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ABSTRACT

This paper introduces a 48-page guide for conducting qualitative interviews with Native
Hawaiian elders. The guide was developed based on work with and for Native Hawaiian elders
through a partnership between ALU LIKE, Inc., a community-based service provider, and Ha
Kiupuna National Resource Center for Native Hawaiian Elders at the University of Hawai‘i at
Manoa. Components of the guide include a brief history of research harms experienced by
Native Hawaiians, a summary of advancements in Hawaiian-led research, tips for researcher
self-reflection as required by community-based research, and recommendations for successfully
engaging community, developing research questions, gathering and analyzing data, and reporting
findings in ways meaningful to community members. Although experiences of colonization and
discrimination are unique to each group, this protocol has application for qualitative research

with other Indigenous and minority communities.

KEYWORDS: Native Hawaiian, Elder, Qualitative Research, Protocol, Health Services,

Indigenous
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Introduction

This paper introduces the Qualitative Research with Kiipuna (Native Hawaiian elders): A
Guide to Respectful, Collaborative Interviewing.! We discuss the need for this protocol and
provide summaries and examples of some of the guide’s sections.

Need for the Guide

Historically, research in Indigenous communities was based on Eurocentric frameworks
and methods that ignored Indigenous worldviews, cultural norms, and environments.? Because
Indigenous Peoples did not measure up to European standards, they were considered less human
and therefore subject to unequal and unethical treatment.® These attitudes were used to justify
dominion over Indigenous lands? and establish policies that continue to disadvantage Indigenous
Peoples.* For these reasons, Maori scholar Linda Tuhiwai Smith® wrote: “The word itself,
‘research,’ is probably one of the dirtiest words in the Indigenous world’s vocabulary.”

An early example of unethical research in Hawai‘i centered around Hansen’s disease,
which afflicted many Native Hawaiians. These individuals and accompanying family members
were exiled to Kalaupapa, an isolated, inaccessible peninsula on the island of Moloka‘i.
Researchers ran human experiments by transplanting leprous skin onto healthy individuals to
determine mode of transmission and sterilizing patients without consent.®

Even when not blatantly unethical, research in Indigenous communities is often
extractive, with researchers entering a community to collect data, but failing to return to share
back findings and provide benefits. Researchers sometimes disseminate racist findings that cause
community harm.”-® Common complaints heard in Hawaiian communities in the last century
included “we’re good enough to study, but not good enough to cure” and “we make you famous,

but we don’t benefit.”® As more Native Hawaiians have gained Western-research skills, they are
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demanding that Western research integrate community-engagement principles and operationalize
culturally based frameworks. '%11:1%:13

Interviewing protocols exist, but they either discuss qualitative research generally or
focus on other populations, including caregivers,'* providers,'> and people with mental health
disorders.!¢ Although Native Hawaiian frameworks, methodologies, and tips have been
documented, a “how-to” guide useful to both students and faculty did not exist. This 48-page
guide was developed to promote respectful and collaborative interviewing with Native Hawaiian
elders.

Tool Development

This guide was developed by Ha Kiipuna National Resource Center for Native Hawaiian
Elders at the University of Hawai‘i and the elder-focused Kumu Kahi program at ALU LIKE,
Inc. A Hawaiian-serving non-profit, ALU LIKE coordinates 14 sites across five islands to
provide meals, education, social engagement, and caregiver support. Organizational missions are
aligned, as Ha Kuipuna’s aims to create knowledge to improve Native Hawaiian elder health, and
Kumu Kahi aims to enrich the lives of Native Hawaiian elders by preserving and restoring health
and promoting lifelong learning, self-respect, and cultural identity.

Although gerontologists at the University of Hawai‘i and ALU LIKE have worked
together since the 1990s (Figure 1), the two organizations established their formal research
partnership in 2006. This partnership was structured to advance both organizational missions and
to conduct research that was non-extractive and beneficial to research participants.

Appropriately, as community-engaged research, ALU LIKE staff are co-authors of dissemination

products.!’
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Figure 1: Descriptive Timeline of Ha Kiipuna and ALU LIKE, Inc.’s Collaborative

Partnership

Older Americans Act
Amendments added Title
VI, funding programs
providing nutrition and
supportive services to
American Indians, Alaska
Matives and Native
Hawaiians.

