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What we’ll cover

• Research and 
resources

• Advocacy 
activities and 
alliances

• The QOL Agenda
• Your questions 

AND your input!
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How I Got Here



RESEARCH and TRAINING

ACS is currently supporting 49 active, multi-
year childhood cancer research grants for a total 
of $23.6 million

All proceeds raised through Hoda Kotb’s Shine a 
Light campaign will be dedicated to pediatric 
cancer research ($505K raised so far) 
https://www.crowdrise.com/hoda



Advocacy & Alliances

Advocacy Agenda
• Increase federal cancer research 

funding – NIH funds about $200 million 
a year in pediatric grants

• Affordable Care Act patient protections 
implementation

• Promote childhood cancer specific 
legislation

• Integrate childhood cancer objectives in 
state comprehensive cancer control 
plans

• Advance QOL legislation  



PROGRAMS AND SUPPORT

• Creating healthier environments to keep children well:  making 
it easier to eat healthy; reducing second hand smoke exposure; 
promoting nutrition and physical activity  

• ACS resources for patients /families and health professionals: 
online resources, printed publications, 24/7 NCIC phone support



QUALITY OF LIFE AGENDA



Key Starter Statistics

The Society’s 2014 Facts & Figures 
statistics report estimates:

• 1.67 million new cancer cases 
and 585,720 deaths annually

• 14 million survivors now. This 
will jump to 18 million by 2022 

• Nearly 380,000 survivors of 
childhood & adolescent cancer 

Improve survival with high QOL 
for all adults and children

Source: Institute of Medicine 2013 Quality Cancer Care Report

Survivor numbers now and looking ahead



Children and adolescents

• 15,780 new cancer cases 
and 1,960 deaths expected 
this year 

• Cancer remains THE 
leading cause of disease 
death in children  

• 1 in 530 adults aged 20 to 
39 are childhood cancer 
survivors.

• Most experience persisting 
pain, symptoms, and late 
effects that affect quality of 
life (QOL) for child & family 

Facts & Figures 2014 Special Section: 
Childhood and Adolescent Cancers 
www.cancer.org



• Cancer types that develop in 
children and adolescents differ 
from those that develop in adults 

• Most common childhood 
cancers: 
– Leukemia
– Cancers of the brain and CNS
– Lymphoma

• Progress in survival has been 
substantial for some cancer 
types, but not others 

Progress and Challenges

Facts & Figures 2014 special section on childhood 
and adolescent cancer statistics

Trends: Pediatric cancer mortality rates by site 
Birth to 19 years from 1975 to 2010



Long term effects of life saving treatments

Toxicities of cancer treatment remain a real 
and steep price paid for progress

• Significant and ongoing physical, emotional and 
other suffering for children & families

• High prevalence of adverse health outcomes that 
last lifetimes

• 95% suffered chronic health condition by age 45 
(Hudson JAMA 2013)

• Childhood cancer survivors 8x more likely than 
siblings to have severe or life threatening chronic 
health conditions (Oeffinger NEJM 2006)



Compelling call to action

“Worse yet, as we would be counseled in great detail, 
the cost of trying to save our young daughter would be 
certain and permanent cognitive devastation.”

Survive and thrive



Person-centered and personalized care

What matters to the patient is important.
Not just what is the matter with them!



Fact:
Treating the pain, symptoms, 
and stress of cancer is as 
important as treating the 
cancer.

What is important to you?

Fact:
Our ability to 
relieve the pain, 
symptoms, and 
stress of cancer 
has never been 
greater.



Patient & Family Priorities

IOM 2013 Quality Cancer Care  report: Charting a New Course for a System in Crisis

What people want:

• Tell full truth

• Tell about risks

• Explain impact on 
QOL

• Understand their 
goals and concerns



QOL concerns are not raised or discussed

2010 ACS CAN National Poll on Facing Cancer in the Health Care System (www.acscan.org)

Q:  After diagnosis and before starting treatment, did anyone on care 
team ask what is important to you/family in terms of QOL? 



Evidence Base: QOL not a priority

(Gelfman & Morrison J Palliat Med 2008 & 2013)

Research 
Publications:



Our Policy Environment

• Affordable Care Act issue fatigue

• Health reform = buzzword bingo

• Cost neutral culture

• Polarized policymakers

• Lingering death panel skittishness

• Pain stigma & drug control 
overdrive



Job 1:  Reorienting Priorities

Frame QOL as an essential
aspect of quality care… 

for any age and any stage
and for all audiences



Quality cancer care

Surgery
Radiation
Chemotherapy
Other disease-
directed 
therapies

Palliative care
Psychosocial care
Impairment 
driven rehab
Other integrative 
therapies for 
wellness

COMMUNICATION

Save lives with high quality of life…

For all adults and 
children at any age 
and any stage



Key partners

Research:  Funding dedicated palliative care and symptom 
management research grants while building next generation of 
clinical researchers and collaborative community for the work. 
npcrc.org

Programs:  Technical assistance, training, and resources for 
palliative care teams and generalist practitioners at every 
stage, including tools to achieve new quality standards. 
capc.org

Advocacy:  New QOL campaign and coalition addressing 
research, workforce and access barriers through federal and 
state legislation. 
acscan.org/qualityoflife & patientqualityoflife.org



What’s in a name?

