
INVITED COMMENTARY

398 NCMJ vol. 82, no. 6
ncmedicaljournal.com

Among the eight tribes within North Carolina, American 
Indian communities experience disparate rates of poverty, 
low education, chronic disease, low access to health care, 
and low quality of life. Addressing inequities and knowl-
edge gaps will require novel and culturally appropriate 
approaches designed in partnership with AI communities, 
and should be underscored by the cultural assets those com-
munities possess. 

Introduction

In the time since first European contact five centuries ago, 
American Indian (AI) communities have faced health 

disparities brought about by a traumatic history of oppres-
sion, marginalization, and the inequitable distribution of 
resources. The eight Tribes in North Carolina (Eastern Band 
Cherokee, Lumbee, Meherrin, Haliwa-Saponi, Coharie, 
Wacammaw-Siouan, Occaneechi Band of the Saponi Nation, 
and Sappony) and four Urban Indian Organizations (UIOs; 
Cumberland County Association of Indian People, Guilford 
Native American Association, Metrolina Native American 
Association, and Triangle Native American Association) 
include over 130,032 individuals who self-identify as AI [1]. 
Though collectively they account for less than 2% of the 
North Carolina population, the tribal communities carry a 
disproportionate burden of poverty, low formal education, 
some chronic diseases, limited access to health care, and 
low quality of life compared to North Carolina’s other racial/
ethnic groups. At the same time, North Carolina’s tribal com-
munities have many assets that lend themselves to address-
ing health disparities based on their rich cultures, customs, 
history, and community traditions.   

More than one-quarter (25.5%) of the AI population in 
North Carolina lives at or below the federal poverty level 
and fewer than 18% have health insurance [2]. Compared 
to other racial and ethnic groups, AI communities in North 
Carolina are disproportionately more likely to die from unin-
tentional opioid overdose, adolescent suicide, homicide, 
Alzheimer’s disease, chronic liver disease, motor vehicle 

accidents, cancer, or diabetes [2]. North Carolina tribal 
communities also experience significantly more environ-
mental disparities compared to other groups, including 
poor infrastructure, contaminated food and water sources, 
and hazardous exposures, all of which are exacerbated by 
poverty, rural location, historical marginalization, and less 
collective power to participate in and inform policy and reg-
ulatory decision-making [2]. 

Despite a wealth of ongoing research, national surveys 
and more proximal state- and county-level health assess-
ments provide only limited information—primarily in 
aggregate—with very little data to characterize needs and 
priorities unique to each of the North Carolina tribes. Many 
previous health assessment methodologies also were con-
sidered by tribal members to be culturally mismatched and 
stereotypically misrepresentative of health and life within 
North Carolina’s Native communities. Culturally appropriate 
and tribe-led data collection techniques are needed to bet-
ter understand what drives the health of unique tribal com-
munities and what is needed to overcome disparity. 

Akin to challenges faced by minoritized populations 
across the United States, AI communities are underrepre-
sented in research and often overlooked in state and federal 
funding decisions, policy making processes, and establishing 
of health care priorities. In-depth and comprehensive data 
obtained at the most proximal levels are needed to identify 
tribal health concerns and optimize intervention strategies 
in alignment with the cultural identities and values of AI 
communities. Implementation of such projects should be 
fundamentally rooted in collaborative partnerships with AI 
community members and tribal leaders. Of the few success-
ful examples of research partnerships between individual 
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tribal communities and academic researchers, it is clear 
that community-engaged research approaches are essen-
tial as they are more likely to facilitate trust-building, equi-
table collaboration, and sustainable partnerships to produce 
research that is meaningful to both tribal and academic com-
munities [3]. Such approaches are well suited to increasing 
representation of AI communities in research as they draw 
on the assets of communities and are designed with the 
acknowledgment of, and desire to reduce, health disparities.  

