Statement: Ethical conduct for research involving humans, Chapter 9: Research
involving the First Nations, Inuit and Métis Peoples of Canada in Canada
(Canadian Institutes of Health Research et al., 2010). These alternative guidelines
challenge the universalist assumptions built into the international guidelines: in
particular, all share a greater emphasis on the development of a trusting relation-
ship between researcher and subject.

The argument put forward in this article is that aspects of these indigenous ethi-
cal frameworks could usefully be incorporated into mainstream research in New
Zealand and elsewhere. Using examples from the New Zealand context, this arti-
cle will examine the premise that a trustworthy relationship between subject and
researcher is central to ethical research, and that the absence of a trustworthy rela-
tionship increases the likelihood of harm to the subject.

We first provide a brief overview of the New Zealand context, including the
research guidelines developed by Maori researchers for research involving Maori
subjects Te Ara Tika (Maori are the indigenous people of New Zealand with rec-
ognized rights under the Treaty of Waitangi, the founding document of the coun-
try, which constitutionally mandates a bicultural partnership approach to
governance). We then put forward a proposed theoretical framework for under-
standing and applying research ethics more generally, drawing on the concepts of
relationship and trust as outlined in Te Ara Tika. We illustrate this framework by
applying it to a case study of a research project on the use of interpreters in New
Zealand general practice consultations.

The New Zealand context

In New Zealand a major change in the management of research ethics resulted
from a research study at the National Women’s Hospital (Bunkle and Coney,
1987), where an experiment by Professor Green observed the progression of cervi-
cal cancer without treatment, and without the women’s knowledge or consent.
This led to a parliamentary inquiry (Cartwright, 1988) (The Cartwright Inquiry).
Paul succinctly summarized the way in which the findings of the inquiry affected
both healthcare and health research:

The revelations of the inquiry have damaged this trust and good faith not only in the National
Women's Hospital but also elsewhere in New Zealand ... The trust that existed has been shown
not only to have been misplaced but to have been dangerous to the women concerned.

Inevitably, new consent procedures will be recommended, especially for patients concerned in
research and teaching. In the past the principal safeguard for the patient has been the integrity
and good faith of the doctor. When that good faith is brought into question at the highest levels
in the hospital there must be recourse to other mechanisms to protect the patient. Patients will
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welcome more information and a greater chance to make informed decisions about their
treatments, but [ suspect that both doctors and patients will continue to worry about the lack of
trust. People who are ill need to be able to trust their medical advisers, but that trust is not
bestowed with a higher degree; if it has been abused, it will need to be earned again. (Paul,
1988: 538)

The report made recommendations for far-reaching changes to laws and regulations
around patient rights and research ethics. These included the establishment of a
National Ethics Advisory Committee (NEAC), which developed guidelines
(National Ethics Advisory Committee, 2012a; National Ethics Advisory Committee,
2012b) for research into human subjects, along with an operational standard on
how to use the guidelines (Ministry of Health New Zealand, 2006).

In addition, the bicultural (Maori and Non-Maori) (Hayward, 2013) approach to
governance in New Zealand developed progressively over the last 40 years and
now pervades and exerts influence on most aspects of life in New Zealand, includ-
ing research. The Health Research Council commissioned a group of Maori
researchers to provide guidance on research with Maori subjects: Te Ara Tika (lit-
erally the correct path) (Auckland University of Technology [no date]; Hudson,
2010).

Te Ara Tika bases its process around good relationships between researcher and
research participant, and particularly as the sensitivity of the research increases,
the development of trust. Rather than the researcher presenting a project for con-
sent (or no consent) there is an expectation (particularly for projects with high
significance for Maori) that there is a substantial dialogue. Te Ara Tika describes
an ideal of Maori taking a governance role, being involved in planning and devel-
opment and the dissemination of results within the project, all with a view to
ensuring that tangible outcomes are realized for Maori communities (Hudson,
2010: 7). All of the main principles covered in the CIOMS guidelines are addressed
in Te Ara Tika, but with different emphasis. Informed consent is less central if the
research participants have been intimately involved with choosing and developing
the research project. Reciprocity is a principle not mentioned explicitly in the
CIOMS guidelines (although partly covered by justice). This principle highlights
that the benefits to researchers need to be balanced by benefits to the research
subjects (Hudson, 2010: 17-18).

