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Spread the Word!
Do you enjoy our webinars and feel others may benefit, too?
Help us spread the word!
Become a promoter:
Receive special emails to share within your organization!
Follow our social channels:
B reonconoin (@
Send questions to unclcn@unc.edu or (919) 445-1000.
Thank you for spreading the word!
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Improving Al/AN
Cancer:Surveillance Data in the US

Our Presenter

Melissa A, Jim, MPH (Diné) graduated from the MPH
program at the University of New Mexico School of
Medicine in 2004. She has been an EpicemIologist with
he Cancer Surveillance Branch In the Division of Cancer
Prevention and Control at the Centers for Disease
Control and Prevention in Abuguerque, NM since 2005,
She conducts data linkages between all central cancer
registries in the United States with the indian Healtn
= Service (IHS) patient registration dalabase, with resuits.
% $0 Significant that the Snkage Nas become dn annual
Melissa Jim, w0 central cancer reg/siry requirement. She Is co-Pl on a
project invohving the Bnkage of the National Death Index
which i maintained by the National Centor for Health
Statistics with the IHS patient registration database to
improve the quality of race data for death records. She
also provides technical assistance and anahtic support
10 HIS and tribal organizations, Prioe 10 working for COC
she worked at the New Mexico Jumor Registry for 5
years

Our Presenter
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5 Melissa A. Jim, MPH (Diné) graduated from the MPH program
s at the University of New Mexico School of Medicine in 2004,

4 She has been an Epidemiologist with the Centers for Disease
« Control and Prevention in Albuquerque, NM since 2005.

3 She conducts data linkages between all central cancer
« registries in the United States with the Indian Health Service
(IHS) patient registration database.

2 She also provides technical assistance and analytic support
» to IHS and tribal organizations.

1 Prior to working for CDC she worked at the New Mexico Tumor
»  Registry for 5 years.
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ACCME Disclosure
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or Services of & commerclal interest with wi 35 9 financiat
reiationship. The rs and planners of \r s leaming activity have
not disclosed & t financial relationships with any commercial
interests pertai S activity
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ACCME
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SAICEP is the abbreviation for Southeastern American Indian Cancer Health Equity
Partnership
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~ Cancer
Preventior
Works

Improving American Indian/Alaska Native (Al/AN)
cancer surveillance data in the United States

Melissa A. Jim, MPH (Diné) SAICEP Webinar
Epidemiologist May 1
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Overview

* Background
* United States Cancer Statistics
* Methods to improve the estimation of cancer burden among Al/AN
1) IHS Linkage
2) Restriction to IHS Purchased/Referred Care Delivery Area (PRCDA)
counties
3) Restriction to non-Hispanic populations

* USCS Data Visualization Tool

Division of Cancer Prevention and Control

= ABQ Staff
Office of the
Director

Cancer

Comprehensive Epidemiology
Cancer Control and Applied
Branch Research Branch

Program Services

Surveillance

Branch Branch

Cancer Prevention and National Breast and

Control Research Network

National Program of
Cancer Registries

Stephanie Melkonian

National Comprehensive

Cervical Early Detection
Program

Cancer Control Program

Colorectal Cancer

Control

Background
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Background

* Race misclassification of AI/AN occurs in
cancer surveillance & vital statistics
databases

* More AI/AN are misclassified as another race on
death certificate records than other race groups - -

* Results in underestimates of cancer incidence &
death rates among AI/AN

* This project compared self-report Census race to
race on the death certificate

* Only 55% of those who self-reported as
AI/AN were coded as AI/AN on the death
certificate

* 41% of those who self-reported as AI/AN
were coded as White on the death certificate

Reliable.

