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CaMPaIgN SuMMary

Of the more than four million babies born in the U.S. each year, newborn screening saves the lives of 
more than 12,000—from death or from a lifetime of intellectual or physical disability. This year newborn 
screening celebrates its 50th anniversary as a state-initiated, automatically-delivered public health 
program. To mark this achievement and to raise public awareness about the importance of newborn 
screening to healthy communities, the Association of Public Health Laboratories (APHL) and the Centers 
for Disease Control and Prevention (CDC) have launched a national public awareness campaign. 

The campaign aims to reach parents, their families and the physicians, nurses and midwives who 
provide care before, during and after a child’s birth. The goal is to raise parents’ awareness about 
newborn screening and to increase parents’ and healthcare providers’ understanding of the scope and 
effectiveness of newborn screening, and the importance of follow-through when treatment is necessary 
for identified newborns. 

An important element of the campaign strategy to reach families is an exhibit that tells the story of 
newborn screening. The exhibit, which reveals the scientific discoveries that enable mass, rapid and 
accurate testing of the newborn population, and recounts the experiences of families touched by 
early detection of a condition, will travel to 13 state public health laboratories this year. State public 
health laboratories are responsible for analyzing 97% of all newborn screening tests sent to them from 
hospitals, usually within 48 hours of a baby’s birth. This vital service provides doctors and families with 
early, critical information to improve—and save, in many cases—the lives of children with rare but serious 
health conditions. 

In conjunction with the exhibit, the 13 state public health laboratories will invite families and local 
school students to a “Day at the Public Health Lab” where they will be invited to live some of what state 
lab scientists experience in a day of newborn screening. Visitors will learn about the advanced analytic 
technologies used to detect newborn screening conditions and the race to respond when a baby screens 
positive for a condition. They may also explore other life-saving public health laboratory services and 
related scientific concepts.

Additionally, state executives and legislatures in the 13 participating states will be offered the 
opportunity to host the newborn screening exhibit at their state houses. As each state funds its own 
newborn screening program, awareness of the program’s importance to family and community health 
and its role in reducing future healthcare costs, are important to policymakers. A brochure examining 
policy issues will be available at the exhibits. Later this year, an illustrated newborn screening book will 
be mailed to state governors to reinforce these messages.  

The 50 Years of Saving Babies Campaign was rolled out in New York City in October with public service 
announcements (PSAs) on the CBS jumbotron screen in Times Square. The campaign officially launched 
during New Year’s week with a second jumbotron PSA. The two 15-second spots ran in sequence 75 
times per day from late October through January 11 over an 18-hour daily schedule. 

For campaign information and materials go to www.50yearssavingbabies.org. Use #newbornscreening 
on Twitter for updates on the campaign and to join the conversation on newborn screening.
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NewborN SCreeNINg: a 50-year HIStory of  
LIfe-SavINg SCIeNCe

1950-1963: A parent’s determination leads to breakthrough
When Dr. Robert Guthrie had a son with intellectual disability, the researcher began to focus on finding 
causes and cures for mental disorders. This led Guthrie to explore a condition called phenylketonuria, or 
PKU. Babies with this metabolic condition would appear healthy for days or even years after birth—and 
suddenly be struck with severe disabilities. A special diet begun in the first days of life could prevent the 
damage. 

If every infant could be tested for PKU at birth, thousands could be saved—so Guthrie invented a screen 
that would be accurate, efficient and inexpensive enough to use on every newborn.

Today, Guthrie’s method is still the basis of newborn screening: About 24 hours after birth, an infant’s 
heel is pricked to collect a few drops of blood on special filter paper. This specimen is screened, usually 
in a public health laboratory, for dangerous conditions.

1963-1999: Innovations detect more conditions
Massachusetts, Delaware, and Oregon became the first states to screen every baby for PKU. In 1973, 
Dr. Michael Garrick developed a screen for sickle cell anemia, enabling early treatment to avoid infection. 
In 1974, Dr. Jean Dussault of Quebec piloted his test for congenital hypothyroidism, a condition found in 
about 1 in 4,000 newborns, which can cause severe disability.  

In the 1990s, lab technology called tandem mass spectrometry reduced screening time from days to 
minutes—and made it possible to include additional rare conditions. At the same time, the healthcare 
system was rapidly changing. 

While lifesaving, these advances created new challenges for states, labs and healthcare alike. Resources 
and technology capacities varied widely around the nation. One state might screen for four conditions 
while a neighbor screened for 24. Newborn screening wasn’t reaching its full potential to save lives and 
prevent disability.

1999-today: Getting the best to every baby
Over the first decade of the new century, public health labs, the CDC and the lab industry worked 
together to ensure quality and implement new technologies. Physicians and nurses, hospitals and the 
state health departments established systems to protect every baby. Parents and advocacy groups 
sought funding to improve programs and education. 

Guided by the federal Health Resources and Services Administration, APHL joined other lab and medical 
groups as well as advocate groups to guide expanded newborn screening toward nationwide excellence. 
In 2002, the American College of Medical Genetics led a multi-year, multi-stakeholder project to develop 
the Recommended Uniform Screening Panel, a list of conditions for which every state should screen 
newborns. In 2003, HRSA launched the Secretary’s Advisory Committee on Heritable Disorders in 
Newborns and Children, whose collaborative of experts and parents established and now maintains a 
transparent process for those who seek to add conditions to the list. 