Native Pathways to Health (NPTH) is a novel, commu-
nity-engaged project designed to enhance understanding 

of North Carolina AI health needs, priorities, assets, and 
concerns by empowering and elevating the voices of tribal 
communities through sacred forms of communication and 
community-driven data collection projects. Importantly, 
NPTH builds upon relationships and research carried out 
through the Sacred Hoop of Native Health and Wellbeing 
(SSHAW) project conducted by the University of North 
Carolina’s American Indian Center (UNC AIC). To explore 
diversity of thought and perspective within tribal commu-
nities, NPTH also focuses on the intersection of cultural 
and developmental considerations across the lifespan by 
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using intentional engagement strategies inclusive of both 
AI adults and AI youth. Although still underway, the NPTH 
project intends to bridge limitations in current knowledge 
by providing accurate documentation of the health priorities 
and concerns of North Carolina AI populations as well as 
assets they possess for directing and facilitating meaningful 
changes within each tribal community and UIO. 

Native Pathways to Health

NPTH builds upon existing community-academic part-
nerships with AI communities in North Carolina and seeks 
to leverage community strengths to better understand and 

address tribal health priorities. Support for this work includes 
collaborations with the UNC AIC and Wake Forest School 
of Medicine’s (WFSM) Office of Cancer Health Equity and 
Maya Angelou Center for Health Equity. Here we describe 
methods and preliminary findings from the first two years of 
NPTH with a focus on our Tribal Health Ambassador model, 
derived from the core principles of community-based par-
ticipatory research (CBPR), and the role of storytelling as a 
means of communicating about Native health. 

Consistent with recommendations and approaches 
described in the “North Carolina American Indian Report 
on Conducting CBPR in American Indian Communities” [4], 
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authentic engagement with tribal leaders and community 
members, followed by formation of the NPTH Tribal Health 
Ambassador model, were and are fundamental components 
of NPTH. This CBPR approach adds to the growing body of 
literature on CBPR with American Indian tribal communi-
ties. Based on the establishment of equitable partnerships 
between community members and academic researchers, 
CBPR maximizes fairness, supports bidirectional transfer 
and cocreation of knowledge, builds community capacity, 
enhances validity of research products, and facilitates real-
world translation of research into practical community set-
tings [5-10]. Beyond the core principles of CBPR, NPTH seeks 
to be not only tribally based but tribally driven. The direction 
and the ultimate products of the research are determined 
by community members and tribal leadership [11-21]. This 
tribally driven model better supports and honors the sover-
eignty of each AI community and the active power of their 
tribal governments. 

 Aligned with these principles, NPTH has two key objec-
tives: 1) to develop a clear understanding of the health needs, 
priorities, and assets of each of North Carolina’s tribal com-

munities and 2) to do so through a process designed to build 
tribal capacity to promote health in each community. The 
data collected during this work are being used to engage, 
educate, and empower each tribal community to create sus-
tainable community health action plans. To meet our objec-
tives, Year 1 was guided by the following aims:  

Aim 1: Relationship Building
Establish relationships, reaffirm trust, and garner tribal 

leadership support. Consult tribal leaders and Tribal Health 
Ambassadors (THAs) to guide cultural aspects and ensure 
study objectives align with the goals of the AI communities.  

Aim 2: Data Collection 
Collect data from the communities via culturally appro-

priate techniques and tribally driven projects. 

Aim 3: Analysis and Dissemination
Reconvene with tribal leaders and THAs to review find-

ings from aims 1 and 2 to: create data dissemination plans 
to present findings to each community, plan next steps for 
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addressing expressed health concerns unique to each tribal 
community, and discuss strategies to address health con-
cerns identified in the research.

Data from NPTH will be of value to each tribal commu-
nity and to public health researchers, as they will provide 
an understanding of specific health needs and concerns of 
communities and examine the biological, behavioral, social, 
and environmental determinants of health issues unique to 
each tribal community. The partnerships and data resulting 
from this work will inform subsequent NPTH projects featur-
ing interventions and interactions with additional research 
partners. Over time, we hope this work will assist in over-
coming historical underinvestment in North Carolina AI 
communities while also enhancing community capacity to 
influence local public health (e.g., policy makers, state and 
federal agencies, medical and health corporations). 