Al/AN cancer incidence, 1992-1999

60

* 12 SEER geographic areas 50
* AK, Atlanta, CT, Detroit, HI, IA, Los
Angeles, NM, San Francisco-Oakland, o

San Jose-Monterrey, Seattle-Puget
Sound, and UT
* 818,685 AI/AN cases
* 32% lived in NM
* 21% lived in AK
* 12% lived in Seattle-Puget Sound o
* 11% lived in Los Angeles

Rate (per 100,000)

AURN Whie
=Mdes mFandes

CDC'’s role in cancer surveillance

24
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Cancer surveillance in the United States

u m cs Covers 100% of U.S. population

U.S. Cancer Statistics
Registries submitting data to COC and NCI, 2021

E -Elq‘" & 4

T B
i v . . ’ ,f.w:-

OISR (48%)

cocana
» e o

25

Improving cancer
surveillance data in
Al/AN populations

26

Method 1: Link with IHS administrative records

* Link administrative records from IHS with cancer records from:
* CDC’s National Program of Cancer Registries (NPCR)
* NCI’s Surveillance, Epidemiology, and End Results (SEER)
« Identify AlI/AN cases misclassified as non-Al/AN
* Results captured in IHS Link (NAACCR data item 192) in NPCR & SEER annual

data submissions

* Race recode (Racel, Race2, and IHS Link)

* Various USCS databases
« USCS AI/AN Incidence Analytic Database (AIAD)

* Various SEER databases

For Educational Use Only
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IHS-NPCR/SEER Linkage Schedule

[ Link every year  [_] Link every 5 years (CY2026)

Number of Al/AN individuals identified by IHS linkage for
2006 data submission

B Pre-link ® Post-link

3,310 N

8,000 -
128

6,000

4,000

2,000 .

0
Alaska East Northern Southern  Pacific Coast ~ Southwest

Plains Plains

Al/AN cancer rates for all cancer sites combined by IHS
Region, Males and Females, 1999-2004
N ik mpostiin
511 511 =
51.0 ------------------------------- B eeeemeeeeseseaarneeeeasaaans o rrerrnnraes
g”“ 83
8 3127
Emu 286.1
[ | DO [T | FRRNYAR TRRNRR RN PO P =
o 141.1 ]WB
00 I
o
Alaska Eag Northern Southern Pacific Coast Sou thwest US NHW 1992 -1999
Plains Plains SEERCSR
AVAN
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Method 2: Restriction to IHS Purchased/Referred Care
Delivery Areas (PRCDA)

Aaska

Southern Plains

2
g
B0

Reliable. Tru:

Sensitivity & classification ratios for decedents that linked
to IHS: US, NPCR/SEER, 1990-2009

‘ Sensitivity

T T T . e
[ omson [ woncuson [ emsoa [ Wenchson | (s were

Male and Female 76 390 129 256 correctly classified by
Male 73 398 129 251 cancer registries
Female 79 384 128 260
Northern plains 882 714 113 140 Classification ratio
Aaska 9.4 NA 101 NA + IHS linkage identified
Southern Plains 562 139 178 722 an additional X% of
Southwest 891 632 112 158 AV/AN cases
Pacific Coast 86.6 57 115 175 compared to cancer
registries alone
east s28 152 190 6.60
Urban 729 416 137 240
Less misclassification in
Rural 808 s2.1 124 192

CHSDA counties

Jim MA, Arias E, Seneca DS, Hoopes MJ, Jim CC, Johnson NJ, Wiggins CL. Racial Misclassification of American Indians and Alaska Natives by Indian
Health Service Contract Health Service Delivery Area. Am J Public Health. 2014; 104:5295-5302

Sensitivity & classification ratios for decedents that linked
to IHS: US, IHS-NVSS, 1990-2009

Male and Female 836 sas 120 182 Sensitivity better in
Male 843 559 119 179 CHSDA counties

Female 827 516 121 187

Northern plains 919 742 109 135

Alaska 935 NA 107 NA Classification ratios

Southern Plains 653 384 153 261 reflect significantly

Southwest 943 723 106 138 better agreement

Pacific Coast 752 529 133 189 between IHS and the

e 832 388 120 257 death certificate in

Urban 77.8 55.4 1.29 181 CHSDA counties

Rural 871 531 115 148

Jim MA, Arias E, Seneca DS, Hoopes MJ, Jim CC, Johnson NJ, Wiggins CL. Racial Misclassification of American Indians and Alaska Natives by Indian
Health Service Contract Health Service Delivery Area. Am J Public Health. 2014; 104:5295-5302

For Educational Use Only
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Male and Female 688 283
Male 97 302