Relationship and power

The researcher—research-participant relationship is nearly always one of unequal
power — power of knowledge, the power to act and the power to allocate resources
—which is why there is a focus in research ethics guidelines on protecting vulner-
able people. Six of the 21 CIOMS guidelines (Council for International
Organizations of Medical Sciences and World Health Organisation, 2002: 49—74)
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address issues around vulnerable persons/populations. However, vulnerability
does not exist in a vacuum. We would argue that it is the product of a relationship
of unequal power where the more powerful participant has the power to exploit
the less powerful. The main power that the participant has is to refuse consent. In
the absence of fully understanding the research proposal, or feeling unable to
refuse to participate, or not having control over what happens to the research
findings, patients make decisions based on whether they trust the researcher.
Faden studied 1900 research subjects to find out how they decided to participate
and commented:

Many participants expressed that their decision to participate had been made before they had
been given the consent form to sign. They knew they wanted to participate, they trusted that it
was right and the details described in the form were not particularly relevant. (Faden, 1995: no
page numbers)

The moral philosopher Annette Baier described trust: ‘trust is appropriately placed
in those who for whatever motives, welcome the equalisation of power, who assist
the less powerful and renounce eminence of power’ (Baier, 1995: 180). This defi-
nition is usefully applied to research ethics where a trustworthy researcher can
renounce the eminence of power by providing information (knowledge), by seek-
ing informed consent (for actions) and engaging in collaboration with research
participants, seeking participants’ input on what is researched, how it is researched
and how the findings are disseminated (resource allocation).

Baier noted that much of Western philosophy is built around a presumption of
equality of power, exemplified by the emphasis on autonomy. She points out that
this philosophy has limited value when applied to relationships of unequal power,
for example the dependent wife, who in the era of the great philosophers had little
autonomy. She argues that if power is equal, then contractualism works well and
an emphasis on choice, autonomy and independence is entirely appropriate. She
then argues that this does not work well for relationships of unequal power, which
are better understood by looking at issues of trust and the nature of the interde-
pendence. Research guidelines that focus on informed consent aim to equalize
power by the provision of information and consent, but fail to address the possibil-
ity that the power imbalance in the relationship cannot be equalized, in which case
attention needs to be paid to processes that enhance trust and interrelatedness.

Understanding trust

Paul’s commentary on the Cartwright Inquiry also focuses on the importance of
trust. In this case the women misplaced their trust in Professor Green, and trust
needed to be rebuilt following the findings of the Inquiry. So what do we mean by
trust?
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Rousseau defined trust as:

a psychological state comprising the intention to accept vulnerability based upon positive
expectations of the intentions or behaviour of another. Trust is not a behaviour (e.g., cooperation),
or a choice (e.g., taking a risk), but an underlying psychological condition that can cause or
result from such actions. (Rousseau et al., 1998: 395)

Lewis and Weigert (1985) divided trust into three elements: cognitive, emotional
and behavioural, although they noted that in practice all three are inevitably inter-
linked. Cognitive trust is trust gained from knowledge, and is at the heart of the
concept of informed consent. Informed consent as a process, however, is founded
on emotional trust; do you trust this person to be telling you the truth? Emotional
trust depends on a relationship. Trusting a complete stranger entails risk. For exam-
ple, New Zealand is exceptional: it is the second least corrupt country in the world
after Denmark (Transparency International, 2014). We are likely to place signifi-
cant trust on the veracity of some facts, relying just on cognitive trust (‘New
Zealanders are trustworthy’). Thus it is likely to be seen as much safer to send
money to a New Zealand web-based business, even if we have no existing relation-
ship with that business, than to a web-based business based in the most corrupt
country. Similarly, if a person purports to have a medical degree and to work for a
reputable university in New Zealand, we can safely assume that this is highly likely
to be true, and will thus be more willing to trust them to do research involving us.