Methods

Tribal Health Ambassadors and Research Training 
Retreats

NPTH was designed to include members of all North 
Carolina AI tribes and UIOs. In the initial year of the proj-

ect, the NPTH academic research team (which includes fac-
ulty, staff, and well-respected members of North Carolina 
AI tribes from UNC-Chapel Hill and WFSM) partnered with 
adults and youth from North Carolina tribes and UIOs to 
form a THA Program. THAs were recruited to participate as 
paid research staff with assistance from tribal leaders who 
advertised THA positions within their specific communities. 
THAs included at least one adult and one youth from each 
tribe and UIO (N = 24), all of whom were invited to partici-
pate in a two-day research retreat featuring interactive lec-
tures, group discussions, and an overview of the research 
processes (e.g., ethics, partnerships with AI communities, 
research methods). All research procedures were approved 
by the Wake Forest Baptist Health IRB.

During the research training retreat, adult and youth 
THAs engaged in discussions regarding how to best col-
lect information about health from their tribal communi-
ties. Following the SSHAW model set forth by the UNC 
AIC, NPTH adult THAs all chose Talking Circles (a sacred 
approach for engaging in discussion) as an efficient, cultur-
ally appropriate, and engaging way to better understand 
health within each of the tribal communities. In addition to 
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Talking Circles, youth THAs also chose a variety of other 
data collection methods, including surveys, interviews, and 
filmed documentaries. Adult and youth THAs were assisted 
by trusted Talking Circle facilitators (Jeffries-Logan and 
Locklear) and the academic research team to carry out the 
design and implementation of their research methods. Youth 
THAs were encouraged to partner with adult THAs in their 
community as well as other community members who could 
prove helpful in meeting their research goals. 

THAs collaborated with the academic research team to 
assess health in their communities: adult THAs led Talking 
Circles and youth THAs designed projects following a Youth 
Participatory Action Research (YPAR) approach. Findings 
informed development of community surveys to document 
health needs, priorities, and assets; revealed unrecognized 
areas of concern; and will inform development of tribally led 
action plans in future steps.

Talking Circles with adult community participants. Talking 
Circles are a culturally appropriate and traditional way of 
fostering honest and intergenerational dialogue in Native 
communities. Facilitated by previously trained and well-
respected individuals from North Carolina’s tribal commu-
nities (Jeffries-Logan and Locklear), between two and four 
Talking Circles were held within each North Carolina AI 
tribal community and UIO. Adult THAs served as liaisons 
between the community, tribal leadership, and the research 
team, and worked with Talking Circle facilitators (Jeffries-
Logan and Locklear) to assist in planning, recruiting for, and 
facilitating Talking Circles. Talking Circles were designed to: 
1) elicit perceptions of health and health needs; 2) develop 
an understanding of each tribal community’s unique pri-
orities; 3) learn each tribal community’s unique resources, 
strengths, and sources of resilience with potential to influ-
ence health; and 4) understand how each tribal community 
perceives environmental health risks (e.g., climate issues 
and the Atlantic Coast oil pipeline) and various other social 
determinants of health. Though information shared during 
Talking Circles traditionally is considered sacred and does 
not “leave the circle,” all THAs, Talking Circle facilitators, 
and community participants agreed that themes from the 
Talking Circles could be shared with the research team and 
more broadly in community reports, academic presenta-
tions, and publications. No personal health information was 
obtained and verbatim information shared by unique partici-
pants was kept confidential. 

Youth THA Community Research Projects
Youth THAs (YTHAs) designed projects based on their 

perceptions about how best to reach and gain insights from 
youth in their own communities. After initial training on the 
research process, YTHAs were supported by research part-
ners through various methods of communication to further 
develop methods for their research projects, which included 
surveys, interviews, filmed documentaries, and Talking 
Circles. At least three of the YTHAs implemented more than 

one method in order to reach different age ranges of youth. 
YTHAs identified several common themes as health assets, 
such as the importance of tribal communities themselves 
and the strength of community ties/kinship and a desire for 
more inter-tribal and intergenerational knowledge-sharing 
about cultural practices and traditions (e.g., beading and tra-
ditional medicine). Common challenges to health included: 
mental illness, exposure to substance misuse, lack of physi-
cal activity, and lack of healthy food choices. YTHAs summa-
rized their findings in various forms, such as reports, videos, 
and PowerPoint presentations, and presented their findings 
at a YTHA retreat. An important outcome of the YTHA 
engagement in NPTH was capacity-building; there now is a 
cadre of North Carolina AI youth who have articulated the 
desire to continue this work and find new and innovative 
ways to improve all aspects of health for AI communities. 

