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• Priorities
• Improving Health Care Access and Coverage 
• Expanding Child Health Research
• Advancing Health Equity
• Strengthening the Next Generation of Diverse Researchers 

• Monthly PPC call
• Liaison, AAP Committee on Federal Government Affairs
• Address policy issues with legislators and agencies through letters, 

visits, legislation
• Policy commentaries in Pediatric Research
• Sponsor sessions at PAS and beyond
• Increase advocacy training and web and social media presence



Sign On Letters and Other Advocacy
• FY 2023 appropriations request for National Center for Health Statistics, March 2022
• FY 2023 appropriations request for Agency for Healthcare Research and Quality, March 16, 2022
• Doe v. Abbott Medical Organization amicus brief in case challenging Texas’s child abuse investigations of families seeking gender-affirming 

care for children, March 10, 2022
• FY 2023 appropriations request for gun violence prevention research, April 2022
• Access to Coverage and Care in Medicaid and CHIP RFI joint comments with AAP, April 18, 2022
• FY 2023 appropriations request for National Institutes of Health (Ad Hoc Group for Medical Research), May 10, 2022
• HRSA COVID-19 Uninsured Program funding renewal, May 16, 2022
• FY 2023 appropriations request for Pediatric Subspecialty Loan Repayment Program, May 17, 2022
• FY 2023 appropriations request for Eunice Kennedy Shriver National Institute of Child Health and Human Development, May 23, 2022
• FY 2023 appropriations request for Census Bureau, May 2022 
• FY 2023 appropriations request for Children’s Hospitals Graduate Medical Education Program, May 2022
• FY 2023 appropriations request for NIH Environmental influences on Child Health Outcomes program, July 1, 2022
• HHS Primary Care Action Plan comments with AAP, August 1, 2022
• Comments in support of proposed rules to prohibit menthol cigarettes and flavored cigars, August 2, 2022
• Letter supporting strong final funding allocation for Census Bureau in FY 2023 appropriations legislation, September 2022
• Letter supporting strong final funding allocation for National Center for Health Statistics in FY 2023 appropriations legislation, September 

2022
• Letter in support of passage of Accelerating Kids’ Access to Care Act, October 2022
• Letter to HHS in support of expanding ACA enrollment to DACA recipients, October 2022
• Letter urging inclusion of permanent, mandatory Medicaid coverage for individuals 12-months postpartum, October 2022
• PPC comments on CMS proposed rule to streamline eligibility, enrollment, and renewal processes for Medicaid and CHIP, November 2022
• Letter urging passage of final FY 2023 spending legislation with robust funding for NIH, November 2022
• Response to CMS RFI on Affordable Care Act essential health benefits outlining proposed improvements for pediatric benefits, January 2023



Commentaries in Pediatric Research
• January 23, 2023: Drs Kelsen Kobayashi, Anna Miller-Fitzwater, Cherece Grier & Kimberly Montez, The lapse of federal 

COVID-19 funding: implications for health equity
• December 8, 2022: Drs Brian Varisco, Sherin U. Devaskar, Kristy Murray, and Tina Cheng, The Advanced Research 

Projects Agency—Health (ARPA-H): a new model for research in child health
• October 25, 2022: Dr Shetal Shah, Legislative remedies to mitigate the national emergency in pediatric mental health
• October 14, 2022: Drs Lindy McGee, Jean Raphael, and Mona Patel, Every child deserves a smoke-free home
• September 16, 2022: Drs Kristin Ray and David Keller, Telehealth and pediatric care: policy to optimize access, 

outcomes, and equity
• September 14, 2022: Drs Bonnie Zima and Sherin U. Devaskar, Imperative to accelerate research aligning real-time 

clinical demand with mental health supply
• June 18, 2022: Drs Kristen Shanahan, Kendall Burdick, and Lois Lee, Reducing infant mortality: maternal health is infant 

health
• June 10, 2022: Drs Christian Pulcini, Rachel Berman, Jean Raphael, and Mona Patel, The politicization of children: 

implications for child health and public policy
• April 12, 2022: Drs Susan Baker and David Keller, Health and access to care for refugees, asylees, and unaccompanied 

children
• February 21, 2022: Tina Cheng, MD, MPH, Carolyn Russo, MD, Conrad Cole, MD, MPH, MSc, and David A. Williams, MD, 

