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Abstract

American Indian and Alaska Native (AI/AN) communities experience notable health disparities
associated with substance use, including disproportionate rates of accidents/injuries, diabetes, liver
disease, suicide, and substance use disorders. Effective treatments for substance use are needed to
improve health equity for AI/AN communities. However, an unfortunate history of unethical and
stigmatizing research has engendered distrust and reluctance to participate in research among
many Native communities. In recent years, researchers have made progress toward engaging in
ethical health disparities research by using a community-based participatory research (CBPR)
framework to work in close partnership with community members throughout the research
process. In this methodological process paper, we discuss the collaborative development of a
quantitative survey aimed at understanding risk and protective factors for substance use among a
sample of tribal members residing on a rural Al reservation with numerous systems-level barriers
to recovery and limited access to treatment. By using a CBPR approach and prioritizing trust and
transparency with community partners and participants, we were able to successfully recruit our
target sample and collect quality data from nearly 200 tribal members who self-identified as
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having a substance use problem. Strategies for enhancing buy-in and recruiting a community
sample are discussed.
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Introduction

Despite high rates of abstinence from alcohol and other drugs (Cunningham, Solomon, &
Muramoto, 2016), American Indian and Alaska Native (Al/AN) people suffer from
significant health disparities associated with substance misuse (Grant et al., 2015, 2016;
Rieckmann et al., 2012; Spicer et al., 2003). Based on national epidemiological research,
there are higher rates of alcohol and drug use disorders among AlI/ANs compared with other
racial or ethnic groups (Grant et al., 2015, 2016), although these differences in prevalence
are reduced when other sociodemographics associated with these disorders are controlled for
(e.g., education and income level). Substance use disorder (SUD) also is associated with
other health disparities affecting Native communities. For example, Al/ANs reporting heavy
alcohol use are at increased risk of developing type 2 diabetes (Tann, Yabiku, Okamoto, &
Yanow, 2007), hypertension (Saremi, Hanson, Tulloch-Reid, Williams, & Knowler, 2004),
liver disease (Centers for Disease Control & Prevention, 2018), and having a child diagnosed
with fetal alcohol spectrum disorder (May, McCloskey, & Gossage, 2002). Compared to
other ethnic groups, AI/AN people also have disproportionally high mortality rates
associated with alcohol and other drug use through accidents, injuries, and suicide (Indian
Health Service [IHS], 2018; Rieckmann et al., 2012; Wexler, Hill, Bertone-Johnson, &
Fenaughty, 2008).

Health disparities experienced by AI/AN people can be attributed to inequities in
environmental and social determinants of health, including unhealthy physical environments,
poverty, discrimination, and traumatic stress (Pruss-Ustun et al., 2017; Whitesell, Beals,
Crow, Mitchell, & Novins, 2012). For example, experiences of current discrimination and
historical trauma have been shown to negatively impact mental health and health behaviors
as well as substance use problems among Al/AN populations (Wiechelt, Gryczynski,
Johnson, & Caldwell, 2012; Whitbeck, Chen, Hoyt, & Adams, 2004; Whitesell et al., 2012).
Further, Al/ANs are at increased risk for trauma exposure both in early childhood and
adulthood, which is associated with greater rates of post-traumatic stress disorder (PTSD).
In turn, PTSD symptoms are strongly associated with substance use and SUDs among
Al/AN populations (Manson, Beals, Klein, & Croy, 2005; Whitesell, Beals, Mitchell,
Manson, & Turner, 2009). Effective SUD prevention and treatment interventions are needed
for reducing health disparities and improving health equity in Indian Country.

Barriers to Substance Use Disorder Treatment

While AlI/AN communities are disproportionally affected by substance use problems, many
reservation communities are underserved with regard to health services to address these
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issues and are located in rural, geographically isolated areas with limited access to treatment
(Zuckerman, Haley, Roubideaux, & Lillie-Blanton, 2004). Community health clinics serving
AIl/ANSs often are understaffed or otherwise underresourced and unable to meet the treatment
needs of the community (Zuckerman et al., 2004). If a community lacks local treatment
services, people must travel to seek care, which adds an additional barrier and may prevent
them from receiving needed services (Duran et al., 2005; Manson, 2000). Aside from issues
related to access, there may be tensions between AlI/AN communities and Western medical
practitioners on the integration of traditional healing elements (e.g., sweat lodge, prayer
ceremonies, drumming) in substance use treatment programs (Novins, Beals, Moore, Spicer,
& Manson, 2004). This tension between traditional healing and Western practices may serve
as an added barrier to treatment, preventing AI/ANs from using services that may not meet
their cultural needs or align with their worldviews (Novins et al., 2004). Thus, barriers
include both access to care and limited options for locally desirable, culturally grounded
SUD treatments.