Discussion

The Native Pathways to Health project has potential to 
yield a great deal of information about the health needs, 
priorities, and assets of AI tribal communities in North 
Carolina. Information gleaned from adult and youth THA 
projects directed an in-depth qualitative analysis of health 
issues specific to each tribal community. These data were 
compiled into community reports specific to each tribal 
community and presented for review such that THAs and 
tribal leaders reviewed, edited, and confirmed information 
pertinent to their respective tribal communities. These data 
facilitated development of a NPTH project report describing 
information unique to each community as well as similarities 
across communities. In partnership with THAs and tribal 
leadership, data from the THA projects also informed devel-
opment of a single health survey that will provide quantita-
tive data to more broadly assess tribal community health, 
including information regarding the COVID-19 pandemic 
that emerged during the course of this work. Surveys cur-
rently are being distributed to tribal members via mail and 
email, with an expectation that data collection will culmi-
nate by December 2021. Surveys will be analyzed to provide 
community-level data. 

Once complete, evaluation of the NPTH project will focus 
on documenting both qualitative and quantitative data to 
inform sustainable health improvement community action 
plans. One subsequent project already underway focuses on 
better understanding attitudes about tobacco and cigarette 
smoking among North Carolina AI communities—an impor-
tant common theme that emerged across multiple NPTH 
Talking Circles that may require implementation of unique 
interventions specific to individual tribal communities. 

Engagement of YTHAs added an innovative component 
to traditional CBPR-based projects and provided additional 
opportunities for Native youth to be involved in their own 
communities [3]. Though relatively rare, youth-focused 
CBPR is a form of research in which youth are trained to iden-
tify and analyze problems relevant to their lives [22], and 
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has potential to enhance project goals, empower youth, and 
increase access to the youth population [23-26]. Given that 
data documenting health issues in AI communities are par-
ticularly lacking as pertains to younger demographics, inclu-
sion of YTHAs was critical for NPTH as youths themselves 
are best positioned to recruit from their peers to provide 
valuable insights about health issues facing younger genera-
tions. At the same time, YTHAs had the unique opportunity 
to engage in meaningful work that contributed to their com-
munities, obtain research and leadership skills, grow their 
social and professional networks, and gain mentoring from 
working with adult THAs and NPTH project staff with whom 
they interacted during the project. 

As a result of historical and ongoing abuses commit-
ted against Native and Indigenous peoples, it is imperative 
that research entities approach data collection through 
methods that are free of exploitation, appropriation, and 
misrepresentation of their cultures, and supportive of their 
sovereignty [27, 28]. In an attempt to carry forward these 
ideals, the NPTH project was uniquely designed to follow a 
tribally driven, strengths-based, and community-partnered 
approach that supports sustainable health. All research 
processes were led or informed by tribal community mem-
bers as equal partners in the research process, and were 
designed to support data sovereignty such that each tribal 
community or UIO retains ownership over the data collected 
in their respective communities.   

Megan B. Irby, PhD assistant professor, Department of Psychiatry and 
Behavioral Medicine, Wake Forest School of Medicine, Winston-Salem, 
North Carolina. 
Parissa J. Ballard, PhD assistant professor, Department of Family and 
Community Medicine, Wake Forest School of Medicine, Winston-Salem, 
North Carolina.
Tony Locklear, MS doctoral student, University of North Carolina at 
Greensboro, Greensboro, North Carolina.
Vivette Jeffries-Logan, MS equity, leadership, and organizational devel-
opment consultant, Biwa Consulting; cultural educator and ambassador; 
citizen of the Occaneechi Band of the Saponi Nation, Burlington, North 
Carolina. 
Teryn Brewington, BS project manager, American Indian Center, 
University of North Carolina at Chapel Hill, Chapel Hill, North Carolina.
Randi Byrd, MPH project manager, American Indian Center, University 
of North Carolina at Chapel Hill, Chapel Hill, North Carolina.
Charlene Hunt, BS project manager, Office of Cancer Health Equity, 
Comprehensive Cancer Center, Wake Forest School of Medicine, 
Winston-Salem, North Carolina.
Sarah Langdon, MPH program manager, Maya Angelou Center for 
Health Equity, Wake Forest School of Medicine, Winston-Salem, North 
Carolina.
Ronny Bell, PhD professor, Office of Cancer Health Equity, Comprehensive 
Cancer Center, Wake Forest School of Medicine, Winston-Salem, North 
Carolina.