Advocacy for research starting early in the life course

https://www.nature.com/articles/s41390-023-02487-4
https://www.nature.com/articles/s41390-023-02487-4
https://www.nature.com/articles/s41390-022-02405-0
https://www.nature.com/articles/s41390-022-02405-0
https://www.nature.com/articles/s41390-022-02326-y
https://www.nature.com/articles/s41390-022-02337-9
https://www.nature.com/articles/s41390-022-02306-2
https://www.nature.com/articles/s41390-022-02306-2
https://www.nature.com/articles/s41390-022-02246-x
https://www.nature.com/articles/s41390-022-02246-x
https://www.nature.com/articles/s41390-022-02142-4
https://www.nature.com/articles/s41390-022-02142-4
https://www.nature.com/articles/s41390-022-02155-z
https://www.nature.com/articles/s41390-022-02155-z
https://www.nature.com/articles/s41390-022-02066-z
https://www.nature.com/articles/s41390-022-02066-z
https://www.nature.com/articles/s41390-022-01997-x


Sponsored Events at PAS 2023

Pediatric Policy Council Legislative Breakfast: “Unpacking the Politicization 
of Child Health ” 

State of the Art Plenary:  “Policy Responses to Child Health Challenges in a 
Post-Pandemic World”

State of the Art Plenary: “NASEM Report on the Long-Term Impact of 
COVID-19 on Children and Families”

Hot Topic Symposia: “Child Advocacy in Action: Success Stories to Build On”



Advocacy Education
• Advocacy Training Modules: https://www.aap.org/en/advocacy/advocacy-

training-modules/ 

• AAP Advocacy Guide, 2009: same website as above



Advocacy Education
• PPC Capitol Connection, emailed monthly

• Child Advocacy in Action
Pediatric Clinics of North America
February 2023, Vol 70



• Led two conference convenings focusing on legislative action
Virtual, Feb 9, >240 participants
In person May 2022 with federal funders, policymakers, >80 participants

• Legislative advocacy around the Pediatricians Accelerate Childhood 
Therapies (PACT) Act, subspecialty loan repayment and NIH 
Inclusion of Children

Developing the Next Generation of Diverse 
Pediatric Researchers





Federal Agency FY 2023 Funding Change from FY 2022 
Funding (% change)

National Institutes of Health (NIH) $47.5 billion +$2.5 billion (5.3%)
Eunice Kennedy Shriver National 
Institute of Child Health and 
Human Development (NICHD)

$1.749 billion +$66 million (3.8%)

NIH Environmental influences on 
Child Health Outcomes (ECHO) 
Program

$180 million $0 (0)

Advanced Research Projects 
Agency for Health (ARPA-H)

$1.5 billion +$500 million (33%)

Gun Violence Prevention Research $25 million ($12.5 million at NIH 
and $12.5 million at CDC)

$0 (0)

Agency for Healthcare Research 
and Quality (AHRQ)

$373.5 million +$23.5 million (6.3%)

Children’s Hospitals Graduate 
Medical Education (CHGME)

$385 million +$10 million (2.6%)

Centers for Disease Control and 
Prevention (CDC)

$9.2 billion +$700 million (7.6%)

Research FY23 Appropriations, 12-22



Advanced Research Projects Agency for Health
ARPA-H would be primarily for a “mix of start-ups, small businesses and academics”

Frances Collins



ARPA-H MISSION: 
“to benefit the health of all Americans by 
catalyzing health breakthroughs that 
cannot readily be accomplished through 
traditional research or commercial 
activity”.

What is the gap ARPA-H is looking to 
fill?  Gap between NIH-type fundamental research 
and commercial entities (biotech, pharma)

● the risk is too high
● the cost is too large 
● the time frame is too long 
● the focus is too applied for academia 
● there is a need for complex coordination among 
multiple parties 
● the near-term market opportunity is too small to 
justify commercial investment 
● the scope is so broad that no one company can 
realize the full economic benefit



• Solutions are not research grants
• Program Managers use flexible contracting vehicles: Cooperative Agreements, Contracts, Other 

Transactional Authorities
• NIH ARPA-H-like programs: Rapid Acceleration of Diagnostics (RADx), Accelerating COVID-19 

Therapeutic Interventions and Vaccines (ACTIV)







Brian M. Varisco1,2, Sherin U. Devaskar3, Kristy O. Murray4*, Tina L. Cheng1,2*

• History indicates that without strong advocacy, it is likely that pediatric-focused research will 
again be left behind. 