Effective treatments for SUD are essential to reduce health disparities and improve health
equity for Native communities; however, AI/AN people have been vastly underrepresented
in SUD treatment research. A review of SUD treatment studies published between 1968 and
2011 found 24 studies reporting outcome data for AI/ANs, with only eight of these
incorporating traditional cultural elements into treatment (Greenfield & Venner, 2012).
While more recent studies have attempted to utilize evidence-based treatments (EBTS) to
address SUD among Al/ANs (e.g., Campbell et al., 2015; Venner et al., 2016), there are still
only a small number of SUD treatment programs implemented and evaluated with AI/AN
clients.

Barriers to Substance Use Disorder Research

Although there are Native communities calling for research focused on SUD and associated
health disparities, progress has been limited by several barriers to studying this sensitive
topic. In particular, recruitment of AI/ANs into SUD research studies has been limited by
stigma associated with addictive behaviors, stereotypes about AI/ANs and alcohol, and
distrust of research among Al/ANs resulting from a history of research ethics violations in
Native communities (Mail, 2002; Mohatt, Rasmus, et al., 2004; Yuan et al., 2010). There is a
disturbing history of colonizing research studies conducted on (not with) Native
communities in the United States, particularly with regard to substance use. For example, the
Barrow Alcohol Study focused on alcohol problems among the Inupiaq people of Utgiagvik
(formerly Barrow), Alaska, and was conceived and conducted by non-Natives in 1979
(Foulks, 1989). The study was conducted and disseminated with minimal community
involvement and oversight (Beauvais, 1989), and without consideration of the cultural and
contextual appropriateness of the study measures and procedures. Findings regarding the
prevalence of alcohol problems in the sample were overgeneralized to the wider population
of Alaska Natives without consideration of the historical and sociocultural context that
contributed to alcohol problems, or how the methods used may have influenced the findings
(Foulks, 1989). Further, there was a devastating premature disclosure of the findings that led
to a New York Times headline declaring this AN community to be a “society of alcoholics,”
further stigmatizing AN people and leading to increased distrust of research and researchers
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(Foulks, 1989). Since the Barrow Alcohol Study, research examining substance use among
AIl/ANSs has been relatively limited in comparison to research focused on other populations,
despite large (and growing) health disparities attributed to SUD. More recently, successful
studies have focused on understanding strengths and protective factors, used qualitative
methods, and engaged AlI/AN communities in equitable research partnerships (e.g., Allen,
Rasmus, Fok, Trimble, & Lee, 2019; Mohatt, Rasmus, et al., 2004; Mohatt et al., 2007;
Rasmus, Charles, John, & Allen, 2019; Wexler et al., 2015).

Community-Based Participatory Research

Community-based participatory research (CBPR) is considered a best practice for health
disparities research with AI/AN communities, and many tribes prefer or even require CBPR
for studies conducted with their people (Burhansstipanov, Christopher, & Schumacher, 2005;
Dillard, Caindec, Dirks, & Hiratsuka, 2018). The CBPR framework is a partnership
approach to research that emphasizes equitable relationships between academic researchers
and community co-researchers and involves community participation at every step in the
research process, from study design and implementation to interpretation and dissemination
of findings (e.g., Wallerstein & Duran, 2006). Researchers engaged in CBPR aim to develop
trusting, long-term relationships with community members, study topics that matter to the
community, and acknowledge that sustainable solutions to problems reside within the
community. The goal of CBPR is to identify and build upon existing strengths, empowering
the community to effect change (Wallerstein & Duran, 2010), as many Native communities
have declared, “No research about us, without us.”

In this methodological process paper, we discuss the development of a quantitative study
aimed at understanding risk and protective factors for substance use among a sample of
tribal members residing on a rural Al reservation with numerous systems-level barriers to
recovery and limited access to treatment. First, we describe how the use of CBPR to
establish a long-term equitable relationship between academic and community co-
researchers facilitated our ability to gather extensive quantitative data on sensitive topics
(e.g., substance use, mental health, early childhood trauma) from nearly 200 Al reservation
residents who self-identified as having a substance use problem after only a single
recruitment effort. While the main survey results are beyond the scope of this paper, here we
describe the methods for developing our Substance Use and Recovery Survey and report
results relevant to participants’ reactions to participating in the study. Second, we describe
future directions for using the data we gathered to address SUD and promote health equity in
Al reservation communities.

The Substance Abuse and Resilience Project—Overview and Formative

Work

The Substance Abuse and Resilience Project represents a six-year collaboration between
academic and community research partners from a remote reservation in the Northern Plains
region of the United States. The goals of the project include the following: (a) to build
trusting and respectful relationships between the university and the community partners, (b)
to understand Al community perspectives of substance use and recovery on the reservation,
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and (c) to develop a culturally grounded intervention to promote healing from SUD. Using a
CBPR framework, we aimed to accomplish these goals through sequential phases of the
project. The research methods were informed by the processes successfully used in the
pioneering People Awakening Project in Alaska (e.g., Allen, Mohatt, Beehler, & Rowe,
2014; Mohatt, Hazel, et al., 2004; Rasmus et al., 2019).

