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To ensure that all people impacted by cancer are
empowered by knowledge, strengthened by action

and sustained by community.
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Uninsured in the U.S. Today

Percentage of U.S. Adults Without Health Insurance, by Quarter

Dy you have health insuranee coverage?
Among adults aged 18 and older
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Headlines
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Hospitals/Doctors
Narrow Ahead




High Quality and
Comprehensive Cancer Care

CANCER CARE FORTHE

DELIVERING WHOLE PATIENT

HIGH-QUALITY
CANCER CARE
Chorting a New Course for a System in
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Purpose

N3 * Better understand the
CANCER SUPPORT challenges patients face in
COMMUNITY. :
A Ciobal Network of Education and Hope aCC e S Slng C are :
o . — Access to and satisfaction
[nsight into Patient with insurance

Access to Care in Cancer _

Access to providers including
-

availability, time and
discussions with providers

— Access to services including
psychosocial care

— Concern about direct costs of
cancer and care

Direct future research
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To ensure that all people impacted by cancer are

empowered n}:iy knowlegdg%y strengthened by action ef f OI'tS
and sustain community. . . .
* Inform policy discussions




Study Methods

* Cross-sectional survey of adults (18 years and older)
atfected by cancer

e Administered online through Survey Monkey during
October 2014

* Outreach through CSC’s online network, Cancer
Experience Registry, advocacy partners and social
and traditional media outlets

31 lived outside of
692 individuals 511 complete the United States or
initiated the survey respondents did not report
residence

480 adults living in the
U.S. who had been

diagnosed with cancer




Participants

CHARACTERISTICS PERCENTAGE

1 - AGE (n=478
* Predominately non AGE (n=478) s
Hispanic, white and e 299%
female GENDER (n=472)
FEMALE 88.6%
* Cancer types: RACE (n=479)
CAUCASIAN 90.0%
—_— Breast cancer — 41 % MINORITY OR MULTI-RACIAL 5.8%
PREFER NOT TO SHARE 4.2%
— Other - 394% ETHNICITY (n=450)
HISPANIC OR LATINO 2.79%
- : NOT HISPANIC OR LATINO 93.5%
Metastatic breast cancer LrR Mo TD e e
0)
-19.6 /) EDUCATION (n=476)

ASSOCIATES DEGREE OR LOWER 33.4%
COLLEGE DEGREE OR HIGHER 65.5%
PREFER NOT TO SHARE 1.0%

EMPLOYMENT (n=476)

FULL-TIME (30 HOURS PLUS) 32.8%
PART-TIME (LESS THAN 30 HOURS) 13.0%
NOT EMPLOYED, RETIRED 31.5%

NOT EMPLOYED, DISABILITY OR OTHER 22.7%



Cancer-Related Treatment

TREATMENT TYPES FOR ALL RESPONDENTS

* Types of treatment

. CHEMOTHERAPY
included

SURGERY

o ChemOtherapy HORMONE THERAPY

— Surgery RADIATION THERAPY

— Hormone therapy COMPLEMENTARY AND

— Radiation therapy ACTIVE SURVEILLANCE

.. . PERSONALIZED

 Route of administration TREATMENT

_ Oral (51% ) OTHER TREATMENTS

. . . CLINICAL TRIALS

— IV infusion (13.3%) srew ceu on

. o
o In]ect1on (12'3 /o ) PALLIATIVE CARE

NO AVAILABLE
TREATMENT




Current Engagement

* Over half of the participants
were in treatment at the |
time of the survey

* 93.2% not in treatment were
in remission and continued
to receive the following
care:

follow-up visits with the
doctor

follow-up tests

reconstructive surgery “I am in complete remission. Last
services with other chemo was in 1998. I do have
specialists severe neuropathy from the chemo
rehabilitation or physical though...so I am unfortunately
therapy disabled.”

fertility treatments Access to Care Participant

other services



Access to and Satisfaction with

Insurance - TzEes of Insurance

HEALTH INSURANCE COVERAGE
(n=479)

OTHER, 3.1%
NO INSURANCE, 1.0%
MEDICARE WITHOUT SUPPLEMENTAL, 1.5%
MILITARY, VA OR TRICARE, 1.7%
MEDICAID, 2.1%
MEDICARE PLUS MEDICAID, 2.5%
PRIVATE OUTSIDE MARKETPLACE, 2.7%
MARKETPLACE INSURANCE, 3.8%
MEDICARE ADVANTAGE, 5.0%