Acknowledgments
We acknowledge and are grateful for the many efforts of the Tribal 

Health Ambassadors and tribal leaders who collaborated to support the 
Native Pathways to Health project: Gianni Lacey-Howard (Occaneechi 
Band of the Saponi Nation), Ny’Kaylah Watson (Metrolina), Tabitha 
Richardson (Triangle Native), Sierra Mullins (Lumbee), Cole Powers 
(Sappony), Rakyah Jacobs (Waccamaw-Siouan), Faith Jacobs 
(Waccamaw-Siouan), Taylara Faircloth (Coharie), Ramah Melton 
(Meherrin), Briana Howard (Meherrin), Cheyenna Francis (Haliwa-
Saponi), Vickie Jeffries (Occaneechi Band of the Sapponi Nation), 

Jasmine Bullard (Triangle Native), Gwen Mohler (Metrolina), Brittany 
Hunt (Metrolina), David Dial (Lumbee), Teryn Brewington (Sappony), 
Darlene Graham (Waccamaw-Siouan), Sue Jacobs (Waccamaw-
Siouan), Tabitha Brewer (Coharie), Janeatta Melton (Meherrin), Justin 
Cowan (Meherrin), Trassie Hewlin (Haliwa-Saponi), and Greg Jacobs 
(Coharie).

This work is supported by funding from the Kate B. Reynolds 
Charitable Trust and Blue Cross Blue Shield of North Carolina.

Disclosure of interests. R.A.B. serves as a scientific editor for the 
North Carolina Medical Journal, editing articles for the original research 
section of the publication. He assisted in the planning of this issue and 
reviewed each article. All articles were edited by Editor-in-Chief Peter 
Morris and Managing Editor Kaitln Phillips. No further interests were 
disclosed.

References
1.	 2020 Census Demographic Data Map Viewer. U.S. Census Bureau. 

Published August 12, 2021. Accessed September 23, 2021. https://
www.census.gov/library/visualizations/2021/geo/demographic-
mapviewer.html

2.	 US Census Bureau. Data Profiles of the North Carolina American 
Indian population. https://ncaihb.org/pub/Data%20Profiles%20
of%20NC%20American%20Indian%20Population.pdf. Published 
June 2012. 

3.	 Kim KK, Ngo V, Gilkison G, Hillman L, Sowerwine J, Karuk Youth 
Leaders. Native American youth citizen scientists uncovering com-
munity health and food security priorities. Health Promot Pract. 
2020;21(1):80–90. doi: 10.1177/1524839919852098

4.	 Rink E, Knight K, Ellis C, et al. Using community-based participa-
tory research to design, conduct, and evaluate randomized con-
trolled trials with American Indian communities. Implemen Eval. 
2020;17:200099. doi: http://dx.doi.org/10.5888/pcd17.200099

5.	 Wallerstein N, Duran B. Community-based participatory research 
contributions to intervention research: the intersection of sci-
ence and practice to improve health equity. Am J Public Health. 
2010;100(suppl 1):S40–S46. doi: 10.2105/AJPH.2009.184036

6.	 Woodbury RB, Ketchum S, Hiratsuka VY, Spicer P. Health-relat-
ed participatory research in American Indian and Alaska Native 
Communities: a scoping review. Int J Environ Res Public Health. 
2019;16(16):2969. doi:10.3390/ijerph16162969

7.	 Hearod JB, Wetherill MS, Salvatore AL, Jernigan VBB. Community-
based participatory intervention research with American Indian 
communities: what is the state of the science? Curr Dev Nutr. 
2019;3(suppl 2):39–52. doi: 10.1093/cdn/nzz008

8.	 Jernigan VBB. Community-based participatory research with 
Native American communities: the Chronic Disease Self-Man-
agement Program. Health Promot Pract. 2010;11(6):888–899. 
doi:10.1177/1524839909333374

