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What I1s the burden of cancer
IN Kansas?

12,000 new cancer cases each year
5,000 deaths each year

Medical costs
Time lost
Family burden
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Age-Adjusted Invasive Cancer Incidence Rates by Primary Site
among Female Kansas Residents (1999-2004)
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Age-Adjusted Cancer Death Rates by Site among
Female Kansas Residents (2000-04)
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Age-Adjusted Invasive Cancer Incidence Rates by Primary Site
among Male Kansas Residents (1999-2004)
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Age-Adjusted Cancer Deaths by Site among Male Kansas Residents
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Cost of Cancer....

* In the U.S. $189.5 billion dollars
— $64.2 billion for direct medical expenses
— $16.2 billion in indirect morbidity costs
— $109 billion in lost worker productivity

e I[n KANSAS the cancer cost Is estimated at

$1.6 billion annually including direct
medical costs, cost of lost productivity due

to illness and cost due to premature death.

KANSAS




The
Updated
KCCP
Plan
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What i1s Comprehensive
Cancer Control (CCC)?

... an Integrated approach to reducing
cancer incidence, morbidity and
mortality through prevention, early
detection, treatment, rehabilitation and
palliation
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What informed development
of the plan?

« Community Listening Sessions

« Kansas Cancer Partnership
expertise




Community Listening Sessions
Winter 2003 - 2004

e 8 sessions
— Garden City
— Parsons
— Wichita
— Kansas City Area
« Who participated?
— Cancer Survivors
— Family members & friends of survivors
— Family members & friends of victims
— Health Care Professionals
— Others:
e« community volunteers
e outreach & planning workers
cancer advocates
outreach workers

ACS staff/volunteers KANSAS
promoters of cancer research comprehensive TR

cancer




Community Listening Sessions
Participant Priorities

Universal access to screening, diagnosis and care

Cancer education for all:
— lifestyle & risk factor education for kids through schools;

— physician skill development to counsel patients about
lifestyle issues;

— parent education on lifestyle and risk factors; and
— social marketing for all

All people will access preventive services that are
available and follow through with any care
necessary. We want to make Kansas 100% healthy!

KANSAS
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Community Listening Sessions
Priorities

Health insurance includes preventive coverage with
Incentives for healthy lifestyle

Universal health coverage that makes cancer
services available for everyone:

— education,

— prevention measures,

— early detection

— treatment options,

— recovery resources

KANSAS
B
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Kansas Cancer Partnership

140 individuals from a network of
public and private organizations
who provide leadership in the
development and implementation
of the Cancer Plan

KANSAS




Their Mission...

e Prevent cancer
e Screen for the disease
 Provide prompt and thorough treatment

 Ensure survivors lead productive and
healthy lives

 Provide compassionate care and pain
management for those at the end of life

KANSAS




Plan Developed by Partnership
Based on Listening Sessions

e Focus on six cancers:
— Breast
— Cervical
— Colorectal
— Lung
— Prostate
— Skin

e Focusin 5 areas:
— Prevention
— Screening & Early Detection
— Diagnosis & Treatment
— End of Life
— Survivorship KANSAS

comprehensive control&
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The KCCCPP approach...

e SiX groups working on implementation

Patient Advocacy/Access to Care
Policy Issues

Professional Education

Public Education

Research and Data

— Survivorship/End of Life

KANSAS




Diet, Physical Activity, Obesity &
Cancer Prevention: What do we know?

“Evidence suggests that one-third
of the 550,000 cancer deaths that
occur in the United States each
year are due to unhealthy diet and
Insufficient physical activity.”

Tim Byers, MD, MPH &
Colleen Doyle, MS, RD
American Cancer Society

KANSAS




Diet, Physical Activity, Obesity
& Cancer Prevention

e Lack of physical activity Is strongly
assoclated with overweight & obesity

 Regular physical activity lowers the
risk of colon & breast cancers

A diet high in calories and/or fat
appears to be an important risk factor

for obesity

KANSAS




New Cancer Diaghoses in 2002

e Of all new cancer cases in US
41.000 were estimated to be due to

obesity.
 That means 3.2% of all new
cancers are linked to obesity

A.P. Polednak
Cancer Detection &
Prevention, 2003

KANSAS




Diet, Physical Activity, Obesity &
Cancer Prevention

 Obesity and physical inactivity may
account for 25-30% of post-menopausal
breast cancers

