
 
____________ 
Date 
 
 
____________ 
Your Name 
 
____________ 
Your Address 
 
____________ 
Your Address 
 
 
To the Honorable _______________, 
 
My name is ___________ and I am a resident in ___________(district/state).   I am contacting you to ask for sponsorship on 
the Congenital Diaphragmatic Hernia Research Bill. 
 
Congenital Diaphragmatic Hernia is a severe birth defect that occurs in 1 in every 2500 babies.  It occurs when the diaphragm 
fails to fully form, allowing abdominal organs into the chest cavity and preventing lung growth.  50% of babies born with 
CDH do not survive.  The cause is not known. 
 
CDH occurs as often as Spina Bifida and Cystic Fibrosis yet there is so little awareness.   CDH strikes a baby every 10 
minutes, adding up to over 600,000 babies since the year 2000.  That is over a quarter million babies who have died from this 
birth defect but there is little research being done. 
 
Our good friends, Luke and Lisa Spence, have recently found out that their sweet baby girl, Madelyn, will be born in July 
with CDH.  Watching them struggle through this diagnosis has deeply touched our family and we are committed to 
supporting them throughout Madelyn’s life.  We are well aware that they have years of medical mishaps, hospitalizations and 
CDH complications ahead of them.  All of this in addition to the usual trials all parents must face.  We believe the Congenital 
Diaphragmatic Hernia Research Bill is essential to helping CDH families prevent and treat this defect. 
 
My family is supporting CHERUBS quest to raise CDH Research funds by petitioning Congress to pass the Congenital 
Diaphragmatic Hernia Research Bill.   CHERUBS is a non-profit 501(c)III organization that was created to help families of 
children born with Congenital Diaphragmatic Hernia (CDH).   They are based in North Carolina and are the world’s largest 
and first charity for CDH.  This campaign is the largest endeavor created to raise Congenital Diaphragmatic Hernia Research.  
We are proud to be a part of such a wonderful project and hope that our efforts will save the lives of babies affected by CDH 
in the future.   You can learn more about CDH and CHERUBS by visiting http://www.cdhsupport.org 
 
We respectfully ask for your support of the Congenital Diaphragmatic Hernia Awareness Bill and as that you consider 
sponsoring this legislation on behalf of all babies and families affected by this devastating birth defect. 
 
Thank you for your time and consideration. 
 
Sincerely, 
 
 
 
 
____________ 
Your Name 
 
 
Enclosures 
CDH Research Bill 
Ultrasound Pictures, Madelyn Spence 
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In request of a Congressional Bill for the benefit of Congenital Diaphragmatic Hernia Research 

Submitted by CHERUBS – The Association of Congenital Diaphragmatic Hernia Research, Advocacy and Support 
3650 Rogers Rd. #290 
Wake Forest, NC 27587 
919-610-0129 
research@cdhsupport.org 

 
 

A BILL 

To amend the Public Health Service Act to provide for the national collection of data on babies 
born with Congenital Diaphragmatic Hernia in a standardized manner, and for other purposes. 

Be it enacted by the Senate and House of Representatives of the United States of America in 
Congress assembled, 

SECTION 1. SHORT TITLE. 

This Act may be cited as the ‘CDH Research Act of 2010’. 

SECTION 2. FINDINGS. 

The Congress finds as follows: 

(1) Congenital Diaphragmatic Hernia is a birth defect. 

(2) Congenital Diaphragmatic Hernia has a rate of occurrence of 1 in every 2500 babies. 

(3) Congenital Diaphragmatic Hernia affects approximately 1600 babies each year in the 
United States. 

(4) Congenital Diaphragmatic Hernia occurs when the diaphragm fails to fully form, 
allowing abdominal organs to migrate into the chest cavity and preventing lung growth. 

(5) The majority of Congenital Diaphragmatic Hernia patients have underdeveloped lungs 
and/or poor pulmonary function. 

(6) Congenital Diaphragmatic Hernia patients often endure long-term complications such 
as pulmonary hypertension, pulmonary hypoplasia, asthma, gastrointestinal reflex, feeding 
disorders and developmental delays. 