In Phase I, we established the goals of the project and focused on relationship building. The
academic partners visited the reservation regularly (about once per month) for one year
before any data collection took place. We began with informal meetings with community
members interested in and knowledgeable about substance abuse and other mental health
concerns affecting the reservation. These community members included tribal leaders,
Elders, mental health and SUD treatment providers, individuals in long-term and short-term
recovery from SUD, affected family members, and community members still struggling with
addiction. Through these informal conversations, the academic partners gained insight into
the needs and priorities of the community, and the community members gained insight into
the motives and interests of the researchers. The academic partners also made several visits
with no agenda other than to visit and learn about the community by attending local events
and celebrations. Through these visits, the academic researchers began to understand the
complexity of SUD recovery on the reservation, gained insight into the barriers to recovery,
and engaged in the critical self-reflection necessary for developing cultural humility and
knowledge co-production. Before moving forward with the research, a financial agreement
and subaward with the local tribal college were established to ensure that grant funding was
funneled directly into the community, rather than being managed solely by the academic
partners. A subaward also helped support local capacity-building, community engagement
and investment in the project, and demonstrated respect for tribal sovereignty. We then hired
a local project manager, a well-respected tribal member with extensive community ties, a
master’s degree in education, and years of experience with CBPR and health disparities
research. The project manager took the lead in assembling a Community Advisory Board
(CAB) to guide the next phases of the project. The relationships we established at the onset
of the project have persisted throughout the subsequent phases.

Following this formative work, our new partnership collaborated on the development of
Phase Il of the project, which aimed to understand local perspectives on substance use and
recovery on the reservation. The CAB and project manager suggested that a qualitative study
was the best place to start, and that conducting interviews with key informants would help us
identify important variables and develop hypotheses to test using quantitative methods in a
future study. Qualitative methods were more accessible and familiar to the community
partners, and also aligned with Al storytelling traditions. Furthermore, we believed that
conducting key informant interviews would help build trusting relationships with community
members who did not yet know our team, and strengthen our relationships with those who
did. Therefore, we collaborated over several months to carefully develop a semi-structured
interview guide that we believed would yield important data to guide and inform future
research aimed at understanding the risk and protective factors influencing SUD and
recovery among reservation residents.
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For this Phase Il key informant interview study, the community partners nominated
individuals who they felt should participate in semi-structured, in-depth interviews about
reservation life, health and illness, and addiction and recovery. Interviews took place with a
diverse group of 25 key informants, including males and females from different age groups,
cultural backgrounds, and spiritual traditions. Each participant was interviewed on two
separate occasions, with each segment of the interview lasting 1-2 hours. Findings showed
that individual, family, and community health were all seen as vitally important and
interconnected (Skewes et al., 2019). Racism and discrimination were noted as particularly
formidable barriers to recovery, as well as causes of substance use problems (Skewes &
Blume, 2019). Moreover, substance abuse was seen as a symptom of traumatic events such
as child abuse, violence, and historical trauma, and as a problem requiring a community
orientation to healing (Skewes et al., 2019). Ultimately, cultural connection was seen as key
to recovery, and participants emphasized the powerful recovery potential inherent in
reconnecting tribal members with their traditional Native language, ceremonies, and ways of
life (Skewes et al., 2019).

After thematic coding of the interview data and interpretation with the CAB, we presented
findings to the broader community via an interactive community gathering and took notes on
additional feedback that emerged from the discussions. Community members emphasized
the key roles of trauma, poverty, racism, and lateral violence in the development of addiction
problems, and noted the difficulty of maintaining sobriety while living on the reservation
and engaging with relatives who were still drinking or using. They called for cultural
approaches to treatment (e.g., sweat lodge ceremony, a return to traditional ways) in addition
to greater access to typical Western treatments. Although they felt that formal treatment was
useful, community members expressed frustration with the many logistical barriers to
treatment, and noted that even the most successful treatment programs are doomed to fail
unless adequate aftercare support services can be provided. The community feedback largely
supported the themes that emerged from the interview data and also highlighted the dire
need for additional addiction treatment services on the reservation.