Female 678 268

Northern plains 855 386
Alaska 953 NA
Southern plains a6 299
Southwest 799 28
Pacific Coast 649 107
East 123 289
Urban 95 22
Rural 814 369

Sensitivity & classification ratios for self-reported Al/AN decedents:
US, National Longitudinal Mortality Study, 1990-2002

NS NRGREHSGAN INNCHESAN GRCHEOAN A1/AN decedents were

Jim MA, Arias E, Seneca DS, Hoopes MJ, Jim CC, Johnson NJ, Wiggins CL. Racial Misclassification of American Indians and Alaska Natives by Indian
Health Service Contract Health Service Delivery Area. Am J Public Health. 2014; 104:5295-5302

118 181 significantly more likely
120 177 to be classified on death
116 1.84 certificates in CHSDA
1.00 1.20 than in non-CHSDA

0.96 NA counties

151 200

118 118

116 334 An exception in the
334 190 East - likely due to

136 146 small sample size

108 178

* After edits & imputations

Modified race 2000 2010
Hispanic AVAN ;39% 1 115%
Hispanic APl 1 99% 1 152%

100

- =100 per 100,000

100,000 100

Rate decreases when:
+ Numerator stays the same
+ Denominator increases

Method 3: Restriction to non-Hispanic population

* Modified race process increasing size of Hispanic AI/AN & API populations

---------- = 71.9 per 100,000
139,000

100

—eeeeeene- = 46.5 per 100,000
215,000

®NHW Rate ™ Whit e Rate

All malignant cancer sites combined, US, PRCDA, 2013-2017

®NH-AVANRate ®=AVAN Rate

700

-142 cases
600

-80 cases -17 cases

a
8

.
8

@
8

Rate per 100,00

Northern Alaska Southermn
Plains Plains

-1,334 cases

Pacific East Sou thwest Us
Coast

Reliable.

For Educational Use Only
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USCS AI/AN Incidence Analytic Database (USCS AIAD)

hito d cancer/uscs/about/tools/AIAN-incidence-analvtic-db htm

+ Aggregated at IHS Region

o Northern Plains

o Alaska

o Southern Plains

o Pacific Coast

o East

o Southwest

ous
* Race recode that incorporates IHSLink
* PRCDA county flag 5 (
* Includes data for 1999-2021 dx years PREOA county Southem Plans

* AI/AN Data Briefs

* o

mcmm- Disease Control ond Provention “s*cs
by atisties

Sl
3 - - ’
Methods to improve AI/AN USCS Data Vi USCS Data Viz - AI/AN Incidence
cancer data Analytic ase module#*
Yes

iz*
1) IHS Linkage Yes
2) Restrict to PRCDA counties No Yes
3) Restrict to non-Hispanic AVAN No Yes
‘w son/Cancer/ state-and data for American Indian and Alaska Native persons are not

presented for states that opted not to present these data: linois, Kansas, New Jersey, New York, and North Dakota.
B2l iR ou Cancer/USCS/ARNY - data for all states include

oivision of Cancer Prevention and Control Reliable. Trusted. Scientifi

38

) All American Indian/Alaska Native cancer data is accurate.

False

o

- o conent. s e i e

39
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F ]

] =

) Cancer Incidence means the number of new cases for a given cancer.

I « potencrovavs -
= i _|
F ]

] =

) AI/AN rates of cancer are the same across the United States.

I « potencrovavs -

= i _|

41

USCS Data Visualization Tool —
AlI/AN restricted to PRCDA only

42

For Educational Use Only
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- B0
AR i et e usucs

American Indian and Alaska Native, Non-Hispanic restricted to PR!'

only

Click to get
direct link
if you want
to copy
webpage
with your
selections

Download chart as .pptx file or table as .csv file

American Indian and Alaska Native, Non-Hispanic White, Non-Hispanic

Click on Chart or Table and the option picked will be displayed

ntion and ¢

American Indian and Alrska Native, Non-Hispanic, United States, 2016-2020

For Educational Use Only
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Results from ITCMI Tribal Linkage, 1995-2004