 Avoiding weight gain can lower risk of
post-menopausal breast cancer

KANSAS



Research on Body Weight
& Breast Cancer

« Being overweight or obese increases risk in
women over 50 years old

« Overweight women 60% more likely to die
from breast cancer compared to normal
weight women

« Women, not currently overweight, who
experienced an intentional weight loss of >20
Ibs. or more had cancer rates of healthy
women

KANSAS
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Diet-Related Prevention

 Limited Alcohol Use (< 1 drink/day)
 Regular Physical Activity
 Healthy Balanced Diet

—Fruits & Vegetables

—Type of fat

KANSAS




Research on Physical Activity
(PA) & Cancer

 Moderate PA reduced colon cancer risk
by 50% across all BMI levels

e Postmenopausal women who walked
30 min./day had a 20% reduced risk of
breast cancer

« For women of normal weight who
walked 30 min./day , breast cancer risk
was reduced 37%

KANSAS
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Diet & Cancer RiIsk

Fat Intake

— Diets high in fat linked to increased cancer risks
Breast

Colon

Prostate

Possibly pancreas, ovary, and endometrium
(USDHHS, 1988; National Research Council, 1989)

Saturated fats and trans-fatty acids
associated with increased risk

Monounsaturated fats and omega-3 fatty

acids are associated with reduced risk «ansas




Diet & Cancer RiIsk

e Fruit & Vegetable Consumption

— Persons with low fruit and vegetable intake had
about twice the risk of most cancers as those with
high intake (Block et al., 1992).

— Evidence of a protective effect for:

e Lung e Stomach
« Colon « Pancreas
e Rectum e Uterus

* Breast e Cervix

e Oral cavity e Ovary
 Esophagus

KANSAS
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Current Screening Guidelines
www.cancerkansas.or

KANSAS
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Kansas Cancer Partnership

Cancer Screening Patient Tool

‘A

complete and printout in one sitting as the information will not be saved.

Please answer the following que-stions:

1. Your present age is 40-48
2. Your current height in inches is
3. Your current weight in pounds is

This is your Body Mass Index calculated from the above infomation. 30.13

4. Your gender is O Female ® Male

5, Race is
O White (O American indian and Alaska Native (® Native Hawaiian and Other Pacific Islander
O Black or African American O Asian O Some otheyr race

6. Your ethnicity is
7. Do you drink alcohol more than 3 times per week? OYes ®No

8, Areyoua smoker or have you ever smoked in the past? OYes ®No

Lung Cancer:

1. Do you use tobacco roducts? O Yes ®No

The purpose of this patient tool is to educate and inform patticipants about cancer screening recommendations. 1t should not be
used for diagnostic purposes. Please discuss only health concemns with your physician. The survey will {ake 10-15 minutes 1@

WWWw.cancerk

urrent
reening
idelines
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Advances In Geriatric
Assessment for Cancer
Treatment




Benefits of Comprehensive

Geriatric Assessment (CGA)

 Recognize potentially treatable or
reversible conditions that may reduce
tolerance to treatment

— Depression and/or Malnutrition
e Assess individual functional reserve

 Provide gross assessment of life
expectancy

« Adopt a common language to classify
the older cancer patient

Source: Lodovico Balducci, Martine Extermann, The Oncologist 2000;5:224-237 KANSAS




CGA Recognizes
Three Stages of Aging

 Functionally independent without co-
morbidities
— Candidate for any standard cancer treatment
— Possibly not a bone marrow transplant candidate
 Frail, dependent in >1 ADLSs; >3 co-
morbidities; >1 geriatric syndromes
— Candidate for palliative care only
 Peoplein between

— Reduced dose of chemotherapeutic agents
— Gradually increasing doses to tolerance

KANSAS
Source: Lodovico Balducci, Martine Extermann, The Oncologist 2000;5:224-237




Care Close to Home

Access to Quality Cancer
survey by CCC
Partnership

ANSAS
control &
cancer | prevention
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57 Centers Providing Cancer
Services Surveyed

ldentify statewide levels of coverage for
cancer diagnosis and treatment services

ldentify strengths and weaknesses of
current cancer care delivery system

Inform cancer centers about existing
services

Generate pertinent information for future
development of a Patient Navigator
System in Kansas Y

cancer | prevention
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Percentage of Cancer Centers
Offering Screening Services
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Percent

Avallability of Mammography &
Pap Smears

Availability of Mammogram, Availability of Pap Smear,

According to The Respondents According to The Respondents
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Avallability of Prostate Specific
Antigen (PSA) & Digital Rectal
Exam (DRE)

