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“Native American Cancer Education for 

Survivors (NACES):  Findings and 

Support Resources”

Presented by Linda Burhansstipanov, MSPH, DrPH 

(Cherokee Nation of Oklahoma)

Founder, Native American Cancer Research Corporation (NACR) 

President, Native American Cancer Initiatives, Inc. (NACI) 

3022 South Nova Road, Pine, CO 80470

303-838-9359; toll-free 1-800-537-8295

http://www.NatAmCancer.org

“Native American Cancer 

Education for Survivors” 

(NACES)

Started as a research grant, 

evolved into support, 

informational program
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Linda U. Krebs, PhD, RN, AOCN, FAAN, University of 

Colorado Anschutz Medical Campus, College of Nursing, 

Denver, CO

Mark Dignan, PhD, University of Kentucky and 

Southeastern Program Evaluation, Lexington, KY

Kate Jones, Southeastern Program Evaluation, 

Lexington, KY

Judith Salmon Kaur, MD, Mayo Clinic’s Native American 

Programs, Rochester, MN

Daniel Petereit, MD, Walking Forward, SD
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Frankie White 

Dress

Oglala Lakota

Dx 2001 Breast

Michael T. George, Sr. 

Coeur d'Alene

Dx 2001 Throat Cancer
Dennis Whiterock

Navajo

Dx 2001 Multiple 

Myeloma

NACES Native Survivors’ Advisory Committee

Arlene Wahwasuck

Prairie Band 

Potawatomi

Dx 2002 Breast

CeCe Whitewolf

Confederated Tribes of 

Umatilla

Dx 1998 Breast

DeAnna Finifrock

Fond du Lac

Dx 1998 Breast



Pilot “Native American Cancer Education for Survivors” [NACES] Data

Burhansstipanov; Native American Cancer Research Corporation 

(NACR); 1-800-537-8295; http://www.NatAmCancer.org 3

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 5
Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 5

What is “Native American Cancer 

Education for Survivors”?

Web-based, quality of life 

survivorship education

Originally designed for breast 

cancer patients

But has information relevant to 

patients who have other types 

of cancer

Includes both genders

FREE!

Limitations of NACES

Internet access 

Improving in Indian Country

Monthly reports show 3% users from 

China, 3% Africa, 3% former Republics 

of USSR = easy-to-understand  info

Website includes multiple cancer sites, but 

is still focused on breast (insufficient 

funding)

Sidebar “storytellers” = breast only

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 6
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Layout of the Quality of Life Tree 
Information

The hummingbird appears 

next to the current leaf being 

viewed

Trained Native 

Survivorship 

Navigators are 

Available to Help 

(from Denver, CO) 

and via toll free 

number 

1-800-537-8295

NOTE: volunteers and 

not available daily!

88

Code Name and Online Survey
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NACES highlights (download Nov 2015)

~800 daily visitors to website

Approximately 1,200 completed surveys 

(932 from survivors; data= survivors only)

Majority from Northern and Southern 

Plains and Southwestern US

79.4% (n=737) Female

46.2% High school or less education

41.2% are 65 and older now (not at the 

time of dx)

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 9

Alaska

Hawaii

Pacific
Coast

Northern Plains

Eastern

Southern Plains

South West

State

CHSDA county

NACES Demographics (2015)

47.4% diagnosed prior to age 50

> 50% are full blood quantum

54.5% are 5+ years since diagnosis (long-

term survivors)

32% diabetic as well as diagnosed w/ 

cancer    (co-morbidity)

37.2% live in a city, town or village (33.1% 

on Reservation)

36.8% have difficulty getting into treatment
Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 10
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NACES Demographics (2015)

48.7% travel more than 100 miles ONE 

WAY to access cancer care

47.4% travel more than 2 hours one way

Only ~12% access care through Indian 

Health Services (Contract Health 

Services)

Shift from diagnoses in stages III and IV 

(1990s and early 2000s) to majority are dx 

stages 1 and 2 now (progress due to 

AI/AN-specific programs throughout USA)
Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 11

~15% travel more than 400 miles 

1-way to access treatment

Quality of Life (QOL) Measures

Answered  “excellent, good or okay”

Physical QOL = 85.4%

Social QOL = 87.5%

Emotional QOL = 86.2%

Spiritual QOL = 94.3%

Burhansstipanov, Native American Cancer Research Corporation (NACR) & Native 

American Cancer Initiatives, Inc. (NACI); 303-838-9359; http://www.NatAmCancer.org/
12

QOL Definition: 

How well you are able to do everything you want to do:  

physically, mentally, emotionally, socially and spiritually?