In most circumstances we rely on both cognitive and emotional trust. Behavioural
trust comes with experience: thus, the more times something is successfully purchased
from a particular web-based business, the more likely they can be trusted. In addition,
Rousseau added the concept of institution-based trust (Rousseau et al., 1998), which
Paul alludes to when she talks of ‘Trust in National Women’s hospital’. Trust in an
institution (a hospital or a profession) can also be divided into cognitive, emotional or
behavioural. It is not uncommon for some minority cultural groups to lack trust in the
hospital because of past experience of family members having died in hospital.
Hospitals function on the premise that patients trust the institution. Care is provided by
so many different individuals that it would be very difficult for a patient to develop an
emotionally trusting relationship with all the individuals they encounter.

The NZMA Code of Ethics (New Zealand Medical Association, 2014: 2) assumes
that people trust doctors: ‘In return for the trust patients and the community place
in doctors, ethical codes are produced to guide the profession and protect patients.’
Consequently there is no focus on how trust might be developed or maintained.

Cultural differences with trust

How we reach a decision to trust another person varies a great deal between indi-
viduals and between cultural groups. Some would build their trust around their
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religious faith and find it easy to trust a person who shared their faith and much
harder to trust a person from another religious tradition. Others are rationalists; they
make their decision predominantly on the information available. Another important
distinction is the difference between more individualistic societies, as defined by
Hofstede (Hofstede et al., 2010), and more collectivist societies such as, for exam-
ple, New Zealand Maori. This is nicely illustrated by Maori tradition.

Maori have deeply held traditions around how ‘hui’ (meetings) should be con-
ducted. Whilst this is most clearly expressed on the ‘marae’ (Maori traditional
meeting house and grounds), for Maori the way of living implicit in these tradi-
tions flows over into all walks of life. In his book looking at the dynamics of Maori
health, Durie devoted a full chapter based around these traditions to try to eluci-
date Maori psychology:

Seldom however is there full appreciation of the potential of marae encounters for shaping
thinking and behaviour and providing guidelines for codes of living.

The Marae atea (courtyard) is used as a stage for clarifying the terms under which parties agree
to come together. Formal debate (whaikorero) a hallmark of encounters on the marae atea is
essentially about the negotiation of relationships. (Durie, 2001: 70)

Lacey et al. (2011) have responded to Durie’s view that marae encounters can
provide guidelines for codes of living by developing the ‘Hui Process’ as a frame-
work for clinical encounters with Maori patients. One of the four elements of this
process following the initial greeting is ‘Whakawhanaungatanga’ (‘noun: process
of establishing relationships, relating well to others’) (Auckland University of
Technology [no date]). Literally, it is the process of becoming family. The detail
that Lacey et al. (2011) provide makes it clear that this maps very closely to estab-
lishing emotional trust. Only after this has been achieved can you proceed to
‘Kaupapa’ (the business of the encounter). This focus on relationship has also been
applied to research ethics in the Maori Research Guidelines Te Ara Tika (Hudson,
2010), indigenous research in Canada (Canadian Institutes of Health Research
et al., 2010: 105), and research on Aboriginal and Torres Strait Islanders in
Australia (Australian National Health and Medical Research Council, 2003).

Trust and research ethics guidelines

Despite Paul’s observations on the importance of trust, the NEAC guidelines
(National Ethics Advisory Committee, 2012a, 2012b) that came out of the Inquiry’s
findings make no explicit mention of a trusting relationship, although it is implicit
in concepts like integrity.

As a generalization, the NEAC process is one of ensuring that the research pro-
posal has been developed properly, considering important ethical principles such
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as informed consent and privacy of information. A lot of weight is put upon the
research participant being able to make autonomous decisions. Relationship
between the researcher and research participant is discouraged for fear of conflict
of interest, and there is little discussion of how trust might be established.