Our partnership then embarked upon Phase 111 of the project, the Substance Use and
Recovery Survey. The rationale for the study was to empirically test associations between
the risk and protective factors identified by community members in Phase 11 of the project
for the purpose of identifying targets for intervention, and to examine the psychometric
properties of the assessment instruments for use in future intervention studies. To identify
constructs to assess in the survey and the population of focus, our partnership discussed the
qualitative findings and community feedback in relation to the extant literature on SUD
treatment and recovery. We collectively selected constructs to assess in a survey of tribal
members who self-identified as struggling with their substance use and wanting or trying to
recover. We aimed to assess culturally and locally relevant risk and protective factors
suggested by the interview data—for example, lack of social support/lateral violence, racial
trauma, and lack of positive cultural identity were identified as culturally specific risk
factors, whereas spirituality, communal mastery, and enculturation were identified as
protective factors (Skewes et al., 2019).
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After agreeing upon the constructs to include, we then began to develop the survey
instrument. The academic partners presented existing assessment instruments to the
community partners for consideration and we discussed specific measures to use, items to
rephrase or modify, ordering of measures, and demographic and background information to
include. Constructs included those suggested by the academic partners as well as those
suggested by the community partners based on their hypotheses regarding factors that may
be protective in their community. For example, community partners suggested inquiring
whether participants had been given an Indian name, which they believe is an important
protective factor. The academic partners, in turn, proposed that some commonly used
measures be included, such as assessments of self-efficacy and craving, due to their
predictive validity in substance abuse research with other populations (e.g., Adamson,
Sellman, & Frampton, 2009; Hartz, Frederick-Osborne, & Galloway, 2001). We made
efforts to include instruments that had been used in previous research with AI/JAN
participants, and made minor modifications to improve readability and clarity and to reflect
local terminology. In forming the survey instrument, the community partners proposed
asking questions about hypothesized protective factors (e.g., ethnic identity and spirituality)
before posing questions about risk factors (e.g., childhood adversity and post-traumatic
stress symptoms) as a way to emphasize cultural and community strengths. Through these
discussions, we achieved consensus on the final survey instrument, which was deemed
appropriate, acceptable, and understandable by our partnership.

The resulting survey instrument included a battery of measures, including well-established
measures commonly used in SUD research (e.g., Timeline Followback to assess alcohol and
drug consumption; Sobell & Sobell, 1992) and instruments used in other health disparities
research with AI/AN communities (e.g., Historical Loss Scale; Whitbeck, Adams, Hoyt, &
Chen, 2004; Whitbeck et al., 2004). We also developed several questions specific to Al
people (e.g., “Did you ever attend boarding school?”) and to this specific reservation (e.g.,
“Have you received treatment at [the on-reservation treatment center]?”). We aimed to ask
questions about risk and protective factors supported by the extant literature on SUD among
AI/ANs as well as those that emerged from our qualitative interviews. We also collected data
on substance use behaviors, consequences, and other associated factors (e.g., quality of life).
Finally, we administered three items from the Reactions to Research Participation
Questionnaire (RRPQ; Newman, Walker, & Gefland, 1999) that have been shown to
effectively assess participants’ experiences with taking part in research (Johnson & Benight,
2003). After the CAB approved the survey instrument and study methods, we secured
approval from the reservation’s tribal IRB and the university’s IRB and began recruitment.
Next, we describe our recruitment strategy and process of conducting the Substance Use and
Recovery Survey, present descriptive data from our sample, report participant reactions to
the survey, and offer reflections on the lessons we learned along the way.

Participant Recruitment and Process

Inclusion criteria included being a tribal member residing on the reservation, aged 18 or
older, who self-identified as “having a substance use problem and wanting or trying to
change your alcohol or drug use.” These criteria were discussed and agreed upon by the
academic and community co-researchers as a way to cast a broad net, with the goal of
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assessing key variables among tribal members who may be candidates for a future
intervention study. Recruitment began with the local project manager making a visit to the
reservation-based outpatient SUD treatment center and making an announcement to one of
the therapy groups (V= 8). She explained the history of the project and the purpose of the
survey, including the types of questions that would be asked and the compensation that
would be offered ($50 for approximately two hours of data collection, as is customary for
research on this reservation). She also emphasized that the information they provided in the
survey would be kept confidential, within the limits allowed by law. The project manager
invited the group members to come to the tribal college library the following week for one-
on-one data collection sessions if they wanted to participate. After this initial announcement,
all subsequent recruitment took place via word of mouth.

After a brief conversation to verify eligibility criteria, paper-and-pencil surveys were
administered individually to participants, with two academic research partners and three
community research partners serving as interviewers. All interviewers were trained to
administer the survey instruments by the project’s principal investigator, and a practice run
of the data collection procedures was completed with two volunteers from the community
(data from these two surveys were not included in analyses). Data collection took place one-
on-one in a quiet, private location at the tribal college, located a short distance from the SUD
treatment center. Refreshments were provided as is the cultural norm for visiting. Informed
consent involved a discussion of the history of the project and its rationale, in addition to
typical informed consent information about risks and benefits of participating in a study of
this nature. We explained that the survey would ask very personal and sensitive questions
that might be upsetting, but assured participants that our job was to listen to them, not to
judge them. We also took efforts to normalize the struggle that many people have with
addiction, explaining our perspective that recovery is a process with relapse being the norm,
not the exception, and expressing hope and optimism for future wellness. During the
informed consent process, the researchers disclosed some personal information and shared
who we were, where we came from, and why we were interested in studying this topic. For
example, interviewers disclosed personal or family experiences with addiction and recovery
as a way to build rapport. We also took time to ask about the participants’ families, interests,
and concerns before beginning data collection.