Palliative care …
• Focuses on relieving the pain, symptoms, and 

stress of a serious illness — whatever the diagnosis. 

• The goal is to improve quality of life for both the 
patient and family.

• It is appropriate at any age and at any stage and 
can be provided along with curative treatment.

Definition developed through consumer research commissioned by CAPC and the 
Society/ACS CAN.  Shareable summary of findings available at www.capc.org

http://www.capc.org/


Treat the person beyond the disease



People Want Palliative Care

Once informed about palliative care:

• 95% say patient & family education about palliative 
care as part of treatment is important

• 92% would be likely to consider palliative care for 
themselves or their families

• 92% also said they believe patients should have 
access to palliative care at hospitals nationwide

Data from CAPC/ACS Public Opinion Strategies national survey of 800 adults conducted 
June 2011.  www.capc.org



Better QOL and survival

Temel  NEJM 2010

Palliative care patients 
lived 2.7 months longer 
than usual care



And reduced costs

Every study to date shows significant savings from palliative care 
– in addition to better care.

Hughes M, Smith TJ. Annu Rev Public Health 2014

Interdisciplinary 
palliative care 
team

http://www.ncbi.nlm.nih.gov/pubmed/24641562


Who provides palliative care?  Everyone.



Goal: Survival with High QOL

1. All patients and families will know about palliative 
care and be empowered to request it

2. All healthcare professionals will have the 
knowledge and skills to provide palliative care

3. All healthcare institutions will be able to support 
and deliver high quality palliative care 



How Do We Get There?

• Address misconceptions

• Improve access and quality

• Build the workforce

• Expand the evidence base

Bring palliative care everywhere!



ADVOCACY
Federal legislation 
 Patient-Centered Quality Care for Life Act 

(HR 1666)
 Palliative Care & Hospice Education and 

Training Act (HR 1339/S 641)

State palliative care model legislation 

Promoting balance in federal and state 
pain policies

Advance QOL national movement

For campaign information: www.acscan.org/qualityoflife
For coalition information: www.patientqualityoflife.org

http://www.acscan.org/qualityoflife
http://www.patientqualityoflife.org/


Paired with health system engagement

Health system staff = 
Boots on ground partners for 
palliative care integration efforts

Oncology Palliative 
Care 

Treatment

SurvivorshipPalliative 
Care

Initial deployment strategy:  Engage all adult and pediatric hospitals/cancer centers



Steady drumbeat, same QOL message



100% of the U.S. News 2014 – 2015 Honor Roll Children’s Hospitals 
Have Palliative Care Services

• Ann and Robert H. Lurie Children’s Hospital of Chicago

• Boston Children's Hospital

• Children's Hospital Colorado, Aurora

• Children's Hospital Los Angeles

• Children's Hospital of Philadelphia

• Children's Hospital of Pittsburgh of UPMC

• Cincinnati Children's Hospital Medical Center

• Johns Hopkins Children's Center, Baltimore

• Nationwide Children's Hospital, Columbus, Ohio

• Texas Children's Hospital, Houston

PPC becoming a key standard of practice



Resources

 Quality of Life info resources 
 ACS video, brochure, fact sheet (cancer.org/childhood and acscan.org/qualityoflife)
 American Childhood Cancer Organization pediatric palliative care book (acco.org)
 Courageous Parents Network (courageousparentsnetowork.org)

 Institute of Medicine March 2015 workshop on comprehensive childhood cancer care

 ACS publications: Facts & Figures 2014 ; CA A Cancer Journal for Clinicians article series 

View the new ACS video at: 
https://www.youtube.com/watch?v=9GRl9r6elJ0

http://www.cancer.org/cancer/news/specialcoverage/how-acs-fights-childhood-cancer




Changing the Culture of Communication

Mastering tough 
conversations 
oncology workshops

Partnering to equip clinicians… 

while empowering patients and families.

Access the decision support tool for patients 
www.prepareforyourcare.org

Access tools for clinicians and faculty
www.vitaltalk.org
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Survive and thrive



Rebecca Kirch
Director, Quality of Life & Survivorship

Rkirch@cancer.org
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