1978

Ha Khpuna was established in 2006 as a

ALU LIKE, Inc. began
working on projects with
Dr. Larry Koseki at the
University of Hawai'i (UH)
Center on Aging. Dr.
Kathryn Braun assumed
leadership of the UH
Center on Aging in 1995.

1992

National Resource Center funded by the US
Administration on Aging (AoA). As Co-
Investigator, Dr. Braun helped ALU LIKE,
and other eldercare providers to adapt,
implement, and evaluate evidence-based
healthy aging programs. Manuscripts and
presentations were co-authored by ALU
LIKE and other partners.

2006-Present
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1975-1976

ALU LIKE, Inc. was
incorporated,
granted tax-exempt
status, and received
$125,000 from the
US Administration
for Native Americans
to begin offering
services to Native
Hawaiians.

1989-1990

ALU LIKE, Inc. first
applied in August 1989
for Title VI funding and

were funded in 1990.

1995-2000

Leslie Tanoue (current
ALU LIKE, Inc. Kumu Kahi:
Elderly Services Director)

and Liz Meahl (former

director) were public health
students under Dr. Braun

(current Director of Ha
Klpuna).

2020-2025

Ha Kapuna and ALU LIKE, Inc.,
headed respectively by Dr. Braun and
Leslie Tanoue, co-created a 5-year
research study to understand Native
Hawaiian elders’ experiences with
healthcare and understand sources of
strengths and resilience. HA Klpuna
and ALU LIKE, Inc. co-authored
manuscripts and the qualitative
protocol guide.
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The impetus for developing the guide came in 2020 when we co-created a 5-year
interviewing project to understand the values kiipuna wanted to pass to future generations, their
healthcare experiences, and their advice to healthcare providers. Planning required negotiation of
design issues and paying close attention to ALU LIKE’s experience with program participants.

Following the Participatory Action Research (PAR) model'®!” (Figure 2), this protocol
was created through a cyclical and reformative process in collaboration with the community
partner. Thus, development of the protocol began prior to the start of the study, as we
strengthened our community partnership and co-designed the study, and it continued as we
recruited and interviewed participants, and analyzed and disseminated findings. As interviews
progressed, researchers noted which methods were successful and which needed improvements.
Refinements were discussed and approved by the full team before incorporation. At the end of
the third year of the project (2023), researchers and the community partner were able to reflect
on the entirety of the project, discuss important components and recommendations, and finalize

the protocol guide.
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Figure 2: Participatory Action Research Spiral'®!’
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The Protocol

Section I of the protocol presents its purpose and a brief history of Native Hawaiian
people and their experiences with unethical research. This is followed by positive examples of
Native Hawaiian-led research and research frameworks.

Section II presents tips for developing a strong foundation for research projects, such as
articulating researchers’ positionalities and building relationships with the community prior to
conducting research. Other subsections explore potential research roles for community members
and provide tips on working together to develop research questions and proposals, create consent
forms and data-sharing agreements, conduct respectful interviews, disseminate findings, and
thank participants.

Selected Tips

Researcher Self-Knowledge and Reflection. When conducting community-based

research, each partner should reflect on their individual and group motives and discuss how
privilege and positionality may affect biases, intentions, interpretations, and power within a
research project.?’ Without practicing reflexivity, researchers may unintentionally harm
communities by reifying inaccurate stereotypes, stigmas, and power imbalances.

Our research team, which included four Native Hawaiians, one Asian, and two
Caucasians, participated in reflection activities throughout the project. All members were
challenged to reflect on their social indicators, job titles, privileges, motives, insider-outsider
traits, and how their positionalities and power may affect their interactions. Examples of the
questions researchers asked themselves and each other included: “Who is my “community?,”
“What privileges do I hold?,” “How does my positionality and power affect how I interact with

community members?,” and “What steps do I need to take to ensure that the space I hold in this
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community does not lead to harm?”” Through these discussions, we decided that Native Hawaiian
team members should conduct the interviews, as they could identify and build upon genealogical
and cultural connections with participants.

