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Key Background Facts
 Saving lives and preventing suffering are central to the American Cancer Society’s
mission for all adults and children facing cancer – at any age and any stage.


A 2014 American Cancer Society report summarizing the progress made and challenges
ahead in fighting childhood and adolescent cancers showed:





In 2014, an estimated 15,780 new cases of cancer will be diagnosed and 1960
deaths will occur among children and adolescents aged birth to 19 years.
Approximately 1 in 285 children will be diagnosed with cancer before age 20.
Today, about 1 in 530 young adults between the ages of 20 and 39 is a childhood
cancer survivor.
Approximately 379,112 survivors of childhood cancer were alive in the US as of
January 2010, with 70% now age 20 or older.



Significantly, two-thirds of childhood cancer survivors endure debilitating symptoms,
side effects and/or late effects resulting from their disease-directed treatments, causing
significant functional impairments and suffering for them & their families that last their
lifetimes.



While the rising numbers of childhood cancer survivors underscore our progress, these
figures also serve as an important reminder of the imperative to also address their
ongoing health concerns and quality of life. Finishing the fight will require dedicated
focus and attention to ensuring these adults and children don’t just survive – they thrive.

ACS-Funded Research and Training Grants in Pediatric & Adolescent Cancer


The Society is currently supporting 55 active, multi-year research grants for a total of
$27.8 million specific to childhood cancer.



Because treating the pain, symptoms, and stress of cancer is as important as treating the
cancer for children and their families, the Society also prioritizes investing in palliative
care and other quality of life research to address the increased health risks, functional
impairments, and other disabilities that children and adult survivors of childhood cancers
face.

Selection of pediatric cancer research projects currently funded by the American Cancer
Society:
Leukemia



Patrick Brown, MD at Johns Hopkins University in Baltimore, Maryland is working to
identify the genetic change in one type of childhood leukemia that continues to have a
very low cure rate. Those whose leukemia cells have a mutation in a specific gene called
MLL would benefit from improved therapy.



Kevin Shannon, MD, at the University of California at San Francisco, is exploring
genetic changes in cells that occur in pediatric leukemia patients, re-creating these
genetic reactions in the lab to seek out new targeted therapies.

Brain cancer
 Maciej Lesniak, MD, at the University of Chicago (Illinois), is working to re-engineer a
virus that causes the common cold, empowering it to attack the cells within fast-growing
brain tumors affecting children.


Mollie Meffert, MD, PhD, at Johns Hopkins University School of Medicine in
Baltimore, Maryland, is studying a signaling pathway involved in brain cancer affecting
children to explore how focused treatments can destroy tumor cells while minimizing
negative effects on brain function.

Other cancers


Rene L. Galindo, MD, PhD, at the University of Texas Southwestern Medical Center,
Dallas is studying the cause of the muscle-type tumor rhabdomyosarcoma, an aggressive
tumor that strikes children. By correcting the defective behavior of the genes identified in
a model system, cells lose their tumor behavior. The goal is to inform the development of
a new drug treatment for this tumor.



Rani E. George, MD, PhD, at the Dana-Farber Cancer Institute in Boston is exploring a
genetic abnormality in the cells of neuroblastoma associated with resistance to treatment
with crizotinib. The ultimate goal of this study is to develop treatment strategies for this
pediatric tumor.



Steve Lessnick, MD, PhD, at the Huntsman Cancer Center in Salt Lake City, Utah, is
exploring specific cell processes involved in Ewing’s sarcoma -- a disease that is most
common in adolescents -- seeking better treatments for this disease.

Palliative Care and Quality of Life Research
Through an innovative partnership with the National Palliative Care Research Center
(NPCRC.org), the Society is directing much needed grant support to research focused on
managing quality of life issues through provision of palliative care alongside oncology treatment.
Pediatric palliative care research projects currently funded by the Society include:


Michelle Fortier, PhD, at the University of California, Irvine, is exploring using mobile
technology to collect a diary of pain and symptoms that will address the significant gap in
knowledge of pain and symptoms management of children’s cancer.
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Anne E. Kazak, PhD, ABPP at the Alfred I. duPont Hospital for Children of The
Nemours Foundation in Wilmington, Delaware is working to assure that all children and
family members facing cancer are assessed and provided with access to emotional and
social support they may need to minimize distress and improve quality of life and
functioning.



In 2013, Joanne Wolfe, MD, pediatric oncologist at the Dana-Farber Cancer Institute,
was honored by the Society with its national ACS Pathfinder in Palliative Care Award for
her pioneering work creating the specialized field of pediatric palliative care –efforts
recently featured in The New Yorker article “Lives Less Ordinary”.

Advocacy
 The Society’s nonprofit, nonpartisan advocacy affiliate, the American Cancer Society
Cancer Action NetworkSM (ACS CAN) supports laws and policies that increase funding
for cancer research, improve the quality of life of all adults and children with cancer and
their families, and broaden access to quality care.


ACS CAN, individually and in partnership with other organizations, has successfully
advocated for increased money for childhood cancer research, drug development
advances for children and young adults at the US Food and Drug Administration, and
expanded Affordable Care Act benefits for children and young adults and their families.



For more than a decade, ACS CAN has also worked on a variety of childhood cancer
public policies and legislative initiatives through its active participation in the Alliance
for Childhood Cancer — a coalition of more than 25 member organizations dedicated to
advancing childhood cancer issues.



A top and ongoing priority for ACS CAN, and through its leadership as part of the One
Voice Against Cancer Coalition (OVAC), is protecting and increasing federal funding for
cancer research at the National Institutes of Health and the National Cancer Institute
(NCI). NCI funds about $200 million a year in research specific to childhood cancer.
More information can be found at: acscan.org/research and ovaconline.org.



ACS CAN has also partnered with a diverse group of stakeholders to launch a national
Patient Quality of Life legislative campaign promoting integrated pain and symptom
management and other aspects of palliative care to improve quality of life for all adults
and children facing serious illness. More information about this initiative is available at
acscan.org/qualityoflife.



ACS CAN successfully advocated for the inclusion in the Affordable Care Act of these
and other patient protections that are vitally important to childhood and adolescent cancer
patients and survivors:
 Health plans are barred from dropping children from coverage when they get sick.
 New health plans are prohibited from denying coverage to children up to age 19 with
pre-existing conditions such as cancer.
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Health plans are banned from setting lifetime dollar caps on coverage, and annual
dollar limits on coverage are tightly restricted to ensure that children with cancer get
access to needed care.
Families with children with a life-threatening illness such as cancer are permitted to
enroll their children in hospice that is provided concurrently with disease-directed
treatment.
Dependent children are able to remain on their parents’ health insurance policy up to
age 26.

Online Resources
If your child has just been diagnosed with cancer, is going through treatment, or is trying to stay
well after treatment, the Cancer in Children section of the Society’s website will help you find
the answers you need. This section offers links to a detailed guide about childhood cancer,
information about specific forms of childhood cancer, resources to help you find support and
treatment, and information on coping with the diagnosis.
Books and Printed Resources
The American Cancer Society publishes many books that address the needs of children who have
been diagnosed with cancer or are dealing with cancer in someone they love. The Society’s
award-winning The Long and the Short of It: A Tale about Hair, follows the real lives and stories
of two young girls named Isabel and Emma who both experience different issues with their hair.
The book is designed to teach children about hair loss, the act of giving and to help adults
examine common misperceptions children may have about cancer and hair loss. For more
information, visit cancer.org/Books4me.
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