(7) Congenital Diaphragmatic Hernia survivors sometimes endure long-term mechanical 
ventilation dependency, skeletal malformations, supplemental oxygen dependency, enteral 
and parenteral nutrition and hypoxic brain injury. 

(8) Congenital Diaphragmatic Hernia has a survival rate of 50%. 
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(9) Congenital Diaphragmatic Hernia has affected over 600,000 babies worldwide since the 
year 2000. 

(10) Babies born with Congenital Diaphragmatic Hernia endure extended hospital stays in 
intensive care with multiple surgeries. Extended hospital stays in some cases have 
exceeded one year. 

(11) Congenital Diaphragmatic Hernia is as common as Spina Bifida and Cystic Fibrosis. 

(12) Congenital Diaphragmatic Hernia is diagnosed in utero in only 75% of cases. 

(13) Congenital Diaphragmatic Hernia is treated through mechanical ventilation, heart and 
lung bypass (Extracorporeal Membrane Oxygenation) machines and surgical repair. 

(14) Congenital Diaphragmatic Hernia surgical repair is often outgrown thus leading to 
reherniation and requiring additional surgery. 

(15) Congenital Diaphragmatic Hernia does not discriminate based on race, gender, 
religion, economic status or lack of prenatal care. 

(16) The cause of Congenital Diaphragmatic Hernia is unknown. 

(17) Congenital Diaphragmatic Hernia takes more lives in the average year in the United 
States than lightening strikes, tornadoes, hurricanes and floods combined. 

(18) The average hospital bill per Congenital Diaphragmatic Hernia patient is $500,000. 

(19) The estimated total annual economic impact of Congenital Diaphragmatic Hernia in 
the United States is in excess of $800,000,000. 

(20) Annual Federal support for Congenital Diaphragmatic Hernia research at the National 
Institutes of Health is currently estimated at less than $5,000,000. 

SECTION 3. SENSE OF CONGRESS ON NIH FUNDING FOR CONGENITAL 
DIAPHRAGMATIC HERNIA RESEARCH. 

(1) In General- It is the sense of the Congress that the Director of the National Institutes of 
Health should increase the allocation of funds and other resources for Congenital 
Diaphragmatic Hernia research. 

(2) Measures To Increase the Research of Congenital Diaphragmatic Hernia shall 
include— 

(a) Funds for national CDH patient registries through current databases kept by 
research organizations such as The International Congenital Diaphragmatic Hernia 
Study Group and CHERUBS - The Association of Congenital Diaphragmatic 
Hernia Research, Advocacy and Support for the purposes of finding commonalities 
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in the search of possible causes and better treatments of Congenital Diaphragmatic 
Hernia. 

(b) Funds for national CDH patient registries through current databases kept by 
research organizations such as The International Congenital Diaphragmatic Hernia 
Study Group and CHERUBS - The Association of Congenital Diaphragmatic 
Hernia Research, Advocacy and Support for the purposes of researching the long 
term health of survivors of Congenital Diaphragmatic Hernia. 

(c) Funds for genetic research into possible causes of Congenital Diaphragmatic 
Hernia. 

(d) Funds for research into more successful surgical and neonatal medical 
procedures that may increase the survival rate of babies born with Congenital 
Diaphragmatic Hernia. 

SECTION 4. NATIONAL PUBLIC AWARENESS CAMPAIGN. 

(1) In General- The Secretary of Health and Human Services shall carry out a national 
campaign to increase public awareness and knowledge of Congenital Diaphragmatic 
Hernia 

(2) Measures To Increase the Public Awareness of Congenital Diaphragmatic Hernia under 
the national campaign under subsection (1) shall include— 

(a) the dissemination of information on the definition of Congenital Diaphragmatic Hernia; 

(b) the dissemination of information on good neonatal care of Congenital Diaphragmatic 
Hernia patients; and 

(c) the promotion of good prenatal care and ultrasound to detect Congenital Diaphragmatic 
Hernia in utero. 

 



 
Please take a moment to fall in love with 

 
Madelyn “Maddie” Spence 

 
22 weeks gestation 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

Maddie was diagnosed with CDH at 21 weeks gestation and is due July 13th. 


	CDHResearchBill.pdf
	letter-cdhresearch.pdf
	CDHResearchBill

	Maddie

