
UNC Lineberger Cancer Network Presented on September 8, 2021

For Educational Use Only 1

Recognizing land and sovereignty of Native nations 

1

1

Native protocol: Establishing relationality

1 - Mother’s clan - “I am” 
(Coyote pass - Ma'ii deizhgiizhnii)

2 - Father’s clan - ”Born for” 
(Sleeprock people -
Tsenahabiłnii)
3  - Maternal grandparents clan 
(Coyote pass - Ma'ii deizhgiizhnii)

4  - Paternal grandparents clan
(Many hogans - Hoghanłani)

Please do not duplicate
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Traditional practice of introductions rooted in relationality 
and kinship

2

Improving access and 
treatment in American Indian/ 
Alaskan Natives (AIAN)
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Great diversity among AIANs

� 574 federally recognized tribes

� Different culture, location, language and 
beliefs

� Primary healthcare provided by the 
Indian Health Service
� Must be enrolled members of federally 

recognized tribe

� Must reside on/near reservation within a 
contract health service delivery area
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Urban AIANs

� The majority of AIAN 
persons reside in urban areas

� Outside of the Indian Health 
Service, AIAN have the 
lowest rate of private health 
insurance of any racial/ethnic 
group

73%
27%

AIAN population

Urban Tribal  lands

Insurance status
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AIAN breast cancer mortality

Adjusted for patient + 
disease characteristics

Adjusted for patient + 
disease characteristics + 
Charlson score

HR (95% CI) HR (95% CI)

All-cause mortality 1.52 (1.17-1.99) 1.47 (1.13–1.92)

Cancer–specific 
mortality

1.31 (0.89–1.95) 1.31 (0.88–1.94)

Emerson MA et al. Cancer Res. 2017
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Initiation and adherence to 
adjuvant endocrine therapy (AET) 
among insured, urban AIAN
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Breast cancer mortality is not decreasing in AI/AN women

Am erican Cancer Society. Breast Cancer Facts & F igures 2019-2020. Atlanta: Am erican Cancer Society, Inc. 
2019.

Treatment information
• 73% of urban AIAN may access 

care outside of the Indian Health 
Service units

• Majority lack treatment information
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Objective

To evaluate whether AET initiation and adherence were lower among AIAN 
than other races/ethnicities
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Source population: 
Kaiser Permanente Northern California 

• Over 3.9 million currently active members
• Membership comprises approximately one-third of the 

population of California’s San Francisco Bay Area and Central 
Valley
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23,680 AET eligible (first primary, stage I-III, hormone receptor-positive 
breast cancers) patients from 1997 to 2014

Exposure
Race/ethnicity

Outcomes
AET-initiation

AET-adherence

Participants and analysis overview
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Outcome measurement

� AET initiation (women who started treatment as prescribed)

X X

Continuous KPNC 
enrollment & drug 
coverage required

Breast cancer 
diagnosis

-2 years

Date of first 
prescription fill

X

AET-initiation

AET-initiation: ≥1 
prescription fill(s)

-1 year index date +1 year

AET-adherence 
(period 1)

AET-adherence: Proportion of days covered (PDC), 
where ≥ 80% = adherent

End of 
follow-up 
period 1

AET-adherence 
(period 2)

X
+2 years

End of 
follow-up 
period 2

… AET-adherence
(period 5)

…

X
+5 years…

End of 
follow-up 
period 5
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Outcome measurement

� AET initiation (women who started treatment as prescribed)

� AET adherence (women who continued treatment as prescribed)

X X

Continuous KPNC 
enrollment & drug 
coverage required

Breast cancer 
diagnosis

-2 years

Date of first 
prescription fill

X

AET-initiation

AET-initiation: ≥1 
prescription fill(s)

-1 year index date +1 year

AET-adherence 
(period 1)

AET-adherence: Proportion of days covered (PDC), 
where ≥ 80% = adherent

End of 
follow-up 
period 1

AET-adherence 
(period 2)

X
+2 years

End of 
follow-up 
period 2

… AET-adherence
(period 5)

…

X
+5 years…

End of 
follow-up 
period 5
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Low AET initiation among AIAN

83% were AET initiators 

� AIAN women had the second 
lowest AET initiation

Race %

API 84.7

Hispanic 83.0

White 82.5

AIAN 78.6

Black 78.0

15
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AET adherence by race over 5 years
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AIAN AET-adherence
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51%

17

AET treatment gap

At the end of the 5-year period, total 
underutilization (combining initiation and 
adherence) in AET eligible was greatest 
among AIAN (70.6%)

Race %

API 52.3

White 58.7

Hispanic 63.2

Black 69.6

AIAN 70.6

18
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The takeaways

� Our results suggest that AET initiation and adherence are particularly 
low for insured, urban AIAN women

� Results may represent a “best-case scenario” for access yet still 
highlights substantial racial disparities