The NEAC guidelines do include special clauses that relate to working with
Maori that are clearly developed from Te Ara Tika:

@.7) ...

e partnership: working together with iwi, hapii, whanau and Maori communities to ensure
Maori individual and collective rights are respected and protected in order to achieve health
gain

e participation: involving Maori in the design, governance, management, implementation and
analysis of research, particularly research involving Maori

e protection: actively protecting Maori individual and collective rights, and Maori data,
cultural concepts, norms, practices and language in the research process.

4.8 There should be due recognition of Maori as the tangata whenua and indigenous people of
Aotearoa New Zealand.

4.9 Any potential cultural and ethical issues pertaining to Maori must be addressed through
appropriate engagement with Maori, which may include discussions with appropriate
representatives of specific whanau, hapti and iwi as determined by the scope and method of the
study.

4.10 Comprehensive, high-quality Maori health research and information can inform both the
Government and iwi on the matter of health priorities, and can assist whanau, hapii and iwi to
be involved in meeting these priorities. (National Ethics Advisory Committee, 2012a: 9)

These standards applying to Maori have been developed because of the commit-
ment to biculturalism.

The NEAC guidelines are heavily reliant on cognitive trust: informed consent
and good processes. They almost completely ignore emotional trust and discour-
age relationship for fear of conflict of interest. They provide no expectation (except
for Maori) that the research participant will have any power over decisions about
what research is conducted, how the research is conducted or how the results will
be disseminated.

By contrast, Te Ara Tika is explicitly based on the establishment of trusting
relationships with rights and obligations. As already noted, there is an expectation,
particularly for more sensitive research, that the research participants will be
involved in the design of research and dissemination of results. Issues pertaining
to cognitive trust are all covered but with less emphasis. This illustrates an ethical
framework for research that is culturally appropriate for Maori. However, we



Gray et al. 31

would argue that many of the same features are equally applicable to and of value
for research with other groups, especially those typically framed as vulnerable
populations.

We will now consider how this framework might apply to a particular research
project involving such a population.

Case study of research on a ‘vulnerable population’

Observing communication in interpreted health encounters:
Processes and perceptions

Our study team (drawn from the Applied Research on Communication in Health
Group') brought two strands of work together in this project. The first strand was
from multiple studies over the preceding 10 years based on studying the interac-
tion in video-recorded medical consultations to understand how communication in
the consultation works as it unfolds turn by turn (Dew et al., 2008; Dowell et al.,
2007; Gardner et al., 2011; Stubbe et al., 2016). Ethical issues with this approach
have been worked through and ethical approval has been given for the studies
using this methodology. The second strand was looking at the care of patients with
limited English proficiency (LEP) and the use of interpreters, both professional
and ad hoc (Gray et al., 2011a, 2011b, 2012). We wanted to find out what works
and why in an interpreted consultation. Owing to a lack of language concordance,
LEP patients would be seen as vulnerable participants in a research project, and
this increased the potential ethical problems. There are significant gaps in existing
knowledge in the area of healthcare interpreting. Most previous research has
focused on the perception of clinicians, patients and/or interpreters about inter-
preted communication using questionnaires, focus groups and/or interviews, and
so is theoretically rather than empirically based. There is limited empirical evi-
dence on (a) exactly how interpreted consultations are actually carried out (with
both trained and untrained interpreters), and (b) the effectiveness of the various
options for interpreting from the point of view of all participants (i.e. patient, clini-
cian and interpreter). Even where actual interactions have been studied, existing
research often only investigates one or two participant perspectives or only one
category of interpreter (Gray et al., 2012).

The study looked at actual consultations between patients and GPs when inter-
preters were used. We made video recordings of the consultations and interviewed
the patient, the doctor and the interpreter afterwards to ask them about the consul-
tation. We wanted to include consultations that used trained interpreters as well as
those where family or friends were used as interpreters.

The aim was to see how these consultations were conducted and to find out
what made them satisfactory or challenging for each of the participants. By com-
paring what was actually said in the consultation with comments from the doctors,
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interpreters and patients, we aimed to provide information that will help make
these kinds of consultations more effective.