Availability of PSA, According to Availability of DRE, According to
The Respondents The Respondents
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Availability of Fecal Occult Blood
Test (FOBT) and Colonoscopy
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Percent

Avallability of Skin Cancer
Testing

Availability of Skin Examination,

Availability of Skin Lesion
According to The Respondents

Biopsy, According to The

Respondents
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Location of Screening Services

Percent

Locations Where Screening Distribution of Centers by the

Services Are Provided, According Number of Screening Satellite
to The Respondents Locations Reported
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Cost of Services

Percentage of Centers Offering Screening Services at Low or Full Cost

Don't Know
23%
Low or No Cost
43%
Full Price
34%
KANSAS
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Cancer Diagnhosis Services

Percentage of Centers Offering
Diagnosis Services in their Facility

6%

Places of Referral for Centers that Do
Not Offer Diagnosis Services On Site

Health Agency
6%

Private
seal Hospital Physicians
5% 53%

LAY Lal LA - (el -
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Access to Specialists for Cancer
Diagnosis & Treatment

Table 1 Level of access to specialists as reported by survey respondents




Percentage of Respondents
Reporting No Access to
Specialists, by Category of
Specialist
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Percent

Percentage of Centers Offering
Specific Cancer Treatments
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Other Resources: Types of
Transportation Services Avallable
to Patients at Cancer Center

100 92.3
90
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50
40
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20
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Percent

In-House/Local Other Services No Transportation Don't Know/Not
Sure

KANSAS
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Facility Sponsored
Translation Services

Do patients receiving care at your facility use translation services that you have
available?

No Don't an
E .5% 2.4 .1""0

87.8%

KANSAS
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In-House Resource Center

Do you have an in-house library or resource center where cancer patients
can come to access information?

Don't know
2. 4%

[ control &
prevention




Facility sponsored web
access for patients

Do you have on-line access and computers for cancer patients to use?

46.3%

i control &
prevention




Avallability for Clinical Trial
Enrolliment

Do cancer patients have an opportunity to enroll in cancer-related

clinical trials at your facility?

Don't know
No 7.3%

78.1%

KANSAS
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Clinical Trial Management

Does your facility manage cancer-related clinical trials?

Don't know
No 2.4%

[ control &
prevention




Facility Sponsored Palliative
Care Program

Does your facility have a program for palliative care for cancer patients?

Don't know
2.4%

No
12.2%

85.4%

KANSAS
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Hospice Referral

Does your facility refer terminally ill patients to hospice services?

No
0.0%

Yes
100.0%

KANSAS
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Sponsored Professionally
Facilitated Support Groups

Do you provide support groups led by health professionals for

patients with cancer receiving care at your facility?
Don't know

5.0%

35.0%

ive| control &
prevention




Avallability of Support Groups
Reported by Cancer Centers

Breast Prostate Colorectal Other Lung Cervical Skin
Cancer Cancer Cancer Groups Cancer Cancer Cancer




Listen and Learn with Cancer
Patients and Families

 Review Process and Demographics
* Present Participant Feedback
 |dentify Key Findings

* Propose Potential Action Steps
 Formulate Key Recommendations




Survivorship and
End of Life




More people survive cancer

Prevention, earlier detection, and
Improved treatment exhibit profound
effects on survival rates.

In the 70s, about 50 percent of cancer
patients survived five years or longer.

By the late 1990s, rates had increased to
65 percent.

First ever cancer death decline reported In
2006

KANSAS




Is Cancer becoming a
Chronic Disease?

Earlier Detection
Prevention works
_onger Survival rates

mproved treatment effectiveness
— Prevention through vaccines (HPV, Hepatitis B)
— Certain cancers more responsive to treatment

— Co-morbidities affected by earlier detection
| ate effects can sometimes be less burdensome

KANSAS
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2006 Listening Process

LIFE Project responsibilities:

« Develop “Listen and Learn” inquiry
— Open ended questions
— Consistent format and uniformity

« Administer individual patient/caregiver
surveys

 Identify and convene groups across
state In separate locales

Focus Group Limitation:
Demographic bias —insured, educated, female and white

KANSAS




Listening Process Locations

B N . Brown
Cheyenne ) %gé Kmith Republic emaha .
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Barber qua gomery

d 52 Cancer survivors & Caregivers

d 6 groups, 4 communities

4 Spring of 2006
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Listening edan foe
Group
Participant
Profile e
: Participants by Gender S0° E\'\//Ivir:nen
. . 5 Group Overall
| Woman 14,31% Predominantly
Female
Mature