Following the informed consent process, the researchers administered the Timeline
Followback (Sobell & Sobell, 1992), a calendar-based recall method widely used to assess
alcohol and drug consumption over a specific time period, in interview format. We
emphasized the importance of providing accurate data to the best of their ability and
promised not to disclose information about their substance use to anyone else. With
knowledge of literacy challenges among some participants, the interviewers then offered
participants the opportunity to complete the rest of the survey packet on their own or to have
the remaining questions read to them in interview format. If the participant hesitated when
making this decision, they were asked, “How happy are you with your reading?” If they
indicated having trouble with reading, the interviewers read the survey items aloud and
recorded the participant’s responses. About half of the participants required or preferred
interview format. The surveys took about two hours to complete, and participants received a
$50 gift card in compensation. Participants also received a list of referrals to health care and
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social services resources available in the community and were offered assistance in
contacting them. Finally, participants were invited to ask questions or share other
information with the research team member. Many participants remained long after the
survey was complete to ask questions and talk about their struggles with SUD, and the
researchers stayed with them and listened as long as they wanted to keep talking.

In addition to assessing study acceptability to participants through informal conversations
after the surveys were completed, we also gathered quantitative data about their experiences
completing the survey using the brief Reactions to Research Participation Questionnaire
(RRPQ; Newman et al., 1999). This three-item measure includes the following items, rated
on a 5-point scale from 1 (Strongly Disagree)to 5 (Strongly Agree): “I gained something
positive from participating in this study;” “Completing this study upset me more than |
expected;” and “Had | known what this study would be like, I still would have agreed.” In
the following section, we present demographics and substance use data for our sample as
well as results from the RRPQ questions used to assess participants’ experiences with the
survey.

Descriptive Data

Participants were 198 Al adults, aged 18-65 (M,ge = 37.39 years, Median = 36 years, SD =
11.79), and included women (1= 103, 52%) and men (7= 95, 48%). See Table 1 for a
summary of participant characteristics. All participants were residents of one reservation,
which has approximately 10,000 residents spread across over two million acres. Of the
participants, 71 (35.9%) had attended boarding school at some point in their lives, whereas
127 (64.1%) had not. Also, 59 participants (29.8%) had been placed in foster care as a child
and 139 (70.2%) had not. Regarding having been given an Indian name, 57 participants
(28.8%) responded affirmatively, and 141 (71.2%) had not received an Indian name. With
regard to substance use, the primary substances used were alcohol and methamphetamine,
with many participants reporting polysubstance use. In the 90 days prior to assessment,
participants consumed alcohol on a mean of 19.56 days (Median = 7; SD = 26.88) and, after
filtering out six extreme outliers, the mean number of standard drinks per drinking day was
16.30 (Median = 13.50; SD = 10.39; see Table 1). It is important to note that this heavy level
of alcohol consumption is not typical of Al people—the present sample consisted of
individuals who reported struggling with substance abuse.

With regard to other drug use, participants reported consuming illicit drugs on a mean of 28
days (Median = 6.5, SD = 39.86) in the 90-day assessment period. The majority of the
sample (=107, 54%) reported having previously received SUD treatment, with 74.1% of
these participants reporting that they had adequate support from relatives when they sought
treatment. The primary treatment modalities received were the on-reservation intensive
outpatient program (n7= 90, 45.5%) and off-reservation inpatient treatment (n7 =53, 26.8%).
Moreover, 95 participants (48%) had attended Alcoholics Anonymous meetings and 41
participants (20.7%) had attended Narcotics Anonymous meetings at some point in their
lives. A minority of the sample had ever seen a counselor or psychologist (7= 61, 30.8%),
had received behavioral health services through the Indian Health Service (7= 42, 21.2%),
or had participated in a traditional recovery ceremony (recovery sweat lodge; 7= 31,
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15.7%). Most participants (69.2%) reported currently having adequate support from their
relatives for their recovery, but 29.8% did not. These data reflect a need for treatment and
recovery support among participants and suggest that word of mouth is an effective way to
recruit a sample of Al people with substance use problems.

Reactions to Research Participation

Evidence in support of the CBPR process can be found in the success of participant
recruitment into this study. After conducting the first few interviews, word spread rapidly
throughout the reservation and we had over 200 people requesting to participate in the
survey within a month. Gone and Calf Looking (2015) wrote, “...any new undertaking on
the reservation usually does not draw wider participation until positive word about the
project can spread throughout the community along the ‘moccasin grapevine’ (p. 86). For
every scheduled data collection occasion, there were potential participants lined up at the
tribal college to see if they or their friends might enroll in the study. The project manager
kept a list of all interested potential participants and we aimed to collect data on a first-
come, first-served basis, to the best of our ability. The study took one year to complete not
because of difficulty recruiting participants but due to the length of the interviews. The
enthusiastic interest from the target population can be considered one metric of the project’s
success.