EMPLOYER-
BASED,

MULTIPLE RESPONSES, 5.6% 47.4%

MEDICARE WITH SUPPLEMENTAL, 23.6%




Access to and Satisfaction with
Insurance - Concerns about Cost

% AMONG % AMONG

CONCERNS WITH THEIR HEALTH INSURANCE THOSEWHO DO THOSE WHO LIKE
(MULTIPLE RESPONSES ALLOWED) NOT LIKETHEIR THEIR COVERAGE
COVERAGE (n=21) (n=391)

HIGH OUT-OF-POCKET COSTS FOR CO-INSURANCE TO COVER 66.7% 37.6%
SERVICES OR PROCEDURES

HIGH OUT-OF-POCKET COSTS TO PAY INSURANCE PREMIUMS 58.0%9 40.7%
HIGH CO-PAY COSTS FOR MEDICATIONS 54.3% 37.6%
| HAVE LIMITED OR NO ACCESS TO MY HEALTH CARE TEAM OF CHOICE  23.5% 6.6%
| HAVE LIMITED OR NO ACCESS TO MY HOSPITAL OF CHOICE 17.3% 3.3%
| HAVE TO DRIVE A LONG DISTANCE TO RECEIVE CARE 8.6% 7.4%
| DON'T HAVE ENOUGH INFORMATION TO MAKE DECISIONS 8.6% 4.6%

ABOUT INSURANCE

OTHER 22.2% 18.7%

Top three concerns consistent regardless of respondents
liking or disliking health insurance coverage



Access to Providers

HAVE YOU NOTICED A CHANGE IN
YOUR ACCESS TO YOUR HEALTH CARE
PROVIDER IN THE LAST 12 MONTHS?

(n=444)

86.9%

10.1%
3.0%

MORE LESS ABOUT
ACCESS ACCESS THE SAME
ACCESS



Access to Providers
Provider - Patient Communication

19.5% did not have enough time with the health care team
(n=476)

PERCENT TALKING WITH THEIR HEALTH CARE TEAM ABOUT

THE FOLLOWING WHEN MAKING THEIR CARE DECISIONS PERCENTAGE
YOUR GOALS OF THERAPY, FOR EXAMPLE: CURE, QUALITY OF LIFE, ETC. (n=473) 79.5%
THE RISKS AND BENEFITS OF EACH TREATMENT OPTION (n=471) 78.8%
MORE THAN ONE TREATMENT (n=472) 78.2%
WHAT YOU VALUE ABOUT YOUR TREATMENT (n=464) 62.3%
PALLIATIVE CARE, SUCH AS TREATING SIDE EFFECTS, MANAGING PAIN (n=468) 62.2%
IMPACT ON WORK (n=467) 51.8%
CLINICAL TRIALS AS A TREATMENT OPTION (n=471) 48 8%
THE FINANCIAL COST OF TREATMENT (n=468) 34.4%
NON-TREATMENT RELATED COSTS SUCH AS TRANSPORTATION, CHILD OR ELDER CARE (n=465) 14.0%



Access to Providers
Delays

20% experienced delays in getting access to care
(n=475)

TYPE OF DELAYS EXPERIENCED BY PATIENTS REPORTING

DELAYS (n=105, MULTIPLE RESPONSES ALLOWED) PERCENTAGE
DELAY IN SCHEDULING A TEST OR MEDICAL PROCEDURE 61.9%
DELAY IN REFERRAL TO PHYSICIAN OR HEALTH CARE TEAM 46.7%
DELAY IN OBTAINING A PRESCRIPTION 22.9%
OTHER 25.7%



Access to Providers
Access Concerns

Patient concerns about network adequacy:

PATIENTS SERIOUSLY OR VERY SERIOUSLY CONCERNED ABOUT PERCENTAGE

HAVING TO SWITCH DOCTORS BECAUSE OF NETWORK

LIMITATIONS (n=465) 21.0%
BEING ABLE TO GET A SECOND OPINION (n=462) 21.0%
HAVING TO SWITCH HOSPITALS OR CLINICS BECAUSE OF e

NETWORK LIMITATIONS (n=465)