31,69%

_KANSAS
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L I S t e n I n g Experience with Disease Process )
/1, 2%
G r O u p 33, 63%
Participant
. 18, 35%
Profile |
O Cancer Patients
s W Caregivers
Level of Education O Cancer Patient and Caregiver
J
College Grad 123
] ) 11 Educated
ome college
High School Grad ) 8 -
ISR . Experienced
Some high school
0 5 10 15 20 25

comprehensive
cancer



Listening

Group

Part|C|pant

Profile [

\
Participant Preference in Obtaining Medical
Information
15,19%
26, 33%
37,48%

O Books/Paper Sources

B Face to Face

O Internet

KANSAS
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Listening Group
Participant Profile

Participant Utilization of Internet for
Information

7,15%

O Use Internet

39, 85%

B Do notuse
Internet

KANSAS
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Listening Group
Participant Feedback

4 . L . )
Most helpful experience with information
Insurers
: 0%  Emolovers O Healthcare
Community % P Oy Professionals
Resources % B Non-professional
35% P
sources
Healthcare O Community
Non- Professionals Resources
professional 52% O Insurers
sources
13% W Employers
N _
KANSAS
co

comprehensive |
cancer |




Listening Group
Participant Feedback

N
Least helpful experience with information
: source
Community
resources
Non- 0% jnsurers
professional 9% Employers
sources 5%
2304 Other
5%
O Healthcare professionals
B Non-professional sources
O Community resources
O Insurers
Healthcare B Employers
professional @ Other
58%
N J

KANSAS
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“My employer was not supportive
and made me feel guilty about
taking time off to get treatments.”

“No one was able to show me a
picture of how this (mastectomy)
would look and that would have
been a great help.”




“I became dependent on my role as
cancer patient. It is what defined
me.”

“The doctor gave me a 15% chance of
living— | thought, well somebody’s
got to do Iit. It might as well be me.”




Listening Group Participant Feedback

N

Ratings of Services Received from Key Sources

Other*
Friends*
Family*
Family*
Church
Employer
State Agency
State Agency
Hospice
HHA

LAF

ACS

-5 0 5 10 15 20 25 30 35

J
KANSAS
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Listening Group Participant Feedback

f

Medical Advances
14%

Personality
Resource

Most Positive Influence

Spiritual Support
27%

\

Support of others
47%

O Support of others
B Spiritual Support
O Personality Resources

O Medical Advances

%

KANSAS
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Listening Group Participant Feedback

a )

Most Difficult Issues Faced

Poor
information/options
2%

Financial Concerns

Lack of support from 6%
family,insurers, Fears for the Future
employer 36%
10% @ Fears for the Future

m Impact of Treatment
0O Family Issues

Personal angst O Personal angst

10%
m Lack of support from
Family Issues Impact of Treatment family,insurers, employer
13% 23% @ Financial Concerns
m Poor information/options
. )

KANSAS
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Listening Group Participant Feedback

“The whole world stops.”

“There is the issue of identity.... All a
patient does is sit in the doctors’
offices and schedule appointments.
That becomes your life.”

KANSAS




Listening Group Participant Feedback

a )
Wished for or needed and did not find

Cure/treatment
8%
Education
38%
Support
21%
O Education
B Nothing
7 O Support
Nothing O Cureftreatment
33%
NG y
KANSAS
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Listening Group Participant Feedback

“It Is Important to be in control of the
situation; patient must be, first of all, In
control — nothing goes to family
without first going through patient.”

“Idon’t know how to be my own
advocate.”

KANSAS




Listening Group Participant Feedback

a )

Most frustrating and stressful
Need to _
Treatment side
support others .
9% effects
27%
Self image O Treatment side effects
9%
B Insurance issues
Follow-up Insurance
issues issues O Lack of personal
23% | 9% support
O Follow-up issues
Lack of
personal B Selfimage
support
2304, @ Need to support others
N J

KANSAS
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Listening Group Participant Feedback

-

Least able to find support and information and

resources to deal with

Finances T
0% _reatment
impacts
Personal issues \ 13%

37% \‘

Employers
25%

Insurance

25%

~

@ Finances

B Treatment impacts
0O Employers

O Insurance

m Personal issues

KANSAS
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Most needed...Didn’t get

38% Personal support
W Concrete support

62%

N=39

Concrete Support —items such as  Personal Support —includes need
transportation, wigs, prostheses, for someone to talk with and/or
concessions from employer, listen

medical equipment

KANSAS
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Key Findings
e Self-advocacy

— Throughout process of recelving care
Kansas cancer patients and caregivers
must serve as their own advocates.

e Support groups
— critical sources of information
— coping for both patients and caregivers.