9.	 Horn K, McCracken L, Dino G, Brayboy M. Applying commu-
nity-based participatory research principles to the develop-
ment of a smoking-cessation program for American Indian 
teens: “telling our story”. Health Educ Behav. 2008;35(1):44–69. 
doi:10.1177/1090198105285372 

10.	Mariella P, Brown E, Carter M. Tribally-driven participatory research: 
state of the practice and potential strategies for the future. J Health 
Dispar Res Pract. 2009;3(2):Article 4. https://digitalscholarship.
unlv.edu/jhdrp/vol3/iss2/4

11.	 Davis SM, Reid R. Practicing participatory research in American In-
dian communities. Am J Clin Nutr. 1999;69(suppl 4):755–759S. doi: 
10.1093/ajcn/69.4.755S

12.	 American Indian Law Center, Model Tribal Research Code, Third 
Edition. Published September 1999. Accessed September 29, 2021. 
https://www.sprc.org/sites/default/files/resource-program/Mod-
elTribalResearchCode1999.pdf 

13.	 Fisher PA, Ball TJ. Tribal participatory research: mechanisms of a 
collaborative model. Am J Community Psychol. 2003;32(3–4):207–
216. doi: 10.1023/b:ajcp.0000004742.39858.c5 

14.	Macaulay AC. Ethics of research in Native communities. Can Fam 
Physician. 1994;40:1888–1890. 

15.	 Burhansstipanov L. Native American community-based cancer proj-
ects: theory versus reality. Cancer Control. 1999; 6(6):620–626. doi: 
10.1177/107327489900600618

16.	 Ortiz SJ. From Sand Creek. University of Arizona Press; 2000. 



405NCMJ vol. 82, no. 6
ncmedicaljournal.com

17.	 Edwards K, Lund C, Gibson N. Ethical validity: expecting the unex-
pected in community-based research. Pimatisiwin. 2008;6(3).

18.	 Macaulay AC, Delormier T, McComber AM, et al. Participatory re-
search with Native community of Nahnawake created innovative 
Code of Research Ethics. Can J Public Health. 1998;89(2):105–108. 
doi: 10.1007/BF03404399

19.	 World Health Organization, 2003
20.	Letendre A, Caine V. Shifting from reading to questioning: some 

thoughts around ethics, research, and Aboriginal peoples. Pimatisi-
win. 2004;3:1–32.

21.	 Salsberg J, Louttit S, McComber AM, et al. Knowledge, capacity, 
and readiness: translating successful experiences in community-
based participatory research for health promotion. Pimatisiwin. 
2007;5(2).

22.	Jacquez F, Vaughn LM, Wagner E. Youth as partners, participants 
or passive recipients: a review of children and adolescents in com-
munity-based participatory research (CBPR). Am J Community Psy-
chol. 2013;51(1–2):176–189. doi: 10.1007/s10464-012-9533-7

23.	Ozer EJ. Youth-led participatory action research: developmental and 
equity perspectives. Adv Child Dev Behav. 2016;50:189–207. doi: 

10.1016/bs.acdb.2015.11.006
24.	Ozer EJ. Youth-led participatory action research: overview and 

potential for enhancing adolescent development. Child Dev Pers. 
2017;11(3):173–177. https://doi.org/10.1111/cdep.12228

25.	Ozer EJ, Piat AA. Youth-Led Participatory Action Research (YPAR): 
Principles Applied to the U.S. and Diverse Global Settings. In Waller-
stein N, Duran B, Oetzel JG, Minkler M, eds. Community-Based Par-
ticipatory Research for Health: Advancing Social and Health Equity. 
3rd ed. Wiley; 2017.

26.	Powers JL, Tiffany JS. Engaging youth in participatory research and 
evaluation. J Public Health Manag Pract. 2006;12(suppl):S79–S87. 
doi: 10.1097/00124784-200611001-00015

27.	Marley T. Indigenous data sovereignty: university institutional re-
view board policies and guidelines and research with American 
Indian and Alaska Native communities. American Behavioral Scien-
tist. 2019;63(6):722–742. doi: 10.1177/0002764218799130

28.	Harding A, Harper B, Stone D, et al. Conducting research with tribal 
communities: sovereignty, ethics, and data-sharing issues. Environ 
Health Perspect. 2012;120(1):6–10. doi: 10.1289/ehp.1103904