Dominga Rosetta, 

Santo Domingo 

Pueblo Tribe

Dx 1991 Breast

Major improvements since the 1990s!



Pilot “Native American Cancer Education for Survivors” [NACES] Data

Burhansstipanov; Native American Cancer Research Corporation 

(NACR); 1-800-537-8295; http://www.NatAmCancer.org 7

Burhansstipanov, Native American Cancer Research Corporation (NACR) & Native 

American Cancer Initiatives, Inc. (NACI); 303-838-9359; http://www.NatAmCancer.org/
13

Side Bar

Burhansstipanov, Native American Cancer Research Corporation (NACR) & Native 

American Cancer Initiatives, Inc. (NACI); 303-838-9359; http://www.NatAmCancer.org/
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Side Bar

Question:  If chemotherapy is not helpful, what's next? Answer:  There are many 

different drugs and drug combinations to try. When one does not work, another may. 

Another possibility may be enrollment in a clinical trial. Your healthcare provider may 

also consider a combination of therapies. Unfortunately, sometimes there are no 

effective treatments and comfort care through hospice can be considered. Please talk 

with your healthcare provider about all possible options. LUK & AB  Posted: 3·22·2008
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Burhansstipanov, Native American Cancer Research Corporation (NACR); 1-800-537-

8295; http://www.NatAmCancer.org/
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MW=Medicine 

Wheel

Burhansstipanov, Native American Cancer Research Corporation (NACR) & Native 

American Cancer Initiatives, Inc. (NACI); 303-838-9359; http://www.NatAmCancer.org/
16
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Burhansstipanov, Native American Cancer Research Corporation (NACR); 1-800-537-

8295; http://www.NatAmCancer.org/
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Burhansstipanov, Native American Cancer Research Corporation (NACR); 1-800-537-

8295; http://www.NatAmCancer.org/
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22

Thank you for 

inviting me to 

share information 

about NACES with 

you
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Alaska

Hawaii

Pacific
Coast

Northern Plains

Eastern

Southern Plains

South West

State

CHSDA county

States and Contracted Health Service Delivery 
Areas (CHSDA) counties by IHS region

Espey et al, AJPH 2014; 

doi:10.2105/AJPH.2013.301798

Reminder:  Alaska 

is as large as is 

the contiguous US

AI/AN and NHW death rates, 

all cancers combined, by region, males, 

1999-2009
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Thank you David:  Espey et al, AJPH 2014; 

doi:10.2105/AJPH.2013.301798
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AI/AN and NHW death rates, 

all cancers combined, by region, females, 

1999-2009
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Thank you David:  Espey et al, AJPH 2014; 

doi:10.2105/AJPH.2013.301798

Mortality to Incidence Ratio (MIR) for All Cancer Sites 

Combined by Region, for AI/AN compared with NHW, 

CHSDA counties, 1999-2009

AI/AN NHW AI/AN: NHW

RATIORegion MIR MIR

Northern Plains 0.53 0.40 1.33*

Alaska 0.49 0.37 1.32*

Southern Plains 0.46 0.42 1.09*

Southwest 0.51 0.40 1.27*

Pacific Coast 0.49 0.39 1.26*

East 0.51 0.38 1.34*

Total 0.49 0.39 1.26*

Thank you David:  Espey et al, AJPH 2014; doi:10.2105/AJPH.2013.301798
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Thank you David:  Espey et al, AJPH 2014; 

doi:10.2105/AJPH.2013.301798
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Thank you David:  Espey et al, AJPH 2014; 

doi:10.2105/AJPH.2013.301798
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Mortality to Incidence Ratio (MIR)