Evidence of a positive experience with the survey can be found not only in the participant
turnout, suggesting a positive reputation among participants traveling quickly throughout the
community, but also in our observations during the data collection process and the feedback
participants offered. As stated previously, many participants remained to visit with the
interviewers after data collection was complete, asking questions about the study and
sharing reflections on the survey questions. Several stated that they had never been asked
some of the questions included in the survey before and found it helpful to reflect on their
experiences. They reported enjoying the process and expressed gratitude for the opportunity
to discuss their substance use with someone they trusted to maintain their confidentiality,
and expressed that this was a rare occurrence on the reservation. The promise of con-
fidentiality in the informed consent document helped reassure participants that their
identifiable data would be protected. Furthermore, many asked whether they could refer their
partner/friend/relative to the study, which we interpreted as evidence of the acceptability of
the survey and study methods.

Participants’ responses to the three items from the RRPQ also provide evidence for the
acceptability of the survey and study methods. Findings showed that 71.3% of the sample
agreed or strongly agreed that they gained something positive from participating in the
study, 25.1% answered “neutral,” and only 3.6% disagreed or strongly disagreed. In
response to the second question, 79.9% disagreed or strongly disagreed with the statement
that completing the study was more upsetting than expected, 12.9% answered “neutral,” and
7.2% agreed or strongly agreed. In response to the third question, 67.7% agreed or strongly
agreed that, had they known what the study would be like, they still would have participated,
whereas 22.1% answered “neutral,” and 10.3% disagreed or strongly disagreed. Taken
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together, it appears that the majority of participants had a good experience with the survey
and would be willing to engage in similar research in the future.

Discussion

The success of our project in quickly recruiting a large number of reservation-based Al tribal
members who self-reported struggling with alcohol or drugs represents an important step
forward for AI/AN SUD research, which has been stymied by irresponsible and unethical
research in the past, along with stigma and shame resulting from stereotypes held about Als
and addiction. Although there have been a number of substance use research studies
conducted with AI/AN participants since the unfortunate events of the Barrow Alcohol
Study (e.g., Manson et al., 2005; Spicer et al., 2003; Whitesell et al., 2009, among others),
the pace and scope of research have not been commensurate with the health disparities
affecting AI/AN populations, and pales in comparison to the pace of SUD research
conducted with other racial and ethnic groups.

Given the cultural and historical context of alcohol and the well-justified distrust of
researchers in Native communities, one useful approach to SUD research with AI/ANSs is to
focus on strengths and protective factors. An exemplar of this approach can be found in the
People Awakening Study, conducted by Mohatt and colleagues to investigate pathways to
sobriety among AN people (e.g., Allen et al., 2014; Mohatt, Hazel, et al., 2004; Mohatt,
Rasmus, et al., 2004; Mohatt et al., 2007). However, our partnership also wanted to
understand risk factors in addition to protective factors that influence substance use on the
reservation in order to design effective, locally acceptable interventions that consider the
community and cultural context. The survey we collaboratively developed included a
balance of risk and protective factors that were grounded in our qualitative data as well as
the extant literature, and was thoroughly vetted by community partners and approved by the
tribal IRB. Despite our culturally responsive community engagement methods and close
involvement of community partners, we did not know what to expect in terms of recruitment
or acceptability of the survey to our target population. Through our collaborative efforts, we
learned that this reservation community is interested in and ready for research on SUD, if
conducted respectfully and through a CBPR partnership that values knowledge co-
production above data extraction.

Findings from the RRPQ, where 96.4% of our sample reported gaining something positive
from participating in the survey, 92.8% did not find the survey questions to be more
upsetting than they expected, and 89.7% said they still would have participated in the survey
if they had known what it would be like beforehand, further reflect success in community-
engaged SUD research. It is not surprising that a small number of participants did find the
questions upsetting, as they inquired about very sensitive topics like having experienced
childhood abuse and neglect. Occasionally participants disclosed feelings of guilt and shame
over neglecting their own children due to their addictions, and others reported painful
traumatic experiences such as sexual assault and intimate partner violence. Questions about
historical trauma also triggered strong emotions for some participants. We expected that
some participants would feel distress during the survey, which is one reason for the full
board review by two IRBs and the safety plan we had in place (but did not need to use).
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However, other participants answered questions comfortably, even asking “What was meant
to have upset me?” in response to the question. Most participants reported feeling a sense of
relief after disclosing painful experiences with the researchers. Still, a minority of
participants (10.3%) reported that they would not have participated in the survey if they had
known what it would be like. Although we did not assess which characteristics of the survey
influenced these responses, the length and tediousness of data collection likely played a role.
In the future, we would make efforts to simplify and streamline the survey, or conduct it on
two separate occasions.