BITCMI linked non-Al/AN
BIHS linked non-AI/AN
mAI/AN

1400

1200

1000

# of Individuals

MIState Cancer Registry

JC Johnson, AS Soliman, D Tadgerson, GE Copeland, DA Seefeld, NL Pingator

M Banerjee, MA Roubidoux. Tribal Linkage and Race Data
ty for Ame ¥ Stete Cancer Regist, A 1 Prev Med 2009 ssraw se9-554

Data Dissemination Strategies

48

For Educational Use Only
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Cancer among the Navajo

Les://necnavaio-nsn.gov/Portals/Q/Reports/NavaioCancerReport

* Report produced in response to professional &
community concerns that cancer may be
increasing among the Navajo

+ 3rd report recently completed

* 2014-2018
+ Data sources:
* Arizona Cancer Registry
* New Mexico Tumor Registry
* USCS AI/AN Incidence Analytic DB
* US Mortality Data

cer Prevention and C

Cancer among the Haudenosaunee (People of the

Longhouse)
* Utilize national datasets (USCS AIAD « Previous publication
and USCS AMD) to provide an accurate * Haring RC, Jim MA, Erwin D, Kaur J,
picture of health disparities for all Henry WAE, Haring ML, Seneca DS
enrolled and non-enrolled members of Mortality disparities: A Comparison
the Haudenosaunee with the Haudenosaunee in New York
State. Cancer Health Disparities. 2018
* Provide data for modifying j2:e1-e20
interventions and health systems
* Analysis restricted to counties that * Upcoming Publication
comprise the following territories: * Breast and Prostate Cancer Incidence

* Allegany

+ Cattaraugus

Collaborator- Roswell Park Comprehensive
Cancer Center: Center for Indigenous
Health Researct

« Ol springs
+ Oneida Indian Nation
+ Onondaga

© st Regis Mohawk

+ Tonawanda

+ Tuscarora

cer Prevention and C fentific

USCS Data Briefs Publications That Use U.S. Cancer Statistics Data | CDC

_ https://www.cdc.gov/cancer/uscs/about/publications.htm

cer Prevention and C

For Educational Use Only
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https://nec.navajo-nsn.gov/Portals/0/Reports/NavajoCancerReport%2013Nov2023.pdf
https://www.cdc.gov/cancer/uscs/about/publications.htm
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Al/AN Cancer Data 101

Majer se qroapiogs

T —

| _Ai3]

* Webinar for Tribal Epi Centers
* Topics covered:
 IHS-NPCR/SEER Linkage
* Race recode
* Cancer site groupings
* Cancer data sources
« AI/AN Cancer Incidence
* IHS-NDI Linkage
* Update

Manuscripts (planned and

cdc.gov/cancer/uscs/about/publicatio

in-process)

e

* Kidney cancer (accepted by not published yet)
+ USCS AI/AN Mortality Database
+ Leading causes of death, 2020
* IHS Region
* IHS Area
* Urban
+ COVID-19, 2020
« IHS Region
« IHS Area
* Urban

SCS/index.asoxit!/resul

o

Supplements

* IHS-NDI linkage and IHS-NPCR/SEER linkage
(cancer papers)

aioh.aphapublications.ore/toc/aiph/104/53

* IHS-NPCR/SEER Linkage

onlinelibrary.wilev.com/doi/ful

. it
10

"

PUBLIC
HEALTH

For Educational Use Only
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https://www.cdc.gov/cancer/uscs/about/publications.htm
https://nccd.cdc.gov/DCPC_SCS/index.aspx
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https://ajph.aphapublications.org/toc/ajph/104/S3
https://acsjournals.onlinelibrary.wiley.com/doi/full/10.1002/cncr.23729
https://acsjournals.onlinelibrary.wiley.com/doi/full/10.1002/cncr.23729

UNC Lineberger Cancer Network

Life expectancy at birth by sex in CHSDA counties, 2007-
2009

Females
NH-AVAN *
= NH-Black **
m NHW **
Males

= Hispa nic **

[ 20 40 60 80 100
Age (years)
*2007-2009
** 2008
Arias E, Xu J, Jim MA. Period Life Tables for the Non-Hispanic American Indian and Alaska Native Population, 2007-
2009. Am J Public Health. 2014;104:5312-5319.