Who was involved

Primary health care services (health services)

The majority of patients were recruited via the doctors at the participating health
services. These services all had policies to ensure the use of interpreters when
needed, and were not-for-profit services with patient involvement in governance.
They provided regular general practice services.

University Primary Health Care and General Practice Department
(researchers)

The study was being run from the University Primary Health Care and General
Practice (PHCGP) Department, which is across the road from the practices.

Interpreting services (interpreters)

Face-to-face and telephone interpreting services were used. The face-to-face ser-
vice is a local not-for-profit organization that employs interpreters from the local
communities, many of whom are leaders in their communities. The telephone ser-
vice (Language Line) is a government-run service that provides on-demand tele-
phone interpreting services to government agencies and health providers. Many
patients will have used Language Line when visiting other agencies such as for
income replacement benefits, or at the hospital. One interpreter in the study was
employed by one of the health services. Other interpreters in the study were a
bilingual nurse and six family members.

Patients

Patients in the study were all adults who had arranged their appointments in
advance and were known to the doctor. Children and people arriving at the medi-
cal centre for urgent or unplanned appointments were excluded. Eight different
languages are represented in the study.

Conducting the study ethically

The NEAC guidelines provided little guidance in addressing the many potential
ethical problems we identified in carrying out this study. They do not even address
the use of interpreters if the research participant is not fluent in English. Gaining
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informed consent was a complicated issue. The first problem was that all three
participants in the study needed to give separate informed consent. One of the
participants (the patient) would not speak fluent English, and another (the inter-
preter) may speak English as a second language. Secondly, there were potential
ethical problems of coercion if either the doctor (through the interpreter who was
also involved as a participant) or the interpreter themselves carried out the patient
recruitment. Our experience is that video recording is necessary for research on
communication, to ensure identification of the person speaking and to pick up on
all the other communication that occurs outside of speech. However, video record-
ing is more intrusive than audio recordings, being more identifiable. For the inter-
preter (especially if the interpreter is a professional) and the doctor, there is the
potential reputational risk of having their practice recorded, depending on who has
access to the recordings. For patients who come from refugee backgrounds, there
may have been significant risk of persecution in their home country and so signifi-
cant wariness about speaking out in any way. Because of this, some patients can
be particularly sensitive to being filmed. In addition, these are medical consulta-
tions with the possibility of personal and sensitive issues being discussed.

The participants potentially most open to exploitation by the researchers in this
study were the patients. If we had relied on autonomous informed consent as the
main mechanism for creating ethical safety, we might have distributed information
about the study to potential participants who were going to be seeing their doctor
soon, looking for volunteers. We would then hope that if a patient volunteered that
the interpreter and the doctor would also participate. We did not try this strategy as
we believed that it would not have worked. It would also have involved translating
information into many different languages, and we had no knowledge in any case
of how literate the patients might be in their own languages and thus whether they
could read any notice we provided. Importantly for this particular project, no
amount of information could adequately assure participants that we would keep
the video recordings safely and use the information respectfully. That requires
emotional trust and relationship — a conclusion also reached from a review of the
literature on video recording as a research methodology by Wiles:

Literature on the management of these issues in visual research ... note the importance of
developing relationships of mutual trust with study participants. (Wiles et al., 2012: 2)

The process we used was as follows. We first gained consent from the doctors.
They then initially contacted the patients, who were known to them, through the
interpreter if needed, to see if in principle they would be interested in participating
in the study. If so, the interpreter was contacted and invited to participate. Just
prior to the consultation a researcher met with the patient, and with the help of the
interpreter explained the detail of the project. If they were happy with this, the
patient signed the consent form and recording of the consultation proceeded. This
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was followed by an interview with all parties, using a different interpreter to inter-
view the patient.

Where the patient brought a family member to interpret or as a support person,
consent for both the patient and the family member/lay interpreter was gained just
prior to the consultation. Our ethics committee granted ethical approval.

