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What is “Native American Cancer Education
for Survivors™?

Web-based
FREE!

Quality of life su
Designed for breast cancer patients

€ But has information relevant to patients who have other types
of cancer

€ Includes both genders
Tailored to the individual
Resource for those needing information
Research study
Culturally specific
Inter-tribal
Uses the Medicine Wheel and Circle of Life Wi
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community partic

1. Identify selected findings
2. Access and use the QOL NA
and educational modules.

3. Identify ways the modules can be tail

use with an individual cancer patient.

4. Interact with at least one QOL module in
real-time.
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How can it Help with Local
AIAN Cancer Patients

Components of
NACES

Education

Research
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How moved to the Internet Internet Issues

Question asked of community members: E Lack of access and comfort among many

If this information was available on the community members.

2002 Internet, would you be able to use it? 2006 Z Addresses costs issues (mailing, returns,

15% | 1. Yes, | could download the information 35% printing, printing grrors)
myself © Addresses updating issues (allows for

30% | 2. Yes, | could get someone to help me 40% rapid update ... sort of) and correction of
download the information errors

30% | 3. No, I'm not certain if | could get the 15% % Addresses access issues by providing
information Native Partners with laptops and training

25% | 4. No, I do not have access to the Internet | 10% | i tohelpother survivors use the Page s
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NACES Native Survivors’ Advisory Commlttee

Michael T. George, Sr.

Dennis Whiterock ) szl;;nrlmd‘;la:ug;“
il Navajo or
Overview of NACES ' 02001 Ml :
Components =3
CeCe Whitewolf Frankie White 4
Confederated Tribes of Dress DeAnna Finifrock Pralrle Band
Umatilla Oglala Lakota Fond duLac Potavratomi
Dx 1992 Breast Dx 2001 Breast Dx 1998 Breast e 2007 Fraast
Purpose of NACES NACES is designed:
Improve the QUALITY OF LIFE for American
Indian, Alaska Native, North American Indian @ For Native American breast cancer
(AI/AN/NAI) women and men who are breast patients, Advocates and family and others
cancer survivors by: who care about them.
1. Developing and testing culturally specific cancer @ To give information that may help improve
education materials the patient’s quality of life.
2. Making the materials easily available through the Z To include information that may be useful
internet for those with other types of cancer.
3. Helping survivors find resources to help them with
@& their cancer issues M| Wil
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. How to Use “Native American Cancer
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Denver’s Native Sister Advocates

d'h

Available by toll free phone (1-800-537-8295) to
help patients obtain the information on the web
site (e.g., uncomfortable or don’t know how to

use the web, prefer to talk with live person) po

for to help
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NACES Research Staff

QOL Survey
responses

Tracking through
Content branches
and leaves

NACES Research Staff |

Analyze QOL Survey
responses to

o prioritize Native-
specific QOL issues

o new topics that need
to be addressed

o how to modify the
content on the
branches and leaves

oBased on QOL
Survey, expand or
enhance the
information

i
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The Privacy Broker

Alice Bradley, MA
Colorado Springs, CO
1-877-838-9359

The only person
who can access
private information
(e.g., when patient
forgets her code
name or needs
some additional
help or something
mailed to her)
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Privacy Broker

Native
Advocate,
Research
Staff

|

NACES is both an
(1) educational information and
(2) a research study

3 _Tokw
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NACES includes: Layout of the Quality of Life Tree Information

@ Both broad and specific educational
information arranged by topics

@ Surveys to help you find information of
most interest and use to you

@ Storytellers (real life examples but
combined from different Native patients)

@ Native vignettes (real survivors sharing
their stories)

‘@ Examples of questions that you may want

to ask your provider ;
Mg D
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LI LT ST Al Patients click on leaves in the site

The hummingbird appears next to the current leaf being
viewed

INTRODUCTION T DMABETES ANT BREAST CANCER LEAVES
Dishates and Breass Cancer
= Whan Breast cancer |5 seriout and e threatening, it is often necessary 1o remove the Breast.
 When & woman has this surgery, she can choase to use special padded beas or she can have > . . - o
reconstructive surgery to re-create a breast. w " Introduction Poor communication
Bady Image and Breasts

::.::p;::r...::::: complications. that cause the sargical remeval of a limib, loting ones Breast A &]\-’E Try it yourself
* Same wamen sy they Feel bess of & woman If they have had a mastectomy isurgical removal of = —
the beeas Helpful Hints @B The ? tcon__ @ Glossary @B Give us feadback

These reactions are commeon and you should know that this s someshing to talk to your
dosctor, your famly and other cancer survivors about.

Living a Marmal Life with Diabetes
Breast Cancer And Duabetes
* The challenge of having diabetes and breast cances it an extra stress for the woman coping

with breast cancer.
= This learning module ulu about how having breast cancer and getting breast cancer
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Code Name and Online Survey

Code Name and Online Survey

\ Native Amaerican Cancer Research
4 ; Quality of Life Survey
WisLEnE 10 TIE SURVEEY Lo o T Quasery oF Lire Tuse
TP OATANT: o T ot et I ey s 3 A 0 THLL U8 ABOUT VOUR QUALETY OF LiFe
- What s the purpase of the survey?
et po e by weng 1h4 b e e, C0 | =] - Wy 2 b o 10 |
et 8 e LI s Tha gurpose of the yurvey 1 49 coliect Guualay of Life information frem cascer servivars in Native
oo s et ute] e, Alssha Nathe, 4ne o= Hamasas communses. The gl 1 1 fird ost f canear
s v o g [ situcation progam Eduation for MACES! rmgroves the
— el - quabiny of e of Natrve vurvieses. The gt ola
e e e Rk o i e e i ot | | oy the Manineal Cascer bastitite and the Susan C. Komen Fousdation Ths. isformaron wis be vied
13 batter has Waziv parevan, nd others in the fetire