Division of Cancer Prevention and Control Reliable. Trusted. Scientific

Top 10 cancer causes of cancer death for Al/AN Males by IHS Region:
Aicancrs i cancers cacers Aicancers Al cacers Ricaners Ricaners
e i et o7 s T it
1 Lung (1) Lung (1) Lung (1) Lung (1) Lung (1) Lung (1) Lung (1)
i e 5 i o5 o it
2 Colorectal (3) Colorectal (2) Colorectal (2) Prostate (2) Colorectal (3) Colorectal (3) Colorectal (3)
Toir T T Q5 T frid i
3 Prosate 1 Somacn i) Prostate ) Corecal 61 Posate 2 Prosate @ Posate 2
o prit 1500 oo 0% ] o
4 Liver (10) Pancreas (4) Kidney (8) ‘Stomach (14) Liver (9) Liver (8) Liver (8)
e i p i it T pi
5 Kidney (8) Prostate (3) Liver (9) Liver (8) Pancreas (4) ‘Stomach (1) Kidney (10)
o 0% 2 2ot 0 50 o
6 Pancreas (4) Liver (7) Pancreas (4) Kidney (10} Esophagus (6) Pancreas (4) Pancreas (4)
G5 5 o5 5 15 oo 0%
7 Esophagus (6) ‘Esophagus (6) Esophagus (6) Pancreas (4) Kidney (10} Kidney (9) ‘Stomach (14)
¥ {3 ¥ ot {2 pi) T
8 ‘Stomach (13) (10) NHL(S) NHL(5) NHL(5) [ Usinary Bladder §7) Esophagus (6)
T Tob 120 Ok a7 R 106
9 ‘Stomach (14) Esophagus (6) ‘Stomach (14) Esophagus (6) NHL(S)
o orer i s o2+
10 Brain (10) « Myelema (13) ~ Brain (8) NHL(5) Brain (9)
o TR . (5 o Yy
Statistcally sgnificant
White MC, Espey DK, Swan J, Wiggins CL, Eheman C, Kour 15 Dispartis In Cancer Mortality and Incidence Among American Indians and Alaska Natives
in the United States. Am J Publc Health. 2014;104:5377-5387.

56

Annual age-adjusted all cause death rates for AI/AN and NHW, Males,
CHSDA counties, Joinpoint trend lines, 1990-2009

100

100 | ———— — a
120
g 100 \N\\.
P Aserage Perceni Change, = MAN-mde rate

i
h AI/AN Males (-0.2) —— KA N-mde trend
a o NHW Males (-1.3%)

 NHW-mde rate
o Lrend Comparison —NHW-mde wend
20

190 191 192 193 194 195 196 197 198 199 200 201 202 203 204 205 206 207 208 209
*Annual Percent Change in rates during 1990-2009 is significant at alpha=0.05

tDifference in Average Annual Percent Change between AI/AN and NHW during last 10 years (2000-2009) is significant at alpha=0.05
White MC, Espey DK, Swan J, Wiggins CL, Eheman C, Kaur JS. Disparities in Cancer Mortality and Incidence Among American Indians and Alaska Natives
in the United States. Am J Public Health. 2014;104:5377-5387.

oivision of Cancer Prevention and Control Reliable. Trusted. Scientifi

57

For Educational Use Only




UNC Lineberger Cancer Network

Top 10 cancer causes of cancer death for AI/AN Females by IHS Region:
A cancers Aicacers Al cancrs Aicancrs Al cancrs Alcancrs Al cancrs

e e e e it S i

1 Lung (1) Lung (1) Lung (1) Breast (2) Lung (1) Lung (1) Lung (1)
pi P 5 e i o %

2 Breast (2) Breast (2) Breast (2) Lung (1) Breast (2) Breast (2) Breast (2)
T s T i Py = =

3 Colorectal (3) Colorectal (3) Colorectal (3) Colorectal (3) Colorectal (3) Colorectal (3) Colorectal (3)
15 T e P e e 5