Access to Services
Medical Care

Nearly 20% reported not having access to needed medical care

ARE YOU ABLE TO GET THE MEDICAL CARE YOU FEEL YOU NEED?
(n=475)

| DON'T KNOW, 2.3% ﬁ

SOMETIMES, 9.1%

NO, 7.2%

YES, 81.4%

Patients with higher incomes were significantly more
likely to report having access to needed medical care



Access to Services
Concerns about Having Access

PATIENTS SERIOUSLY OR VERY SERIOUSLY CONCERNED ABOUT PERCENTAGE

HAVING ACCESS TO GENETIC/BIOMARKER TESTING AND COUNSELING (n=466) 20.8%
HAVING ACCESS TO CLINICAL TRIALS (n=463) 20.3%
HAVING ACCESS TO EMOTIONAL SUPPORT SERVICES (n=471) 19.9%
HAVING ACCESS TO PHYSICAL THERAPY (n=462) 16.5%
HAVING ACCESS TO HOME HEALTH CARE (n=462) 16.2%
HAVING ACCESS TO HOSPICE CARE (n=458) 14.2%
HAVING ACCESS TO FERTILITY PRESERVATION (n=456) 3.1%



Access to Services
Psychosocial Support

A majority of patients did not receive social and/or
emotional support including distress screening during

cancer care RECEIPT OF SOCIAL AND/OR EMOTIONAL SUPPORT SERVICES
INCLUDING SCREENING FOR DISTRESS DURING CANCER CARE

(n=471)

80% —

71.1%




Access to Services
Psychosocial Support

IF YOU DID NOT RECEIVE EMOTIONAL SUPPORT OR COUNSELING,
WHAT ARE THE REASONS YOU DIDN'T ACCESS THIS SUPPORT?

(n=335)

OTHER, 11%

| DIDN'T KNOW THEY
EXISTED OR WHERE TO
FIND SUCH SUPPORT, 33%

MY INSURANCE DID
NOT COVER, 7%

| DID NOT RECEIVE
A REFERRAL, 22%

| DIDN'T FEEL | NEEDED THEM, 27%



Direct Costs

Nearly half reported paying more for health care during the
past year

(n=476)




Direct Costs
Increased Costs

Patients report paying
more for:
— Insurance premiums
— Deductibles
— Treatment co-pays
— Co-insurance

IF YOU ARE PAYING MORE OUT-OF-POCKET
(n=227), ARE THE INCREASED COSTS RELATED
TO (MULTIPLE RESPONSES)

INSURANCE PREMIUMS
DEDUCTIBLES
TREATMENT CO-PAYS

CO-INSURANCE

NEED MORE CARE

MEDICARE SUPPLEMENTAL

TRANSPORTATION
DUE TO DISTANCE

OTHER SUPPORT SERVICES

OTHER

NO LONGER RECEIVING
CO-PAY ASSISTANCE




Direct Costs
TOE Concerns

Patients seriously or very seriously concerned about

OUT-OF-POCKET COSTS FOR HOSPITAL STAYS (n=463) 38.0%
OUT-OF-POCKET COSTS FOR MEDICATIONS (n=469) 38.0%
OUT-OF-POCKET COSTS FOR LAB TESTS OR SCANS (n=468) 37.8%
THE COST OF THE MONTHLY PREMIUM YOU PAY FOR HEALTH INSURANCE (n=467) 36.8%
OUT-OF-POCKET COSTS FOR PHYSICIAN VISITS (n=464) 31.5%
OUT-OF-POCKET FOR PALLIATIVE AND SUPPORTIVE CARE (n=464) 26.3%
OUT-OF-POCKET COSTS FOR MEDICAL CARE (n=455) 24.8%
GETTING FINANCIAL ASSISTANCE AND/OR ASSISTANCE (n=467) 24.2%

Nearly 4 in 10 (37.1%, n=467) also reported being seriously
or very seriously concerned about bankrupting their family



Future Direction

 Monitor the direct and indirect costs of cancer and
related care for patients throughout the trajectory of
disease

* Understand the implications of cost burden in terms of a
patient’s emotional health and use of health services
over time

* Further explore the impact of the Affordable Care Act on
the financial and emotional burden of patients

* Identify the subtleties of key elements of patient-
centered care including quantity and quality of time
spent with health care team and discussions on cost

* Evaluate the impact of psychosocial distress screening,
referral and follow-up on patient care and costs
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A Patient’s Perspective

Lee Tomlinson
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