Eriter iha s 50 e psnstion you smctect: |
Wil the informasion | prvide be bept privaie?
Yex. the information yos provids sl be sremymast, which masny o name sl nat be
nnciated with the information vos provide. You wil Be siked 15 create & code-nars. This it &
e made up of & colar, symbol, and number (e.g. Red-Fox-12) Tl we wil ubt 10 keep ik of
WO barvey anuwery. The ey 15aft will nat have Scr835 10 sy Indormatian that idemtifies. you

Wha 1n the Privacy Breker and why am | being s3ked fer my costact infermation?
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Example of Findings

Anonymous
Information
(v ) |
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Characteristics

@ Diagnosed with breast cancer
€ 34% - not diagnosed (family members)
6.4% - diagnosed with last year
& 14.9% - diagnosed between 1-4 years

ago
& 44.7% diagnosed more than 5 years
ago
@ W
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Characteristics

@ Education

No education / schooling = 9.7%
Grade school / elementary = 7.5%
Middle / Junior high = 9.7%

High School / GED = 24.7%
Technical / Apprentice = 7.5%
Some college = 24.7%

College AA degree = 2.2%
College BA, BS degree = 10.8%
Masters, Doctorate or more= 3 2% Wi
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Overall, do you feel you are able to do
everything you want to do on a daily basis?

things | want to do

Phys |[Spirit |Soc Ment
| am never able to do 7.7% Ext poor|
everything | want to do 41% | 43% | 22%
! P
I'm not able to do most | 27.5% 82% | 215% 7‘1%2/0

| am able to do most
things | want to do

M.8%| 3849 | 344% | T

| am able to do 231%| 49.3% | 39.8% | 38
everything | want to do
by N I:)I(
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Characteristics
Z Blood Quantum
@ Full blood = 44.4%
@ 75-99% =12.2%
& 50-75% = 17.8%
@ 25-49% = 11.1%
@ Less than 25%=14.4%
@ |
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Characteristics

@ Told by Health Provider You have Problem:

€ High blood pressure = 45.6%

€ Diabetes =45.6%

€ Arthritis / Rheumatism = 30%

€ Obesity = 33.3%

€ Thyroid = 21.1%

€ Habitual Tobacco Use = 26.2% (not to be

confused with ceremonial use)

@ i
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Characteristics

Z Close blood relative (parent, sibling, children)
diagnosed with cancer = 81.6%

€ NOTE: BRCA1, BRCA2, her2/neu do not
explain this pattern

€ Where genetic markers identified in AIANs =
none in full-bloods and only 2 in mixed bloods
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Characteristics

Z Where do you live?
€ On the reservation = 38.9%
€ |n a rural setting, but not on reservation
=18.9%
€ In a city, town, village = 26.3%
€ | move back & forth among city, rez,
rural = 15.8%

i
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New Symptoms since Diagnosis

Symptoms Memory
Problems

Yes 32.6 26.1 16.3 14.1

No 67.4 73.9 87.7 85.9

Body aches = 35.9%
Changes in concentration = 6.6% (4.4& of overall total — unable to concentrate

Characteristics

Z How many close blood relative(s) have / had
cancer:
& 1 relative =32.1%
@ 2 relatives = 21.4%
&> 3 relatives = 16.7%
@ 4 relatives=7.1%
€ 5 or more relatives = 9.5%
@ Of these blood relatives with cancer
@ 42.4% of the relatives had BREAST cancer

D

) atall)
@ Feeling Moody 22.8% ARl
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@ € 70% diagnosed younger than age 50 Rl
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Characteristics

‘Z How far from your home (one way) did you travel
for cancer treatment
€ 0-25 miles = 16.7%

& 26-50 miles = 11.7%

51-75 miles = 8.3%

76-100 miles =16.7%

@ 101-200 miles = 20%

€ 201-300 miles = 15%

@ 301-400 miles = 11.7% o
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Symptoms Today
Not a 52.8 56.5
problem
Few days 30.8 19.1 13.2 27.7
a month
Once a 11.0 5.6 24.2 5/4
week
Few days 17.6 10.1 49.9 5.4
a week
Every day 15.4 12.4 14.3 12.0
I\?‘:‘\‘* N aive Navigators and the Canor Continuun (NAGC) NOWHD RZ4MDO0ZBATT % &
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How useful do you feel?

Positive Changes from Having Cancer

Not at all 14.3 Not at all 23

A little useful 19.8 A few good changes 6.8

Useful 24.2 Good changes 21.6

Very useful 242 A lot of good changes 33.0

Extremely useful 17.6 A great deal of positive changes 36.4

i D S
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Feeling Isolated Since Diagnosis

| Overall%

http://www.NatAmCancer.org

*Code Name

Very isolated/alone 7.8 *Survey
Occasionally isolated/alone 18.9 »Survivorship Info on the Tree Limbs
. »Side bar:
Rarely isolated/alone 15.6 o\ .
#Videovignettes
Feel okay (not isolated/alone) 35.6 #Story Tellers
Feel well supported and not isolated 222 £ Visitors’ Questions

__[alone

#Sample Patient Questions

|
#Glossary

(&)
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