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Gap Analysis report!
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— Health Educator, Three Affiliated Tribes, New Town,
ND

— Member of the Three Affiliated Tribes

 Antonette Halsey

— Vice President of Community and Library Services
Cankdeska Cikana Community College, Fort Totten, ND
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Bismarck, ND
— Member of the Three Affiliated Tribes

e Adrienne Mauskemo
— Health Director of the Sac & Fox Tribe of the

Mississippi Indians in lowa, Tama IA

- Member of the Sac & Fox Tribe of the Mississippi
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per or the vwwinnebago Iribe OoT Nebraska
e Cordelia White Elk

— Director of Oglala Sioux Tribal TERO Dept, Pine Ridge,
SD

— Board member of the Wotakukye Wiconi Gluonhihapi

Okolakiciye, Pine Ridge, SD
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— Member of the Rosebud Sioux Tribe

* Rena Barron
— Walden University, UT

* Tracy Baum

= Certified Nurse Practitioner
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e Carla Blue Coat

— AO/Data Manager, Cheyenne River Sioux Tribe, Eagle
Butte, SD

— Member of the Cheyenne River Sioux Tribe

e Roberta Cahill

— Health Initiative Coordinator, American Cancer Society
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e Kay Dosch
— CTR, South Dakota Dept. of Health, Pierre, SD

* Willeen Druley

— Nurse Consultant, Aberdeen Area Indian Health
_ Services, Aberdeen, SD
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— RN, DPH, Carl T. Curtis Health Center, Macy, NE

e Kathy Huffman

— Public Health Nurse, Carl T. Curtis Health Center,
Macy, NE

e Julie Johnson

— RN, Pathways to Healthy Lives, Southwestern District
iklealth Unit, Dicke_nson, ND
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— Member of the Standing Rock Sioux Tribe

e Maryls Knell
— Program Director for the ND Dept. of Health

e Catherine Miyamoto

— Director of Operations, Cancer Center of North
- Dakota, Grand Forks, ND
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e Alice Musumba

— Epidemiologist, North Dakota Dept. of Health,
Bismarck, ND

e Judy Paradies

— Data Coordinator, Nebraska Cancer Registry, Lincoln,
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— Health Educator of the Oglala Sioux Tribal Health
— Member of the Oglala Sioux Tribe

Karen Reifel

— Community Health Representative of the Rosebud
Sioux Tribal Health
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e Kari Senger
— South Dakota Dept. of Education, Pierre, SD

e Lillian Tom-Orme
— Research Assistant Professor, Div. of Epidemiology,

Salt Lake. UT
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e Aske White Bird

— Tribal Goverment Relations, Rosebud Sioux Tribe
— Member of the Rosebud Sioux Tribe

e Michele West

.= State Health Registry of lowa
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the cancer health status of the
communities

Al/AN

3. Federal and state agencies that sponsor

and/or administer health data collection
_activities.
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population-based cancer data for Al/AN
populations

e Recommend strategies for increasing and

improving availability, access and use of Al/AN

cancer data
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Methods




. Population-based. Designhed with intent ta
produce a representative sample of the source
population. (If the data collection were based on
a convenient sample of patients seen at one
health clinic, it would not meet this inclusion

criterion)

3. National coverage or based on a national

.........
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4. race and tribal affiliation reported and
sample size,

5. data collection methods and data period

6. data availability
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e Vital statistics: 1

Major sponsors of data collection
e CDC: 16




Yilo o o Syste D-1ribal FRAIVIS) exclusively
sampled from the American Indian communities.

e All other health surveys were designed to produce a
sample that is representative of the U.S. population.

Without oversampling, this approach often leads to a

small sample size of Al/AN population and other racial
minority groups.
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capture demographic and clinical information
about all individuals who meet certain criteria

or eligibility (e.g., Medicare = all individuals 65

vears and older; cancer registry = all
individuals diagnosed with cancer)
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contain information on individuals of different
racial/ethnic groups. The exceptions are Al-
ATS, SD-Tribal PRAMS and RPMS, which

primarily focus on American Indians.




followed by NHIS (3,192), TUS CPS (1,851),

PRAMS (~1,000), CAHPS (642), HBSC (526), and
NIS (396)

e But the remaining seven survey data sources had

size smaller than 300 including 61 Al/AN

respondents for HINTS and 86 Al/AN respondents
GORNHANES.




e Registry data (1999-2008) contain information
on 28,874 Al/AN cancer cases.







_ Early Detection Treatment
Prevention . . . Survivorship Other
Screening Diagnosis
Commercial tobacco Breast cancer Self-report of diagnosis | Treatment receipt (7) | Type of provider who Family history of
use (10) screening receipt (7) (5) gives majority of care [ cancer (2)
(2)
Secondary smoke Cervical cancer Diagnosis based on Type of primary care Insurance coverage of | Knowledge and
exposure (5) screening receipt (7) provider records (7) provider (1) cancer treatment (1) perception of cancer
risk (1)
Smoking cessation (9) | Prostate cancer Availability of Routine cancer check- | Limitations caused by [ Cancer care giving
screening receipt (7) diagnostic tests at the [ up (1) cancer (2) experience (1)
facility (1)

Tobacco policies (3)

Colorectal cancer
screening receipt (7)

Youths access and
exposure to tobacco (1)

Alcohol use (7)

Physical activity (6)

Nutrition (6)

Obesity (6)

Sexual behavior (2)

HPV infection (2)

HPV vaccine receipt (4)

Hep B vaccine receipt

(4)

UV exposure (4)

Occupational exposure

(2)

Pesticide use (2)

Participation in clinical
trial (1)

Pain and pain control

(1)

Death caused by
cancer (4)

Cost of treatment (3)

Availability of treatment
at the facility (1)







appropriate sample size of the Al/AN in the
major national surveys (e.g., NHANES and
HINTS) so that reliable estimates will be
available to establish the baseline and track

the progress in coming years.
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is one of the most persistent messages our
program has received from tribes in the
Northern Plains.

e Resources should be invested in the

communities
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* As for survivorship, with the exception of a few
surveys (e.g., BRFSS), little data exist to

understand the experience of survivors, families
and care givers.

e Anincreased collaboration and coordination

across agencies should happen to eliminate
duplicating efforts and to fill in cancer data gaps
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operational.

e Promotion of formal data exchanges and use
agreements would lead to increased access to data.

e |ncrease in sharing of clinical data, perhaps through

RPMS and similar system, may be helpful in improving
communication and coordination of care across

providers. .
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bal Cancer Data Improveme
(402) 559-5387 swatanabe@unmc.edu

Tinka Duran
Project Coordinator

Northern Plains Tribal Cancer Data Improvement Initiative
(605) 721-1922, ext. 104 tinka.duran@gptchb.edu
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