 Indicator of survival that compares fatality 

between groups

 Calculated as the age-adjusted death rate 

divided by the age-adjusted incidence rate

 Thought to be more accurate than “relative 

survival”

 Easy to calculate from existing data (cancer 

registry and death certificate data)

 Not a widely used; few publications

Thank you David:  Espey et al, AJPH 2014; doi:10.2105/AJPH.2013.301798

Mortality to Incidence Ratio (MIR)

 Potentially useful proxy for estimating 

cancer survival

 Consistently less favorable for AI/AN 

compared to NHW for nearly all cancers 

 Disparities likely related to lower SES and 

lack of healthcare access

 AIANs consistently diagnosed at later 

stages particularly for screenable cancers

Thank you David;  Espey et al, AJPH 2014; doi:10.2105/AJPH.2013.301798
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Summary

 Overall cancer death rates increased 
significantly for AI/AN men and women from 
1990 to 2009

 Overall cancer death rates declined 
significantly for white men from 2002 to 2009 
and white women from 2001 to 2009

 Compared to whites, deaths for all cancers 
combined among AI/AN were significantly 
lower from 1990 to 1998 but significantly 
higher from 1999 to 2009

Thank you David:  Espey et al, AJPH 2014; 

doi:10.2105/AJPH.2013.301798

New or Modified Topics (~75 items)

Physical function

Pain

Sleep

Sexual

Fatigue

Cognition

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 32

Cognition

Distress / Depression

Tobacco

Physical Activity

Side Effects Activity
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Physical Activity (item added 2013)

Those with higher blood quantum are less 

likely to take part in physical activity

Females are more likely to report that their 

health now limits them from exercising 

regularly, compared to males.

More than ¼ exercise less than 1 hour a 

week and only 5.6% take part in vigorous 

exercise 5-8.5 hours a week

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 33

NIH PROMIS Physical Function

24.7% = physical health problems now 

limit usual activities such as walking or 

climbing

43.8% = health limits doing activities that 

require litter exertion (beading, knitting)

46.9% = health limits going for a short 

walk (less than 15 minutes)

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 34

NIH Promis® items
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NIH PROMIS Physical Function

45.8% Health limits from pursuing hobbies 

or other leisure activities

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 35

NIH Promis® items

Women were more likely to have pain for a 

few days to every day per week than men

40.2%=pain made simple tasks hard to 

complete

47.9%=pain interfered with day-to-day 

activities

36.1%=pain so severe they could think of 

nothing else

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 36

Reminder:  2/3 are 5+ years since diagnosis NIH Promis® items

NACES Pain data
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Approximately 1/3 noted that pain 

interfered with:

Family life and socializing with others

Enjoyment of life

Ability to concentrate

About 1/3=pain made patient feel 

depressed and discouraged

44.8%=pain was distressing 

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 37

NACES Pain data

NIH Promis® items

About half: 

Interfered with thinking

Made it difficult to organize thoughts

Made more forgetful

Finishing things

Too tired to take a short walk

Too tired to do errands

Limited social activities

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 38

NACES Fatigue data

NIH Promis® items
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2/3 or more

Felt tired when hadn’t done anything

Ran out of energy

44.8%= Too tired to leave home

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 39

NACES Fatigue data

NIH Promis® items

Reminder:  2/3 are 5+ years since diagnosis 

Most (87.3% (n=722) said their social QOL 

was okay, good or excellent

Almost 1/3 (n=268; 31.5%) said they had 

too much support (overwhelming); 18.2% 

(n=155) said they had not enough or no 

support

26.7% (n=133) said cancer/treatment 

created a problem with their jobs very 

often or constantly 

Burhansstipanov, Native American Cancer Research Corporation (NACR); 

1-800-537-8295; http://www.NatAmCancer.org/ 40

NACES Social QoL