Ways We Enhanced Participation

Upon reflection, we have identified strategies that we believe facilitated recruitment and
enhanced participation in our study. First, as stated previously, we were committed to an
equitable partnership and CBPR principles, which allowed us to build a positive reputation
in the community before launching the survey. We developed the survey collaboratively and
committed to a process of knowledge co-production that carefully and reciprocally considers
the interests, expertise, and knowledge systems being brought to bear on issues related to
SUD from an academic and community co-researcher perspective. The survey questions
asked about topics the participants knew and cared about—namely, their own substance use,
beliefs about addiction, social support networks, cultural identity, coping styles, spiritual
beliefs, trauma histories, etc. We aimed to honor and value the participants’ knowledge and
expertise through the questions we asked, the time we spent together, and the information
we shared not only about our research but also about ourselves. All participants are experts
on their own experiences, and it is only through the sharing of this knowledge that the field
continues to develop.

Regarding the survey process, we aimed to use best practices in interviewing techniques, and
believe that our careful attention to culturally responsive interviewing enhanced recruitment
in this population. Trust with participants was built first through self-disclosure and having
informal discussions about who we were, where we came from, and why we were interested
in studying addiction; this enabled us to build rapport and demonstrate our personal
connection to the topic and to the community. Community members who served as
interviewers were able to find distant familial or social connections with nearly every
participant they met. Interviewers who were not members of the community often would
find connection leading to trust and mutual understanding by sharing the impacts of SUD on
their lives and families. We maintained a nonconfrontational, nonjudgmental approach
throughout the survey by using reflective listening and expressing genuine interest in
understanding the issue from the participant’s view. Through the interviewers’ expression of
positive regard and warmth, and continued assurances of confidentiality, most participants
became comfortable disclosing sensitive personal information, as evidenced by the high
rates of substance use they reported.

Following data collection, we spent additional time with each participant who wished to ask
questions or share information that was not covered in the survey instrument. We also
provided contact information for local resources for treatment and encouragement to use
them, offering to help connect participants with services they may need (although no
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participant accepted this offer). We offered fair compensation and expressed genuine
gratitude for sharing their expertise. Having community co-researchers conduct the survey
also was helpful, as it put participants at ease. As our CAB members noted, seeing a Native
face, even an unknown person from a different tribe, sends a message that “this research is
for us.” In the cases where a non-Native person conducted the survey, the interviewer named
the community partners on the team as a way of making connections and establishing trust.
We also provided regular progress updates to the CAB, which helped ensure that the
community remained engaged, demonstrated respect for the community’s knowledge and
autonomy, and helped maintain transparency throughout the study. Together, these activities
appeared to increase trust and establish the credibility of the project, as evidenced by the
widespread word-of-mouth recruitment.

Lessons Learned and Future Directions

Our partnership embarked upon this study without knowing what to expect in terms of
community buy-in and recruitment. We engaged in significant groundwork before launching
the survey by developing an equitable partnership based on trust and respect, and by
collecting qualitative data from a number of key informants from the community. We
disseminated our findings to the community and continued to engage in relationship-
building activities to ensure cultural relevancy and responsiveness to community needs and
priorities. Still, the progression from qualitative to quantitative study methods took time and
additional trust building that involved several discussions between the academic and
community partners to determine the most effective and respectful ways to gather data, as
well as the extent to which survey data can be useful and informative. These discussions
would often lead to consideration of the usefulness and appropriateness of Western research
paradigms to investigate health inequities in Native communities, and the need to value Al
knowledge systems in all stages of the research process.

Trust between academic and community co-researchers led to honest and candid
conversations among our team. For example, on different occasions throughout the project,
CAB members expressed frustration with requirements of the funding agency and the need
to systematically study a phenomenon that “everyone already knows about.” They also
expressed frustration with research in general, when the need for treatment services is so
apparent. However, the local project manager had many years of experience working on
health disparities research projects and was effective at communicating the rationale for
investigating a problem carefully before rushing forward with an intervention that may or
may not be effective. After airing their frustrations, the CAB demonstrated a deeper
understanding of the research process and funding constraints, and ultimately decided to
proceed with the study. The academic partners continued to emphasize the goal of using
these data to develop a culturally grounded intervention for SUD that will be sustainable and
acceptable in the community. Still, the tensions between the need for research and treatment
services continue to surface.