4 Pancreas (4) ‘Stomach (17) Pancreas (4) Ovary (5) Pancreas (5) Pancreas (4) Pancreas (4)
it it o fr) i ) %

5 M?m Pancreas (4) Ovary (5) Pancreas (4) Ovary (4) Ovary (5) Ovary (5)
it o el o T et fr

G ) e 10 ) ) Ther 10 Tver 10 )
% it 3 i g o pri

7 Trer12) a1 Tver 11 Somean (5] L Koy 31 )
i i e prit Tt T Tor

8 ‘Stomach (16) Kidney (11) gl (B Cervix (19) Stomach (14)
T e b Tes b

9 Kidney (9) Kidney (12) NHL (6) Stomach (16) Kicney (12)
o i o) it Top

10 NHL (6) NHL (6) Cervix (17) Kidney (12) Cervix (19)
111 0.70 205* 178 21"

« Statistically significant

White MC, Espey DK, Swan J, Wiggins CL, Eheman C, Kour 15 Disparties In Cancer Mortality and Incidence Among American Indians and Alaska Natives

in the United States. Am J Publc Health. 2014;104:5377-5387.

58

Annual age-adjusted all cause death rates for AI/AN and NHW, Females,
CHSDA counties, Joinpoint trend lines, 1990-2009

1600

1400

1200
2 1000 ..
% 800
& s
& ooo | [ GumelPecenClange + NANTemale ite
s AV/AN Females (0.5%)
L] 'NHW Females (-0.5%) AIAN female trend
400 + NHW female rate

— —NHW female trend

200

1990 1991 1992 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009
*Annual Percent Change in rates during 1990-2009 is significant at alpha=0.05
tDifference in Average Annual Percent Change between AI/AN and NHW during last 10 years (2000-2009) is significant at alpha=0.05

White MC, Espey DK, Swan J, Wiggins CL, Eheman C, Kaur JS. Disparities in Cancer Mortality and Incidence Among American Indians and Alaska Natives
in the United States. Am J Public Health. 2014;104:5377-5387.

Conclusion

* Racial misclassification can be addressed through data linkages to provide better data

* Limitation
* IHS only covers 53.5% of the Al/AN population

* Tribal linkages

60 Division of Cancer Prevention and Control Reliable. Trusted. Scientific

60
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Thank you!

Go to the official federal source of cancer prevention information:

www.cdc.gov/cancer

o(% Cancer
9 Prevention
54 Works

Division of Ca

vention and Col

Reliable. Trusted. Scientific.

61

Melissa A. Jim, MPH

Cancer Surveillance Branch

CDC Division of Cancer Prevention and Control
500 Gold Ave SW

9th Floor, Suite 9222

Albuquerque, NM 87102

mjim@cdc.gov or melissa.jim@ihs.gov

Thank You ...

University Cancer
Research Fund

Barbara Walsh, o v v o

e 08¢ Back Phodes wrtien and perornad y Do Poe

3 Duke Cancerinstitute Pinnss, oo
UNC Lineberger Cancer Network
The Telehealth Team
Tim Poe
Veserands Obure Asdrew Dedgson, o
Joa Powell, o Patrick Mescarella
Otiver Marth Lindsey Reich,

63
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| P
www.saicep.org
[ ouke cancer snstinte JUNG e o -y

64
Self-Paced, Online SAICEP Courses
o e 3 . £ ]
- = Embracing Indigences Wiséom in Evidence Based Cancer Prevention: A Path of
e Colaboration,Respec, and Insight on Duke's Voyage
Tomi Akinyemiju, 7D, M Vivette Jeffries-Logan, &4
Toay Locklear, 144 Angel Oxendine, BS, 5%
"v ™
Catawba Inficn Nation & Levine Cancer lnstitute: Partners in Healing
Daniel R Carrizosa, U0, WS Melisa Wheeler, S, MiA
Darcy Doege, ESN. i
Vm
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We Thank You for Participating Today!
UNC Lineberger Cancer Network
Sign up for our monthly e-newsletter
Email: unclcn@unc.edu
Call: (919) 445-1000
Check us out at
unclcn.org and learn.uncicn.org
Look for us on these social media platforms
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Questions/Comments?
Nobody has responded yet
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