Achieving ethical safety

This study had no indigenous Maori participants, but the traditional processes of
ensuring ethical safety, like relying on informed consent, were unhelpful in much
the same way as described for Maori in Te Ara Tika. We felt there were several
important elements described in Te Ara Tika that enhanced the ethical safety of our
study: a shared research goal, participation in research design, and focusing on
relationships and thinking about how trust was established, developed and main-
tained at both an institutional and individual level.

Shared goal of research

The project was developed from University of Otago, Wellington. One of the study
team (BG) had come to understand the issues around interpreting by working with
LEP patients and their interpreters and with medical students, who are often asked
to act as informal interpreters (Yang and Gray, 2008). Other members of the team
had worked over many years in the field of English as a second language preparing
migrants and refugees for study and work placements and in the training of inter-
preters and health professionals (MS, JH), and as clinicians in general practice and
community settings (TD, LM). The ARCH Group as a whole has an extensive
background in researching communication in a wide variety of health settings.
Our initial consultation with potential stakeholders (clinicians, interpreters and
community representatives) showed that understanding how well interpreted con-
sultations worked was a shared goal, and our feedback after completion of the
study about the effectiveness of the various interpreting options was of real practi-
cal relevance (as well as being of interest to other researchers and educators). The
excerpt below from a post-consultation interview highlights the fact that patients
also explicitly valued the research (PT = patient; RS = researcher):

PT: okay no I don’t —it's just that I I'm I'm I'm happy that — I'm sure that this is
going to be useful.
I mean you can see my my my the child is on my lap but I'm tired and when
you put me through this if you don't know or if you wouldn't know that it's
very useful.
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RS: no thank you thank you very much um we really appreciate your time and
our purpose is to um share the findings.
We are recording about twenty consultations with people in er like yourself
in [city] who use an interpreter and we will share the results with interpret-
ers and doctors to help them to do a a better job and to give people the kind
of service that they would like to have.

PT: okay I I’'m very happy and I I I would always love to be of service just like
... they are just like they are helping me I would love to help too.

Shared research design

We discussed the design of the study with the doctors and interpreters as we
developed it. As a result one element of design was significantly improved. For
adequate analysis of the consultations it is necessary to have a transcript of the
consultation. This is easily done if the consultation is in English, usually by
members of the research team or by professional transcribers. We had no one in
the team who could transcribe the foreign languages in the recordings. In one
previous interaction study where we had recorded an interpreted consultation,
this transcription was done by another interpreter. For this study where the focus
was explicitly on communication in interpreted consultations, we were con-
cerned about possible reputational issues, as the interpreter community is not
large and asking a second interpreter to ‘reinterpret’ the consultation created a
risk that they might view the original interpreting as being inadequate. We dis-
cussed this issue with the trainer at the interpreting service, who pointed out a
fact that was not apparent to the researchers: that the interpreting community
(who deal with the spoken word) are a different community from the translating
community (who deal with the written word). The skill sets are different, with
interpreters needing to be able to remember chunks of conversation in real time
and interpret them on the spot, whereas translators have as much time as they
need to work on a piece to ensure accuracy, usually though not exclusively based
on a written text of some kind. Interpreters have a high need for interpersonal
skills in two languages, whereas translators often work in isolation. In general
you would expect the accuracy of translated language to be greater than the
accuracy of interpreted speech. As a result of this discussion we amended the
research design to send a de-identified audio file of the consultation to a transla-
tor and asked them to translate the foreign language part of the tape. Interpreting
New Zealand believed that this virtually removed the reputational risk for the
interpreters. Unfortunately, for some languages we could not find a suitable
translator and we used independent interpreters, but only after significant con-
sultation and discussion to try to minimize the reputational risk of those con-
ducting the consultation.
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Interrelationships enhancing trust

All the participants in this research project have existing relationships of trust: the
patients with the doctors and the interpreters; the doctors with their patients and
the interpreters; and the researchers with the doctors and interpreters.

