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LTFU Newsletter

Three newsletters annually (Winter, Summer, Fall)
Fully digital publication
Distributed to 17,000+

Newsletter Format:

* Highlight recent clinically relevant CCSS publication

* Provide survivor focused education about the topic

* Engage survivors to share their lived experience with peers

* Connect readers with resources when possible



2024-2025 Newsletter Content
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Sample Newsletter Content

Survivor does not let chronic pain stop her

Today she is working
a forensic anthropol

She has lower back [
is a challenge to pur

It is hard to know ho
is complex and ofter
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Survivor Rachael Bull is working on her PhD in
biomedical science.

Painisani

When Rachael Bull was 6 years old, she was diagnosed with a tumor called rhabdomyosarcor
Her cancer had spread throughout her abdomen (belly). 905,

Because the cancer had advanced, Bull received radiation to her whole abdomen. Bull, now £
still has health problems from the radiation and chemotherapy she received. Bull has dealt v
chronic pain throughout the 20 years since her treatment.

Ribulotta encourages fellow survivors to advocate

for themselves

Ribulotta has been cancer-free since 2001.

Texas survivor talks about her approach to skin
health

When Maren Davis, 22, was 3 years old, she was diagnosed with a brain
tumor. Because she was so young, she has few memories of that time in
her life.

She had surgery and 6 weeks of radiation to her head and neck area.
That was followed by chemotherapy with stem cell rescue. Stem cell
rescue replaces blood stem cells destroyed by chemotherapy. Davis
stayed cancer-free until she was 6.

Unlike her first experience with cancer, Davis clearly remembers finding
out she had skin cancer in 2007 A mole on her left cheek had lightened
in color so that it had a translucent appearance. Davis' mom took her to
the doctor. A mole that changes in appearance can be a symptom of
skin cancer. The mole was also in an area where she had received
radiation for her previous cancer.

A doctor removed the mole and sent it for testing. When it was looked at
under a microscope, it showed signs of cancer. The mole turned out to

be/malantma, thsmostaggressiveformarskificancer. Maren Davis pays close attention ta her skin health after having skin cancer. She has

been cancer free since 2009,

As a childhood cancer survivor, Martin Ribulotta, 31, has more doctor appointments than the average person in their

He was diagnosed with astrocytoma, a brain tumor, as an infant. He had surgery and chemotherapy at Children's
National Hospital in Washington, D.C. The cancer came back twice and was treated with surgery both times.

/ his treatment. These are called late
is slightly shorter than his left.

tibulotta is glad he has health insurance to
:over most of his medical expenses. But
naking sense of the health insurance
ystem can be quite challenging, he says. That is why he took part in the
TFU study aimed at helping childhood cancer survivors increase their
1ealth insurance knowledge and understanding.

Ribulotta during treatment for
astrocytoma when he was a baby

jefore the study, Ribulotta describe his level of health insurance
:nowledge as “basic.” The study helped shed some light on the matter.

Health insurance in the United States truly requires ongoing and
:onstant education,” Ribulotta says.



Parasol Recruitment and Retention Evaluation ﬂ

"The newsletter made it feel like | was
part of a community, even though |
just flipped through it sometimes."



What we have learned ...

* Newsletter is a key source for information for participants
* Desire information on study results

* Newsletter made them feel less alone in their health struggles, sense of
community

e Critical for study retention

* QOpportunities: desire for more newsletters and alternate media sources
(social media); focus on research results and experiences of other survivors
like them



Future Directions

* Actively seeking newsletter specific feedback from participants noting the
newsletter as having a positive impact on their engagement in the study
through focused survey

* Potential for focus group or more detailed survey pending engagement

» Seeking new topic/format ideas to incorporate high-value topics for survivors
that may not be the focus of active CCSS investigation

* Focus on improving representation across race, ethnicity, gender, sex and
treatment exposures for survivor spotlights and expert engagement

* Considering ways to leverage this content for broader dissemination and
accessibility
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