KANSAS




Key Findings
 Importance in Overall QOC

— Healthcare providers who:
 talk openly with patients
* help them understand their choices
e honor their choices

 Major source of anxiety
— Waiting for tests results

 Great Importance to patients & families
—When and how patients are informed

KANSAS




Potential Action Steps

 Follow-up assessments to assure
psycho-social needs being met.

 Educate Kansans to expect good pain
management and how to serve as self

advocates.

e Identify best practices in insurance

— Review variances

— Promote and recognize excellence through
Kansas Insurance Commissioner

KANSAS




POtentiaI ACtiOn Steps continued

 Explore provider best practice in
patient preferences
— Consider variance in patient needs

— Identify practitioner solicitation and
response
— Match need (gap) with resources
e In faith communities
« ACS and other support providers
e Family support networks

KANSAS
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POtentiaI ACtiOn Steps continued

e Examine the interaction and
collaboration between (among) groups

— Assess resources and assets of each

— Examine and identify ways for increased
partnering.

KANSAS




Potential Action Steps continued

 Workplace - Employer Best Practice
— Identify and Recognize (Reward)

 Provide support and resources to HR

— Develop demonstration project(s) with
employer/s (e.g. State of Kansas) to
showcase environmental (workplace)
excellence for cancer survivors.

KANSAS
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POtentiaI ACtiOn StepS continued

 Address healthcare policy deficits
— Relative to age and health status.

— Rapidly changing demographics make this
need more apparent.

e Consider value and benefit of
mentoring programs.

 Develop caregiver support measures as
Integral to patient care.

o Study efficacy of low cost awareness

campaigns. CANSAS




POtentiaI ACtiOn StepS continued

e Assure all cancer patients voluntary access
to cancer support groups

— Develop measures and interventions.
e Assess support group utilization factors
— Information and referral

— Patient and Survivor self-determined “support” -
“What | need” not what’s offered.

Educate providers in responsibility to help
patients find meaningful support groups.

KANSAS

cancer prevention




L&L Group Participants
Key Recommendations

 Provide Kansas cancer patients
survivors and caregivers with
Information and support to serve as
self-advocates.

— Centralized
— Easy to find
— Easy to understand

KANSAS

=
R
DNIrol &

cancer ||



Key recommendations continued

 Assure support groups are available
and accessible to all Kansas cancer
patients and families.

— ldentify support groups in every Kansas
County

KANSAS




Key recommendations continued

e Provide focused education to Kansas
healthcare providers

— Stressing key components of good
communication with patients,

— Breaking bad news, and

— Understanding issues and needs faced by
cancer patients.

KANSAS A S
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Key recommendations continued

Raise the Bar

 Provide leadership in support of

— patient advocacy

— high expectations for care and quality of

Ife

— provision of information and resources to

natients.

 Provide employer education and spur
action to better meet needs

KANSAS
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Next Steps....

e« KCCCPP leaders

— Determine available resources (human and
financial) volunteer, in-kind and paid

— Prioritize Key Recommendations and
Action Steps

— Secure new partners & commltments like

YOU!

—To learn more go to

www.cancerkansas.org



http://www.cancerkansas.org/

Contact Information

Patrice J. O'Hara, BA; Program Manager
Cancer Control and Prevention Program

_g?s%fﬂg Kansas Department of Health and Environment
NT ~ % Curtis State Office Building,
e 1000 SW Jackson, Suite 230

£ ‘—@E Topeka, Kansas 66603 Phone
&y 0 785-296-1228 FAX 785-368-7287
POHara@kdhe.state.ks.us

Judy Johnston, MS, RD, LD, Research Instructor
Department of Preventive Medicine & Public Health

X T SCHOOL OF University of Kansas School of Medicine in Wichita
wienmira| 1010 North Kansas Wichita, KS 67214

316-293-1861(0) 316-293-2695()
[jlohnsto@kumc.edu

John G. Carney, MEd, Vice President, Aging and End of Life
mp— cenrer on pracricar  CENLETN for Practical Bioethics
FaBIOFTHICS 1100 Main, Suite 500
Kansas City, MO 64105
816.221.1100 ext 220 (o)

jcarney@practicalbioethics.org KANSAS
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