Building Relationships and Entering the Community. The guide summarizes tips on

building and maintaining community relationships. This includes asking about and following
established cultural or research protocols and offering to provide training on research and other
requested topics. Established friendships between partners and a shared desire to answer specific
research questions help facilitate trust and prioritize benefits. For this project, the two entities
worked together to conceptualize the study, refining the project design to benefit kiipuna and
avoid overtaxing ALU LIKE staff. Staff buy-in was essential, as researchers relied on them to
vouch for the researchers and the project, identify elders willing and able to participate, explain
the project, obtain consent, and schedule and facilitate interviews.

Designing the Research. Ha Kiipuna and ALU LIKE believed that individual

interviewing, as opposed to focus groups, would be the best approach to data collection. Initially,
Ha Kipuna staff envisioned a 1-hour interview focused on healthcare experiences. However,
ALU LIKE staff advocated for three 1-hour interviews with each elder to build trust and increase
opportunities for elders to socialize during COVID-19. The first interview centered around
sharing personal history and establishing rapport. The second interview focused on the elders’
strengths, resiliencies, and values they would like to pass to future generations. The third
interview explored elders’ experiences with allopathic healthcare and Hawaiian health practices.
Due to COVID-19, interviews were conducted via Zoom, which also provided elders with
opportunity to increase their online communication technology skills. With the extra time

afforded by multiple interactions, interviewers were often able to establish familial and social
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connections with participants, and elders seemed more at ease and willing to share more deeply
as the interviews progressed. However, adjusting the project to include three interviews required
additional time and hiring a third graduate assistant to support transcript cleaning and coding.

Consent Forms and Institutional Review Boards. University researchers must apply for

approval for human studies research through their Institutional Review Board. Community
partners that help with interviewing and interpretation should be added as key personnel and
assisted in securing required ethics certifications. Many universities provide sample consent
forms that prompt for an explanation of the research purpose, data collection methods, benefits
and foreseeable risks, compensation, confidentiality statement, and statements on voluntary
participation and withdrawal. However, community partners should review consent forms to
ensure they are written in language that will be accepted and understood by participants.
Researchers should ask about and comply with any formal or informal processes of the
community partner for approving research projects. Although ALU LIKE did not have its own
review board, the university-based consent form was discussed in several meetings and tested
with several elders before it was finalized.

Conducting Interviews. Interviews should be conducted in a private location where the

participant feels comfortable to share but also have access to assistance if needed. Interviewers
should practice interviewing beforehand, so they know the interview questions well. They should
be respectful and tactful in asking questions, listening to responses, prompting, or clarifying as
needed. Providing participants with the interview questions ahead of the interview increases
transparency and is particularly useful if interviewees are hard of hearing. Finally, researchers

should close the interview on a positive note, expressing gratitude for the participant’s

Protocol for a qualitative study with NH Elders 11



PROGRESS IN COMMUNITY HEALTH PARTNERSHIPS: RESEARCH, EDUCATION, AND

ACTION (PCHP). FORTHCOMING. ALL RIGHTS RESERVED.

willingness to share, thanking them for their time and stories, answering any questions they may
have, and reviewing how and when findings will be shared.

Ha Kipuna researchers found it worked well to introduce themselves and take time to
review the consent form, reminding interviewees that there are no right or wrong answers and
that they could decline to answer, take a break, or withdraw. The elder was in turn invited to
introduce themselves, and researchers would gently look for shared connections to people and
places significant to the elder. Actively fostering mutuality helped to build trust and put elders at
ease. ALU LIKE staff commented that elders felt heard when interviewers expressed
understanding, asked follow-up questions, and thanked them for sharing. They also noted how
elders’ comfort with sharing and with technology increased over the three interviews.

Reciprocity and Incentives. To honor the value of reciprocity, members should receive

benefits for their participation. Gifts need to be negotiated within budgetary and bureaucratic
limits, but should be meaningful and reflect sincere gratitude for the participant’s time and
contribution.