Today, most states screen for a minimum of 29 conditions, and many screen for more. Although lab 
science, healthcare and policy grow more complicated daily—with personalized medicine and DNA 
testing presenting new issues—the goal of newborn screening remains as simple as a drop of blood on a 
piece of paper: save babies.
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PubLIC HeaLtH LaboratorIeS

When health risks emerge or re-emerge, public health laboratories analyze the threat, provide the 
answers needed to mount an effective response and act to protect the public in collaboration with 
other decision makers. Unlike private medical laboratories that perform tests to diagnose illnesses and 
conditions afflicting individual patients, public health laboratories safeguard entire communities. In one 
way or another, their work affects the life of every American. 

What are public health laboratories?
Public health laboratories are state and local governmental health labs that conduct complex testing to 
protect their communitoes from diseases and other health threats. Such testing requires highly trained 
staff, sophisticated instrumentation and specially-designed facilities. There are approximately 300 public 
health laboratories in the U.S.; in many cases, the services they provide are unavailable elsewhere in 
their jurisdiction.

What is the critical role of a public health laboratory?
Public health laboratories serve as the nation’s early warning system for diseases and other health 
hazards. They protect their community’s health by monitoring continuously for diseases and other health 
hazards.

How do public health laboratories interface with federal health agencies?
Public health laboratories work very closely with the Centers for Disease Control and Prevention (CDC) 
and other federal health agencies. In many respects, they function as the “CDC laboratory” within their 
state or community.

In collaboration with CDC and the World Health Organization, for example, public health laboratories 
monitor influenza viruses to identify changes that can affect their transmissibility and severity and their 
response to anti-viral drugs.

How do public health laboratories respond to emerging health threats?
Public health laboratories are the nation’s laboratory first responders. During the outbreak of 2009 
H1N1, for example, public health laboratories tested over 100,000 specimens in one month (almost as 
many as they normally test in one year). In addition, public health laboratories:

• Screen 97% of the babies born in the U.S. for potentially life-threatening metabolic and genetic 
disorders.

• Monitor communities for pathogens that spread in food or through contact with people or animals.

• Perform almost all testing to detect and monitor newly emerging infectious diseases like West Nile 
virus, SARS and H1N1 influenza.

• Test drinking and some recreational water for bacteria, parasites, pesticides and other harmful 
substances.

•Rapidly identify suspect agents, as in 2012 when the Colorado public health laboratory detected a 
case of bubonic plague in a seven-year-old girl who recovered from the potentially fatal disease with 
prompt treatment.
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If public health laboratories are so vital to safeguarding the public’s health, why are they so 
poorly funded?
Federal funding for public health laboratories goes up when a crisis hits and drops as soon as it is over. 
But laboratory capacity cannot be built overnight when a crisis hits; it takes time to locate and hire a 
molecular scientist, or to acquire and validate new laboratory equipment. Moreover, federal funding 
for public health laboratories has been scattered among programs for influenza, HIV/AIDS, STDs and 
other diseases. It’s not possible to maintain a national laboratory system with fragmented and episodic 
funding.

Meanwhile state and local funding for public health laboratories has been slashed as a result of the 
economic downturn. State laboratories saw their budgets cut by an average of $405,000 each (or $39 
million nationally) in 2008, and cuts have only deepened in subsequent years.

Do public health laboratories have an adequate IT infrastructure for transmitting test 
results and other health data?
No. Data critical for national disease control is being delayed by outmoded, laborious reporting methods. 
Presidential Directive #21 calls for a networked system to facilitate data exchange among public health 
laboratories, health officials and clinicians, but no such system yet exists. 

With an electronic system for exchange of test results, data would travel instrument-to-instrument 
without human intervention. APHL is building infrastructure and systems for the exchange of lab data 
through the Public Health Laboratory Interoperability Project (PHLIP) and other informatics initiatives.

Why are there concerns about the staffing level at public health laboratories, and what are 
the potential ramifications of this on the public’s health?
Despite increased demands, public health laboratories lost 10% of their workforce over the five years, 
2007 - 2011, and more cuts are anticipated. (APHL National Laboratory Capacity Assessment Survey, 
2011) To compound this challenge, labs are losing staff to better-paying clinical or research labs, and 
their leadership is retiring or leaving the public sector at a time when few professionals with the requisite 
experience and credentials are available to replace them.

More Information

For more information on the Association of Public Health Laboratories, contact Jody DeVoll, 
240.485.2753, jody.devoll@aphl.org; check our website www.aphl.org; read our blog www.aphlblog.org 
and follow us on Twitter twitter.com/APHLNews.

To find out more about APHL, view our brochure.
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CoNtaCtS for MedIa INtervIewS

The following families have agreed to make themselves available for media interviews. 

Kevin Alexander  
See Kevin’s video. 
Adult living with PKU, advocate and videographer. 
Louisiana
kevin@creativecontrolfilms.com 
318.344.4308 
 
Michele Coleman 
Son Dylan has a critical congenital heart defect. 
Lives in DC, baby was born and tested in Maryland.
coleman.michele@gmail.com 
202.498.7757

Trish Cook 
Daughter Maggie has isovaleric acidemia.  
Texas
trishcook1@yahoo.com 
469.774.7892

Teddi Miller 
Son Evan has maple syrup urine disease. 
New Mexico
grkteddibear@yahoo.com 
229.251.4699

Honey Stecken 
Daughter Maren has propionic acidemia. 
Colorado
honeystecken@yahoo.com 
719.588.3093

Beatte Weiss-Krull 
Daughters Alena and Mia both have galactosemia. 
Oregon
germanpdx@gmail.com 
Office: 503.234.0355 
Home: 503.236.6838
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