When discussing future directions for this research, the community members who served as
interviewers noted that potentially useful data emerged from conversations they had with
participants during the survey. In particular, the project manager noted that significant losses
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of loved ones seemed to precede relapses and periods of heavy substance use, and that these
losses were extraordinarily frequent. Some participants reported the deaths of several family
members due to illness, overdose, or other tragic events just within the 90-day assessment
period of the Timeline Followback interview. Recovery was seen as unlikely during these
times of tragedy and loss, which for some appeared neverending. The project manager
requested that our future work includes assessments of grief and loss as risk factors for
relapse and barriers to recovery, and the CAB expressed support for this idea. Our team has
embraced this line of inquiry and we are preparing a study to examine the association
between grief and relapse among Als with SUD.

Additional next steps for this program of research will involve using the findings from this
survey along with our previous qualitative findings to develop and implement a culturally
grounded, community-based intervention to facilitate recovery from SUD on the reservation.
The efficacy of the resulting intervention will be tested, pending future funding and
community support. The long-term goal of this program of research is to reduce health
disparities and improve quality of life for tribal members. Our long-term CBPR process
demonstrates how our team has moved from engaging an Al community in SUD research, to
co-producing knowledge about SUD risk and protection, to seeing the community drive
research questions and next steps.

Conclusion

Through the process of conducting the Substance Abuse and Resilience Survey, we learned
that it is possible to collect quality quantitative data about sensitive and stigmatized topics
from community samples of underserved and underrepresented populations like Als residing
on reservations. We also learned that it is acceptable to inquire about problems and risks, as
long as these questions are balanced with others about strengths and protection. The speed
with which word spread throughout the community served as evidence that the study was
well-received by the target population. Further evidence was provided by the enthusiasm of
the participants who stayed after the survey was complete to talk further, and by gratitude
they expressed for the opportunity to share their experiences. Finally, the RRPQ data also
support our assertion that the survey experience was a positive one for most participants.

We contend that studies like this one are crucial for advancing research on health disparities
affecting ethnic minority populations in general and AI/AN communities in particular.
Researchers who aim to work in partnership with communities should not be dissuaded from
addressing risk factors along with protective factors, but should work closely and carefully
with their community partners to ensure they do so in a sensitive and respectful way.
Through equitable partnership, trust, and transparency, researchers and communities may
engage in studies that have the potential to advance health disparities research and improve
health equity.

Commitment to CBPR and knowledge co-production is necessary for building the trust that
will make successful research possible, particularly when the topic is sensitive and mired in
historical injustices. Transparency is crucial—individuals who truly understand what a study
aims to do and why it is being conducted are perfectly capable of deciding for themselves
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whether or not to participate. It is important for researchers to be as honest and forthcoming
as possible about the goals of the research, the reason for the questions asked, the anticipated
and desired outcomes of the study, and how the data are intended to be used. With full
transparency, participants will be able to make truly informed decisions, which will
influence how well the study is received. Research is an important component of
coordinated efforts to improve health equity in underserved communities, and careful,
respectful research methods are crucial for producing actionable knowledge with the
potential to solve problems that matter to communities.
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Highlights

. Indigenous communities experience numerous health disparities associated
with substance use disorder.

. Previous unethical research with Native communities serves as a barrier to
research participation.

. Community based participatory research is a framework for overcoming
barriers to research.

. Trust and transparency are crucial for conducting respectful research with
Indigenous participants.

. We discuss effective strategies for recruiting a community sample of
American Indian participants.
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Participant characteristics (A= 198)

Characteristics Values
Women, 77(%) 103 (52)
Age in years, mean (SD), range 37 (11.79)
18-65
Received an Indian name, 7 (%) 57 (29.9)
Attended boarding school, 77 (%) 71 (35.9)
Placed in foster care, 7 (%) 59 (29.8)
Had adequate social support for recovery, n(%) 147 (74.1)
Education, 77 (%)
Some high school 99 (50.2)
High school graduate/GED 67 (34)
Some college/college degree 25 (12.7)
Monthly Income, 7 (%)
No income reported 50 (25.3)
$0 67 (34.3)
$1-$500 26 (13.1)
$500-$1,000 30 (14.6)
$1,000-$2,000 10 (5.1)
>$2,000 15 (7.5)
Alcohol use days in the past 90 days, 7 (%)
90-60 days 24 (12.1)
59-30 days 22 (11.1)
1-29 days 96 (48.5)
0 days 50 (25.3)
Drug use days in the past 90 days, 77 (%)
90-60 days 51 (25.8)
60-30 days 13 (6.6)
1-30 days 52 (26.3)
0 days 76 (38.4)
Drinks per drinking day, 77 (%)
0 (non-drinker, drug use only) 56 (28.3)
1-10 drinks 48 (24.2)
11-20 drinks 49 (24.8)
21-30 drinks 27 (13.6)
31+ drinks 18 (9.1)
Previous substance use disorder treatment, /77 (%)
None 55 (27.8)
Outpatient (on-reservation) 90 (45.5)
Inpatient (off-reservation) 53 (26.8)
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