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Data Highlights

A Cancer Health Outcomes Data Resource

Quality of Life in Individuals with Brain and Spine Tumors

The National Cancer Institute (NCI) defines rare cancers as those that affect fewer than 15 out of 100,000
individuals each year. Rare cancers can be more difficult to prevent, diagnose, and treat than more common
cancers. Because there are fewer cases, research can be difficult. However, resources such as NCl's Surveillance,
Epidemiology and End Results-Medicare Health Outcomes Survey (SEER-MHQOS) offer researchers
opportunities to evaluate rare tumors, such as brain and spine tumors, and the quality of life for individuals
living with these tumors.

Primary central nervous system (CNS) tumors are tumors that begin in the brain or spinal cord. Primary CNS
tumors account for less than 2% of all cancers, all being classified as rare tumors!

Sample Description Demographic and Clinical Characteristics

The SEER-MHOS data resource population
includes 191 Medicare beneficiaries (mean age: 67)

Number Percentage

diagnosed with CNS tumors. A majority of SEER- 2
MHOS participants have grade IV (high-grade) Female 97 50.8%
tumors (75%) and over half received radiation -
and/or surgery. Data was compiled from cohorts Race/Ethnicity
1-20 of the 1998-2019 SEER-MHOS data resource. White 127 71.7%
SEER-MHOS includes data from individuals living Asian or Pacific Islander 1 5.8%
with vgrlous types of CNS tumors, including Black or African American >3 12.0%
exceptionally rare tumor types (ex: ependymoma)
that affect fewer than 2,000 individuals each vyear. Hispanic 20 10.5%
Education
Percentage of Cases by CNS Tumor Diagnosis
Some high school or less 33 18.1%
Other CNS tumors* Astrocytoma )
18% High school graduate/ GED 62 341%
Some college 46 25.3%
Meningioma 'gog College graduate or higher 4] 22.5%

Tumor Grade*

Glioma (

- (o
Glioblastoma -1 17 24.6%
Ependymoma
\Y 52 75.4%
*Neuroepithelial, embryonal/primitive/medulloblastoma, nerve sheath, mesenchymal, *SEER began to collect tumor grade information starting in 2014.

chordoma/chondrosarcoma, unspecified neoplasm
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https://healthcaredelivery.cancer.gov/seer-mhos/aboutdata/overview.html
https://www.cancer.gov/rare-brain-spine-tumor/tumors/about-cns-tumors#how-are-tumors-graded
https://www.cancer.gov/rare-brain-spine-tumor/tumors/about-cns-tumors#how-are-tumors-graded
https://www.cancer.gov/about-cancer/treatment/types/radiation-therapy
https://www.cancer.gov/rare-brain-spine-tumor/living/in-treatment
https://www.cancer.gov/rare-brain-spine-tumor/tumors
https://www.cancer.gov/rare-brain-spine-tumor/tumors

Experiences of Living with Brain and Spine Tumors

Research has shown that individuals
living with a brain or spine tumor are
highly symptomatic.

One study found that “more than 50% of individuals 41% of individuals living with a brain
reported at least 10 concurrent symptoms, and 40% or spine tumor report experiencing
of individuals reporting having at least 3 moderate- depressive symptoms.

to-severe symptoms.”? Symptoms and functional
changes can be a result of the tumor itself or from
treatment and medications.

Physical and Mental Health

Physical component scores (PCS) and mental component scores (MCS) convey the physical and mental
health of individuals. In individuals > 65 years old, the average PCS score is 41.5 and MCS score is 52.0. Average
physical and mental health scores are lower for individuals with brain and spine tumors.

Physical Health Mental Health
60 60
0 0 52
50 o 50
o 415 9 43.]
9 40 c 40
© 30.6 ®
o 30 9 30
= =
v 20 v 20
O O
2 10 2 10
0 0
CNS Tumor US Population CNS Tumor US Population
Norm for Norm for
Adults > 65 Adults > 65
General Health
The Centers for Disease Control and Prevention .
(CDC) Healthy Days Measure captures an ERE fEEE [RES [NE pE ]
individual's mental and physical health, as well as its Physicall healthv davs i ‘30 d 148
impacts on regular activities, such as self-care, work, yeically inhealthy days in pas s ’
and recreation, over a 30-day period. Mentally unhealthy days in past 30 days 9.4
In the past 30 days, individuals Unhealthy days in past 30 days 17.6
-I 5 :‘NItlh CNS tl:mlifr\s rfeportedh it Days of limited activity due to poor health in 121
eeling unhealthy for over ha .
past 30 days
days of the month.

*There are some variations in sample size based on survey completion by sample
population for each response.
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https://www.cdc.gov/hrqol/methods.htm

Activities of Daily Living
Over 45% of individuals report at

Activities of daily living (ADL) are the tasks of least some difficulty with walking
everyday life. A reported difficulty in ADLs can and getting in and out of chairs.
indicate a loss of self-care capabilities and negatively

impact quality of life.

ADLs of Individuals Living with CNS Tumor
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Symptom Burden

Individuals with brain and spine tumors report a variety of symptoms, with over 40% reporting difficulty
concentrating and making decisions and screening positive for depression.

Symptom Experience of Individuals Living with CNS Tumor

Difficulty concentrating and making decisions _44.6%
Urine leakage i past 6 months NN 19:%
Poor quality of sleep during the past month NN 19.4%

Difficulty seeing well enough to read newspaper _13.8%
Difficulty hearing most things people say _12,5%

About SEER-MHOS

SEER-MHOS is a publicly accessible data resource combining cancer registry and survey data on older adults
diagnosed with cancer. This research provides a rich opportunity to examine cancer health outcomes, such
as health-related quality of life and activities of daily living, along with clinical and epidemiologic information.

Contact Us

Researchers are strongly encouraged to request information and technical support at SEER-MHOS@hsag.com
to obtain help understanding the data before making requests and undertaking any analyses.

To stay up to date on the data resource, please join the SEER-MHOS Listserv.
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