The health services in this study have close relationships with the interpreting
services because they have a high number of LEP patients and frequently employ
interpreters. The interpreting services and the researchers have developed a mutu-
ally supportive relationship, with both services being interested in research on the
use of interpreters. The staff at the health services have a close relationship with
the researchers as many of them work part-time in the PHCGP department. The
institutions also have a long history of collaboration on several research projects,
training of students both undergraduate and postgraduate, and many shared goals
around the provision of good care to underserved populations.

The patients all had an existing relationship with the doctor, and often with the
interpreter. Most of the patients would not have had a relationship with the
University, but because of proximity and the fact that students were trained in the
practice they may have been aware of it. As a generalization, the idea of a univer-
sity is understood by many people as being a place of higher learning and thus
having more institutional trust than, for example, if the study had been proposed
by an unknown interpreting company. Some patients may have known that their
doctor also worked at the University.

There was likely to have been significant trust between patient and doctor — a
combination of cognitive, emotional and behavioural. In order to maintain a good
therapeutic relationship in the future, the doctor had an incentive not to coerce the
patient for fear that they would regret the choice at a later time and that this would
reduce their trust in the doctor. In addition, BG worked at one of the services and
had a pre-existing professional relationship with all the doctors and with several of
the interpreters.

At a formal level, the process of getting informed consent for this study could
be framed as the process of attaining sufficient trust to proceed. The ethics approval
process provided the collegial oversight to decide whether we as a research team
had devised a trustworthy project. Information sheets and consent forms were tai-
lored to each type of participant and explained respectfully by trained researchers.
By being introduced to the patient by a trusted person the researcher had a base of
trust to work from, but they still needed to work on enhancing emotional trust by
observing cultural norms of greeting, paying attention to body language and eye
contact where appropriate, and establishing an open and warm manner. This is not
sufficient, though, and attention also had to be paid to cognitive trust: ensuring that
the participants understood the project and were happy with the safeguards we
provided to ensure confidentiality of their information. One of the investigators
observed that sometimes asking people to sign the form created a slight feeling of
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distrust in people who typically rely on oral communication. A lot of emphasis is
placed by the formal ethics process on having signed informed consent, but the
benefit of the form being signed is in fact almost all with the researcher. In the
event of there being any dispute about whether the research was properly con-
ducted the fact of the signature would carry significant weight.

With one patient we were able to demonstrate that she had a good understanding
of the study and her choices within it, because she felt able to request that the cam-
era be turned off for part of the consultation to allow her to talk about a sensitive
matter that she did not want recorded. When that was dealt with, the camera was
turned back on again. Another example of the trust-based nature of the process
was with a patient who at first refused because of a previous bad experience with
a video of herself being distributed without her consent or knowledge. This was
worked through by bringing in the nurse (who was known, trusted and of the same
ethnicity) to assist in the consent process and explain the project in more detail. A
compromise solution was reached.

Accountability and conflict of interest

As is the case for most studies, our information sheets for participants provided
contact details for all the researchers in case there were any questions, and also for
the Health and Disability Advocacy Service if participants had any concerns they
could not bring to the researchers. However, it seems likely that the pattern of
complaints about researchers is not dissimilar to the pattern of complaints about
health services. Bismark (Bismark et al., 2006) documented in her New Zealand
study that among serious preventable adverse events only 4 per cent (2/48) resulted
in complaints to the Health and Disability Commissioner. Reliance on complaints
is thus not an effective way of identifying clinicians who are involved in serious
preventable adverse events, and it is similarly likely that reliance on complaints is
not an effective way of identifying researchers who are involved in harmful
research.

To sum up, as noted above all the participants in this research project had exist-
ing relationships of trust. If that trust was undermined at all, it could have signifi-
cant impacts: patients may no longer be willing to see the doctor or use a particular
interpreter; and the researchers may not be welcome to do any further research
projects at the practice or within the patients’ communities. The nature of this pro-
ject was such that there was significant potential for exploitation of the non-Eng-
lish-speaking patients. The best safeguard against such exploitation was by
developing transparent trusting relationships with all those involved, and for it to
be seen as a shared project to meet the needs of all participants. It is these relation-
ships that diminish the likelihood of the researchers abusing that trust by behaving
in a way that is unacceptable to the participants. By these means there is a
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significantly greater level of accountability to the participants than merely provid-
ing access to Health and Disability advocates.