In our project, each interview participant received audio and video interview recordings
on a thumb drive, as well as transcripts in a book format. Additionally, for each elder, Ha
Kipuna staff drafted a 2-page personal story of achievements and values they wanted to pass
down. This story was edited and approved by the participant. Elders appreciated having these
documents to share with family. Participants also received small packets of ‘ai pono (healthy
foods) such as pa‘akai (Hawaiian salt) and mamaki tea. ALU LIKE staff also received gifts,
including books on Hawaiian cultural practices.

Analysis and Dissemination of Findings. Findings must not be used to harm the research

population. Ways to avoid this include continuously checking data and findings with participants
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and discussing with community partners how findings can improve health for individuals and
communities.

Prior to data coding, two Ha Kiipuna researchers reviewed and edited each transcript. The
transcripts were then shared with the interviewee, who was asked for corrections and
clarifications. The team developed a codebook to intentionally capture elder and cultural
strengths, rather than strictly capturing deficits.?! Personal strengths were reflected in the 2-page
kiipuna stories and in reports from the project as a whole. Deficits were reframed as structural
and used to outline directions for improving community health. After we coded early transcripts,
we improved the codebook by using a semantic approach to analyze participants’ words at face
value rather than positing underlying themes beyond their words.?? Ha Kiipuna recommends this
methodology when working with Indigenous communities, as it is a realist approach to
epistemology and allows for the interpretation of the participant’s words as direct reflections of
their lived experience, rather than interpreting their responses as socially constructed reflections.
Findings were shared after data from ten kiipuna were coded, again after 20, and then at the end
of all coding. Partners also jointly decided how to disseminate findings through infographics
(Figure 3, Figure 4), ALU LIKE site visits (Figure 5), local and national presentations, and

academic publications.
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Figure 3: Infographic Example

What Matters in e o
healthcare to Native S
Hawailan kupuna (elders)

Recommendations for culturally sensitive care that matters to kipuna,
developed from interviews with 20 kGpuna in Hawai'i.

Themes & Recommendations
Support kiipuna in incorporating
traditional healing practices

* Learn about traditional healing practices, e.g., la'au
lapa‘au (herbal medicine) and lomilomi (massage).

* Examine your biases: do patients feel safe disclosing
their use of traditional medicines?

70 A Continue to use traditional medicine * Incorporate traditional healing practices into clinic

as part of their routine healthcare. workflows (i.e., medical reconciliation).
* Include traditional practitioners on care teams.

‘Ohana (family) Embrace broad definitions of ‘ohana

¢ Understand that ‘ohana can include immediate, hanai
1 00% Expressed that ‘'ohana is important. (adopted), and extended family. community
members, and ancestral guides.
* Include ‘chana in decision making.

Traditional Medicine

90% Grew up using

traditional medicine.

907 Stated ‘ohana is essential to their ability
(0]

to access hea!thcare and in their * Learn about the kuleana (responsibility and authority)
decision-making process. kdpuna hold within their ‘ohana and community.
End-of-Life Care Expand support for in-home care
1 00% Dreferred to remain alt home with help | Support kipuna to age in place.
from ‘ohana and services. but noted e Advocate for community-based models of care to
service shortages in their areas. assure availability of services.
75% Had discussed their end-of-life goals ¢ Ask if end-of-life goals have been discussed within
with their ‘ohana. the ‘'ohana, and note the decisions made.
65 y Preferred to die at home, although 55% ¢ Address fe?lings of worry with compassion.
0 did not want to “burden’ their families. ¢ Offer holistic resources and support groups.

Build connections with
kUpuna and communities

* ‘Talk story” with kipuna, not just about their health.
* Practice explaining health terms using lay language.
* Participate in community events,
L]
L]

Provider Relationships

75 % Stated trust is essential and strengthened
by “talk story” and connection.

65 % Wanted providers to learn about their
culture and to connect with community.

Attend cultural humility trainings.
Consider models of care that incorporate the

60 y Valued honesty and the ability to community.
~ o communicate in lay language. * Support Native Hawaiians who wish to enter into
health professions.
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Figure 4: Infographic Example 2 (Disseminated at ALU LIKE Site Visit)

POSITIVES

7

Using both Western medicine and
Hawaiian wellness practices

"You got to take [Western] medicine that

you swallow and then it works inside out.

