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 Questions harmonized with the MEPS Cancer
Survivors Supplement

* Survey was administered entirely online

 Available from June 2012 through December 2012

* Promoted the survey through email, Facebook,
Twitter and through national and community
partners

e LIMITATION: Online, convenience sample
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1,338 individuals diagnosed between the ages of
15-39 completed the survey (2002-2012)
* Majority were:

e Female 59%

* White 81%

 Married/Domestic Partnership 61%

 Have a college degree 65%
e 85% had worked (N=1,137) since a cancer
diagnosis
91% had been covered by health insurance at any
time since first diagnosed (N=1,217)
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Insurance, Debt, Work & School Results
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39% of AYAs had to or their family had
to borrow money or go into debt
because of their cancer*

* 7% of AYAs indicated  83% of AYAs worried
that they had filed about having to pay
for bankruptcy large medical bills
because of their
cancer
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84% of participants made a change to their
work since their cancer diagnosis.
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AYA's Ability to Perform Tasks
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33% of participants attended or made a decision about
attending school since their diagnosis (N= 441)

Did not have any special services while in 15%
school
Felt that classmates didn’t know how to 15%

support them

Felt that professors and teachers didn’t 15%
know how to support them

28%

Left school

Had difficulty keeping up with school 31%
work

32%

Missed a large amount of school
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92% of participants had a friend or family member provide
care during/after their cancer treatment (N= 1,230)

100%
. 36% of those 40 — 59 &
80% . 3% of those 60+
66% relied on a parent
60% 56%
44%
40%
29%
6%
0%
Parent Spouse Friend Sibling Extended Child Other
family
member

LIVESTRONG"

CAREGIVERS



Those with employed caregivers:

— 54% reported that the caregiver had to make
work changes because of cancer

— 25% reported that the caregiver had to make
changes for at least 2 months
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* 24% (321 of the 1,333 AYAs) took steps to preserve their
fertility before their cancer treatment began
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Reasons for not using Fertility Preservation

[1Male HFemale

[s)
42% 39%

25%

19% 18% 21%

|—‘ 12% 14% 14%  13% 129 15%
Were not Were not at risk  Did not have  Did not receive  Too expensive Did not receive
interested in for infertility enough time  any information any information
having any more about options for about risks to
children fertility their fertility that
preservation are due to cancer

before treatment and its
began treatment.

FERTILITY PRESERVATION LIVESTRONG:

FOUNDATION




*Findings indicate AYA survivors are experiencing
significant burden of practical concerns after a
diagnosis

*AYAs are often relying on a parent as a caregiver
*Caregivers are acquiring debt and reducing work as a
results of their loved ones diagnosis
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Future Directions



Manuscript of findings on AYAs from 2012 LS Survey

LSSCOE Network Young Adult Survivorship Study

 Tests feasibility of recruiting YA Cohort (18-39)

» Tests the effectiveness of the Essential Elements of
Survivorship Care on improving health outcomes &
health-related quality of life

e Sending out the LIVESTRONG Survey
NCI AYA Oncology Workshop Sept 2013

2014 LIVESTRONG Survey

2014 release of 2012 LS Survey Dataset for public use
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Questions or Participate:
research@livestrong.org
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