Discussion

New Zealand’s NEAC guidelines are based on a premise that the research partici-
pant is autonomous, with little relationship with the researcher, and that risks of
exploitation will be adequately managed by the use of informed consent. This
works well for those people from the dominant culture who know and trust the
institutions involved (the ethics committee process and the university employing
the researcher). It fails to address the needs of people who have a greater reliance
on emotional trust, which can only be established by sufficiently knowing the
researcher. By contrast, Te Ara Tika, whilst including all the elements of cognitive
trust, places the focus on trusting relationships between researcher and participant,
and pays attention to reciprocity of outcomes. This case study of research into inter-
preted consultations illustrates how focusing explicitly on trusting relationships, in
addition to the conventional attention to informed consent, provides a superior pro-
cess for establishing and conducting the research, and offers some prospect of ethi-
cal safety to a population who could be vulnerable to exploitation by researchers.

Greater reliance on cognitive trust is a characteristic of the dominant European
New Zealand community, and this is reflected in the existing NEAC guidelines. That
said, there is some acknowledgement in the dominant discourse that emotional trust
is important, for example in Paul's comments on how this was missing in the
Cartwright Enquiry into Professor Green, and in Faden's finding in the USA that, in
practice, emotional trust is often used in place of informed consent. It is our view
that even the conventional processes rely at least implicitly on emotional trust.
Researchers know full well that they need to pay attention to gaining a participant’s
trust whenever they invite someone to participate in a study, and all have had the
experience of participants declining to read information sheets having decided they
wish to proceed without the information. Maori researchers have provided an exam-
ple via Te Ara Tika of how guidelines could be applied that better meet the needs of
their community. They argue that the mainstream documents are culture-bound to
the dominant culture, and thus not able to deliver culturally competent research.

Although this study was done in New Zealand and the discussion has focused
on New Zealand research ethics guidelines, we believe that our findings have
relevance further afield. New Zealand is very much part of the western ethics
community, with a similar structure of guidelines and review boards to other
western countries. The similarity between the Maori research ethics document
and comparable documents from Canada and Australia suggests that this differ-
ence in approach may be common to research participants from other non-domi-
nant cultural groups.
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We have applied the approach outlined by Maori researchers to a non-Maori
setting and found it to be a useful framework. Focusing on relationships with all
parties was an effective strategy for developing and carrying out a research project
on an ethnically diverse population. We suggest that it is time for research ethics
guidelines to be looked at through cultural competence lenses tailored to local
contexts. The comparison between indigenous guidelines and mainstream guide-
lines illustrates the way in which mainstream guidelines are significantly culture-
bound to the dominant culture (although often referencing the needs of minority
groups). New Zealand mainstream research guidelines include an expectation that
Maori be involved in the design, governance, management, implementation and
analysis of research, with the goal of protecting their rights and providing compre-
hensive high-quality information that can inform on health priorities. However, as
Tolich and Smith (2015) note, merely including statements in guidelines does not
necessarily lead to significant change. We suggest other communities might like to
explore and share their own research ethics paradigms, and there may be other
issues in addition to trust and reciprocity that might enhance research guidelines.

It is our contention that mainstream research ethics guidelines should pay more
attention to the development of a trustworthy relationship between subject and
researcher and give the concept of reciprocity more prominence. In the same way
that clinical medicine has acknowledged that clinical care is significantly affected
by culture and acknowledged the importance of culturally competent clinical care
(Cross et al., 1989; Reitmanova, 2011; Taylor, 2003), it is timely to develop a cul-
turally competent ethical framework for research on human subjects.

Notes

1. Applied Research on Communication in Health Group http://www.otago.ac.nz/wellington/
research/arch/ (accessed 12 May 2016).
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