• Growing research demonstrates that many conditions have their origins early in the life course 
with the opportunity for ARPA-H to prevent or change the trajectory of disease.

• ARPA-H should focus on health equity starting early in the life course and examine the 
multiple ways that health disparities negatively impact children’s development and 
predisposition to acute and chronic diseases.

PPC Commentary



White Paper on ARPA-H and Pediatrics

Meeting with ARPA-H 
Director this week



ARPA-H is Hiring Program Managers

• Hiring 20+ Program Managers 
each with $50-150M for 
research in a proposed area

• https://arpa-
h.gov/careers/program-
managers/

https://arpa-h.gov/careers/program-managers/
https://arpa-h.gov/careers/program-managers/
https://arpa-h.gov/careers/program-managers/


National Academy of Medicine 
Studies focusing on children

• Addressing the Long-Term Impact of the COVID-19 Pandemic on Children 
and Families (Chair: Coker), report out in 3/23

• The Pediatric Subspecialty Workforce and Its Impact on Child Health & 
Wellbeing (Chair: Rivara), in progress

• Assessment of the Impact of Social Media on the Health & Wellbeing of 
Adolescents and Children (Chair: Galea), in progress

• Improving the Health & Wellbeing of Children and Youth through Health 
Care System Transformation (Chairs: Cheng & Perrin):  start 2/23



Advocacy: Critical for Child Health

ACADEMIC 
MEDICINE

CLINICAL 
CARE

RESEARCHEDUCATION ADVOCACY

Immunizations

Firearm Safety

Health Equity

Reproductive 
Health

Mental Health

Gender Care



Question 

In a review of success stories in health (e.g lead 
poisoning, smoking, fluoride), which was NOT one 
of the key ingredients to success?

A. Leadership of medical institutions
B. Highly credible scientific evidence
C. Health advocates
D. Partnership with media for public 

awareness
E. Law and regulation
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Where the Public Good Prevailed: 
Lessons From Success Stories in Health 

• Highly credible scientific evidence
• Public health advocates
• Partnership with media for public 
awareness and discussion

• Law and regulation
Issacs & Schroeder, The New 
Prospect.  June  4, 2001:26-30



How can we be stronger advocates?

• Raise awareness, counter mis-information
• Advocate for the fourth leg of the stool at your institution
• Build partnerships with legislators and coalitions
• Support research
• Provide education and training opportunities in advocacy
• Keep up-to-date

– Be an AAP Key Contact: email kids1st@aap.org and request to be a Key 
Contact in the body of the email.

mailto:kids1st@aap.org


Advocacy Leadership
• Development opportunities: AAP Legislative Conference, AAP 

State Chapters, APA Advocacy Scholars, community leadership 
programs

• Advocacy work in your community, city, county, state, federal
• Work with your Government Affairs Office
• Work with your legislators
• Work with your leaders in the community, health department, schools, 

Medicaid, business, funders, federal agencies
• Build coalitions

• Advocacy work with professional organizations
• Pediatric Policy Council
• AAP Districts, Chapters, Sections, Councils, Committees, COFGA, State 

Government Affairs
• ABP, CHA, Coalition for Pediatric Medical Research, specialty societies



Margaret Haegarty
1934-2023

George K. Degnon 
1940-2023

Steven Berman
1947-2023



Berman’s “P’s” of Effective Advocacy
• Personal experience, patients
• Passion
• Persistence, perseverance, patience
• Principled

• Integrity: commitment to gain complete understanding
• Credibility: serve in best interest of patients
• Fairness: ensure uniform standards of care
• Responsibility: own the intended and unintended effects of 

advocacy

Berman S.  95 Global Child Advocacy
Archives of Disease in Childhood 2012;97:A27.





Jose’ Luis Bayer, Chile

Children are the message 
we send to the future.

“We must be the 
change we wish to see 

in the world.”
Mahatma Gandhi



How can we 
be stronger 

child 
advocates?

• What should AMSPDC do to 
strengthen child advocacy?

• How can our departments 
strengthen our child advocacy voice 
in our institution, region, state?

• How can we support our faculty and 
trainees in advocacy efforts?
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