Lung Cancer
Specialty Registry Report 2017

What is the Lung Cancer Specialty Registry?

Lung cancer is the leading cause of cancer death, regardless of gender or ethnicity,
accounting for more cancer-related deaths than colon, breast, and prostate

cancers combined. Yet, thanks to earlier diagnosis and personalized treatment,
people are living longer. Approximately 220,000 new lung cancer diagnoses are
expected in 2017 (SEER). There are two main types of lung cancer: non-small

cell lung cancer, representing 85% of all cases and small cell lung cancer. Each type

requires different treatment regimens and has a different prognosis.

The Lung Cancer Specialty Registry, which began accepting participants in
December 2014, documents the experiences of a cross-section of people living
with lung cancer. The Lung Cancer Advisory Council-—made up of lung cancer
specialists and other oncologists, behavioral scientists, patient advocates, and
industry representatives—supports the efforts of the Registry by providing
continued support and guidance on outreach, research, and the dissemination of
findings (see a list of Advisory Council members at

www.cancersupportcommunity.org/RegistryIndexReport2017).
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Who is in the Registry?

This 2017 report presents analysis from 291 lung cancer patients who reside in the United States and
completed survey questions from the opening of the Registry in December 2014 to December 31, 2016 (in the
tables below, number of responses is 291 unless otherwise noted).
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What are we learning?

DIAGNOSTIC EXPERIENCE

Non-small cell lung cancer (NSCLC) respondents
made up 84% of survey respondents; among
those, 65% were diagnosed with adenocarcinoma,
16% with squamous cell carcinoma, and 4% with
large cell carcinoma; 14% did not know the type.
Small cell lung cancer patients made up 16% of
survey respondents. Recent science has identified
a number of genetic markers for lung cancer. Half
(50%) of lung cancer respondents reported not
being tested for genetic markers. Of those tested,
37% indicated their tumor proved positive for the
EGFR mutation. As for other common genetic
markers, 9% tested positive for KRAS, 6% for

ALK translocation, and 3% for ROS1 translocation.

A significant proportion (20%) tested negative

for all markers. Eighty-six percent indicated their
diagnosis did not result from a cancer screening of
any kind. Instead, 50% reported their diagnosis

occurred after experiencing symptoms.
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PERCEPTIONS ABOUT HEALTH

Twenty-five percent of respondents described their overall
health as excellent or very good, but nearly half (45%)
reported they were in fair or poor health (Figure 3).

CANCER-RELATED DISTRESS

Lung cancer can be associated with significant emotional
distress. Figure 4 presents the 10 items that most
respondents were moderately, seriously, or very seriously
concerned about according to CancerSupportSource®, a

validated distress screening instrument.!

CancerSupportSource features a depression subscale
which demonstrated that just over half (52%) of lung

cancer respondents were at risk for clinical depression.



QUALITY OF LIFE

Quality of life is of key concern to lung cancer
patients. The Lung Cancer Specialty Registry
incorporates the PROMIS-29, which compares
how patients describe their quality of life compared
to other U.S. population groups across seven
different areas of life.” As Figure 5 illustrates, many
lung cancer patients reported substantially worse
quality of life than the national average for physical
functioning (51% of respondents), fatigue (35%),
anxiety (32%), social functioning (31%), and
depression (25%). In addition, 21% of respondents
reported worse pain interference and 9% reported

worse sleep disturbance.

LUNG CANCER-RELATED STIGMA

Because lung cancer is often linked to smoking,
many patients—even those who have never
smoked—experience stigma associated with their
diagnosis. Lung cancer respondents’ perceptions of

social stigma are featured in Figure 7.

TREATMENT DECISION-MAKING AND PLANNING
Lung cancer patients face a range of complex
treatment options after diagnosis. In the survey,

41% of respondents indicated they were in what is

called first-line therapy, where they are given drug
treatment for the first time. However, 53% reported
being in second, third, or even later line therapies.
These treatments are assigned when previous
therapies were unsuccessful or simply stopped
working. Most (87%) reported they see a medical
oncologist most often for their treatment, and 4% a

radiation oncologist.
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rieure4« TOP 10 CONCERNS OF LUNG CANCER PARTICIPANTS
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Note: All comparisons are vs. general U.S. population, except where * denotes comparison to U.S. population group balanced to include more people with
chronic iliness. Worse quality of life is defined as having a score that is at least 1 standard deviation poorer than the respective comparison group.

Doctor-patient relationships play a large part of
any treatment plan. The more patients are aware ri6ure 6 TREATMENT

of the options available to them and the risks and DECISION-MAKING PROCESS:
LUNG CANCER

side effects associated with their therapy, the more
comfortable the relationship. Although patients are
very involved in treatment decision-making, they
are far less likely to report feeling knowledgeable KNOWLEDGEABLE

about treatment options or prepared to discuss 16% 39% 45%

treatment options with their doctor (Figure 6).
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Some health care providers would treat me better if | had a different kind of cancer - 13%

| try to keep my lung cancer secret . 9%

reure 7 PERGEIVED SOCIAL STIGMA AND LUNG CANCER
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chemotherapy to minimize the risk of recurrence
following the initial therapy. Approximately 62%
of lung cancer patients in the survey reported their
physician had not discussed maintenance therapy

as a treatment option.

COST OF CARE

Apart from treatment, side effects, relationships
with family and friends, and managing the disease
itself, there is also a financial burden to cancer
care that can cause tremendous anxiety. Thirty-
six percent of lung cancer respondents reported
significant levels of intrusive thoughts about

their ability to manage costs of their cancer care,
according to the Impact of Events Scale®. Thirty-
one percent of respondents did not discuss costs

with a member of their health care team.

Insurance coverage can mask the monetary impact
that patients experience on a regular basis. Many
respondents were able to quantify monthly out-of-

pocket costs related to their cancer (Figure 8).
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Thirty-six percent of lung cancer
respondents reported significant levels
of intrusive thoughts about their ability
to manage costs of their cancer care.




Learn More

For more information and to see our other specialty reports please visit:

www.cancersupportcommunity.org/RegistrylndexReport2017
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