� Interventions that address barriers specific to AIAN women are needed

19
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53,819mi2

20
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53,819mi2

27,413mi2
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ADDITIONAL BARRIERS FOR AIAN 
POPULATIONS

Map by Alex Newman/Al Jazeera America & Marc Emerson Map by Google Maps https://www.google.com/maps/place/Navajo+Nation

NM

UT

AZ

CO

Shiprock
●

●

209 mi
3 hr 30 min

28 mi
34 min

●

📍

📍
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Treatment initiation Treatment duration

Surgery ChemotherapyRadiation

Diagnosed First treatment

Time

Last treatment

≤60 days = timely
>60 days = delayed

Q4

Timely

Prolonged

Treatment initiation Treatment duration

Surgery ChemotherapyRadiation

Diagnosed First treatment

Time

Last 
treatment

≤60 days = timely
>60 days = delayed

Q4

Timely

Prolonged

OUTCOME: TREATMENT DELAYS

23

23

BREAST CANCER TREATMENT DELAYS 
CAN COMPOUND

Emerson MA et al. Cancer. 2020
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TREATMENT DURATION EXPOSES 
FURTHER COMPOUNDING BY RACE

Delayed treatment initiation
(>60 days diagnosis to 1st treatment)

Prolonged treatment duration
(Highest quartile)

Latent Classes:

10.6
14.4

9.8

16.4

26.2

32.9 32.2

42.6
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Treatment Initiation Delay
(>60 days)

Prolonged Treatment Duration
(highest quartile)
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THE TAKEAWAYS

� Black women experienced greater delays 

� Treatment duration a valuable measure of care
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IN PROGRESS: RESEARCH AT JOHNS 
HOPKINS 

� Gathering mixed methods data on 
barriers and facilitators to cancer 
screening, community strengths, and 
connections to care among AI 
communities

� Goal: create interventions to reduce 
cancer screening disparities

27

Cancer care project: Steering committee 

27



UNC Lineberger Cancer Network Presented on September 8, 2021

For Educational Use Only 10

MEETING THE CANCER PREVENTION 
AND CARE NEEDS OF NORTH 

CAROLINA’S INDIGENOUS COMMUNITIES

Ronny A. Bell, PhD, MS
Professor of Social Sciences and Health Policy

Wake Forest School of Medicine
Director, Office of Cancer Health Equity

Wake Forest Baptist Comprehensive Cancer Center
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https://schs.dph.ncdhhs.gov/schs/CCR/incidence/2019/2019-5Year-CancerIncidenceByRaceEthnicity-v2.pdf

32

https://schs.dph.ncdhhs.gov/schs/CCR/2015-2019-NC-MortalitybyRaceandEthnicity-v5.pdf

33

https://schs.dph.ncdhhs.gov/schs/CCR/incidence/2019/2019-5Year-CancerIncidenceByRaceEthnicity-v2.pdf
https://schs.dph.ncdhhs.gov/schs/CCR/2015-2019-NC-MortalitybyRaceandEthnicity-v5.pdf
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Reducing the Burden of Cancer in North Carolina 2017

34

https://schs.dph.ncdhhs.gov/SCHS/pdf/MinorityHealthReport_Web_2018.pdf

35
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https://publichealth.nc.gov/chronicdiseaseandinjury/cancerpreventionandcontrol/docs/ReducingtheBurdenofCancerResourceGuide.pdf
https://schs.dph.ncdhhs.gov/SCHS/pdf/MinorityHealthReport_Web_2018.pdf
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https://schs.dph.ncdhhs.gov/schs/pdf/schs159.pdf
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19% increase

39

https://schs.dph.ncdhhs.gov/schs/pdf/schs159.pdf
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https://americanindiancenter.unc.edu/initiative/healthy-native-north-carolinians/

40
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https://americanindiancenter.unc.edu/initiative/healthy-native-north-carolinians/
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https://centerfornativehealth.org/
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NCAIHB MISSION

We are focused on promoting quality 
health care and healthy lifestyles 
within American Indian families and 
communities in North Carolina 
through research, education and 
advocacy.

45

https://centerfornativehealth.org/
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AI CANCER 
DISPARITIES
• Currently, cancer is the 

leading cause of death for 
AIs living in North 
Carolina

• There is a very low rate 
of cancer screenings for 
early detection in AI 
communities

• Many AI’s are using 
tobacco outside of 
ceremonial contexts

• AI men are TWICE as 
likely than white men to 
die from prostate cancer
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PROSTATE CANCER IN INDIAN COUNTRY:  
LUMBEE MEN SPEAK OUT
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MEETING THE CANCER PREVENTION AND 
CARE NEEDS OF NORTH CAROLINA’S 

INDIGENOUS COMMUNITIES

�Accurate cancer data
�Tribally-specific data

�Cancer screening data
�Cancer care data

�Cancer survivorship data
�Evidence-based intervention data
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