And that's what they say, “It needs to be

healed... from the inside out.” That's why

[Hawaiians] drink a lot of different kinds
of tea, it works from the inside out."

¢

L]
Taking a proactive role in personal
health and wellness

"l ask a lot of questions. And they answer
me on the spot. So that makes me feel
good... You got to explain to me what

you're doing to me before you touch me."

Sharing a positive experience due to
direct c i on with a provids

"I liked him because he told me the
straight facts to me, to my face, what was
wrong with me... which made me turn
vegan. That improved everything.”

Q.. The Lives of Native Hawaiian
i Elders and Their Experiences

With Healthcare

NEGATIVES

&

Having negative experiences with
providers due to poor communication

"...just give us a chance and let us say
things -- but sometime they just cut
us short, you know? Let us finish our

sentence, even if it take long... We
share, but once you cut, ‘oki us, all
pau. We no like say nothing, we pa’‘a
ka waha [shut our mouth]."

Having high turnover of providers on
their islands

"You get comfortable with the
doctor and then he's gone, Poof,
gone.”

Dy

Having to travel to Honolulu for
speciality care not available on their
islands

"Why do we have to go to Honolulu to
see specialists? Why don't the specialists
come here [Moloka'i]? Huh? We got
plenty cancer people here, what
happened to our treatment?!"

Advice to Healthcare and Social Service Providers

i

Take the time to talk-story and get to know the kiipuna as people and community
members.

"I would rather have a doctor who can see me eye to eye and we can talk. “Oh, how are you?"
or “What can | do for you today?” Or, you know, “Pehea kou ‘ohana?” [How's your family?]
That's how you relate and get closer.."

7

Learn about and acknowledge Hawaiians' experiences with
approach the traditional health practices of your patients.

respectfully

"I think | would like to see Hawaiian medicine, along with regular American medicine. | think
that would really help in introducing Hawaiian medicine. Because it works! It's just getting it
and deing it... and taking it. But it works. I've seen it work."

£ ﬁ
‘Communicate directly, clearly, and patiently.

“What made it positive is that the communication was clear on both sides. And if | didn't quite
understand, they would show me pictures or diagrams. And ... they would tell me what they're
going to do through the whole process, what's gonna happen after I'm dene, and then from
there, the follow up with more literature or whatever needs to be done.”

Love what you do and show your passion in your work.

"Be patient, be respectful, have a sense of humor, don't show disdain, do your best, or else
don’t go into that kind of work unless you can be supportive and respectful of the patient.
Don't gointo it if you're just doing it for the money. Because it's more than that."

"Put your heart in it. Whatever you do, do it from your heart. And don't judge who they are,
where they come from, this can be a homeless person, can be a rich person. They're still a
human being... the main thing for me is to really aloha, take care with your heart."
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Figure 5: Photo from ALU LIKE, Inc. Site Visit
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Conclusion
The qualitative guide was created and tested through the partnership between ALU LIKE
and the University of Hawai‘i. The team hopes that researchers working with Indigenous and
minoritized communities can use this guide to help decolonize Western research processes in

their own communities. Download the guide at https://manoa.hawaii.edu/hakupuna/qualitative-

interviewing-guide/
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Figure Legend

Figure Description

1 A descriptive timeline showcasing the longstanding partnership between Ha
Kipuna and ALU LIKE, Inc.

2 A model titled the “Participatory Action Research Spiral” which exemplifies
the collaborative communication process that occurred between Ha Kiipuna
and ALU LIKE while developing and testing the qualitative protocol (tool).

3 An infographic co-created by Ha Kiipuna and ALU LIKE regarding “”What
Matters’ in healthcare to Native Hawaiian kiipuna (elders).”

4 An infographic sharing results from a qualitative study titled, “The Lives of
Native Hawaiian Elders and Their Experiences with Healthcare,” which was
disseminated back to study participants and other ALU LIKE members during
a site visit.

5 ALU LIKE kiipuna share an impromptu hula during a visit with Ha Kiipuna

staff sharing music and research findings.

* Figures 2 and 5 are used with permission from Daniel G. Krutka, PhD.

19



	The Protocol

