
What is Newborn Screening? 
State laws require that all babies born in Washington and 
Oregon be tested for congenital disorders. Babies born 
at home must be tested (by your midwife in WA, in OR 
by any provider) within 48 hours of birth. To obtain the 
blood sample, the baby's heel is pricked. Several large 
drops of blood are collected on a filter paper card, dried, 
and sent for testing to the state Newborn Screening 
Laboratory. There must be enough blood to completely 
soak through the filter paper in the test circles, or the lab 
may refuse to test the sample. 
As a parent, may I refuse to have the test done? 
You may refuse the test if your religious beliefs and 
practices do not allow it. If you refuse to have the test 
done, you must sign the back of the WA Newborn 
Screening Card (or the OR refusal form) which states 
that you declined to have your baby tested for the 
inherited problems. You have the right to ask your 
midwife to discuss the screening process and to provide 
the screening result to you.  
Why is my baby tested, and what does it cost? 
The NBS program detects inherited problems in newborn 
babies. If left untreated, these problems can lead to slow 
growth, blindness, brain damage and possibly death. A 
newborn baby may look perfectly healthy, but still have 
an inherited disease. Finding these problems early and 
treating them promptly prevents many serious 
complications. The test costs $135.10 in WA, and $175 
in OR (pre-paid), and all or part of this fee may be 
reimbursed to you by insurance - please keep a copy of 
your check for  you to submit directly to claims.  
Why should my baby have a second screen? 
The first test finds most of the babies with conditions on 
our panel, but it takes a while for some conditions to 
show up. That is why a second screen at about 7 to 14 
days is very important for your baby.  
What tests are performed on my baby's blood, and 
how common are these disorders? 
Please see the attached table for more details.  
How can I find out about the results of my baby's 
newborn screen? 
Your provider should receive the report of the tests, 
usually 7-14 days after the sample is collected. If there is 
an abnormal result, notification will occur sooner. 
My baby has a negative test. What does that 
mean? 
A negative test means that your baby probably does not 
have one of the inherited disorders tested for by newborn 
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screening. No test is 100 % accurate. There is a slight 
chance that a test will show a negative result when there is a 
problem. Parents should always report symptoms to their 
doctor. 
My doctor asked for another sample because the first 
one was unsatisfactory. What does that mean? 
All samples are examined in the testing laboratory for 
acceptability. If a sample is unsuitable for testing, another 
should be collected. 
My baby has a positive test. What does that mean? 
If one of your baby's tests is positive, the doctor may repeat 
the Newborn Screening test or request another type of blood 
test. If an inherited problem is found, your baby's doctor will 
discuss the next steps with you; this may include genetic 
counseling. Most metabolic disorders are treatable, but 
treatment must begin quickly to prevent damage. 
Test results show my baby is a carrier of the gene for 
an inherited disease. What does that mean? 
A carrier is someone who does not have the disease itself, 
but can pass it to their children. These babies tend to be as 
healthy as babies who are not carriers. The parents should 
discuss the meaning of being a carrier with their doctor or 
genetic counselor. 
Privacy and security of screening specimen / 
information forms 
The specimen/information form submitted to the department 
pursuant to (WAC 246-650-020) becomes the property of 
the state of Washington upon receipt by the Washington 
state public health laboratory. (FAQ Note: This does mean 
that the state does not require your permission or any 
notification to use or share the sample for any other testing 
or research purpose as they see fit, pursuant only to HIPAA 
regulations regarding medical records privacy.) 
What happens to my child's newborn screening 
specimen after testing is complete? 
The specimen / information form shall be retained until the 
child is twenty-one years old in accordance with the 
requirements for hospitals specified in (RCW 70.41.190). 
After this time the form will be destroyed. Exception for 
parental request: Upon request of a parent or guardian (or 
adult patient), the department will destroy the specimen / 
information form only after all required screening tests have 
been performed and if the patient's screening/clinical status 
related to these tests is not in question.  
For more information, please see http://doh.wa.gov/NBS, or 
http://public.health.oregon.gov/LaboratoryServices/
NewbornScreening/Pages/index.aspx, and genes-r-
us.uthscsa.edu  

By selecting and initialing the Informed Choice Checklist for this document, you are agreeing to 
the following: 
 I have read and understand the above information, and had the opportunity to ask questions and do my 
own research.  I understand that detecting metabolic disorders is time-critical, that the tests are not 100% accurate, 
and that the tests do not negate the importance of attentive parents identifying a sick newborn in time to prevent 
damage.  My choice for having my midwife perform this test on my newborn is (please also mark your choice here, 
for your own recollection/records):   
  _______  I  DO NOT want my newborn screened, and agree to sign a refusal form for my midwife. 
  _______  I  DO want my newborn screened, and have provided a check for the state fee; $135.10 WA, $175 OR. 
  _______  I  DO want my newborn screened, but I live in Oregon and chose to have this done by my doctor. 
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          Newborn screening test refusal form - State of Oregon 
 
By selecting to decline this test, and initialing that selection on the Informed Choices Checklist, 
you agree to the following:        

 

 I have read the De-
partment of Human Services 
brochure entitled Newborn 
Screening could save your 
Infant’s Life. This brochure 
explains newborn screening 
for cystic fibrosis, metabolic, 
endocrine and hemoglobin 
disorders.  
 I have been told and I 
understand that state law re-
quires newborn screening for 
all infants born in Oregon be-
cause of the benefit to the 
infant and family of early de-
tection and treatment of disor-
ders on the screening panel.  
 I have been told and I 
understand that NBS detects 
more than 30 disorders 
whose symptoms may not 
appear for several weeks or 
months. I have been told and 
I understand that the risk of 
my infant having one of these 
conditions is approximately 
1:1000.  
 I have been told and I 
understand that untreated, 
these conditions may cause 
permanent damage to my 
child. If affected and not 
treated, my infant may suffer 
serious mental retardation, 
growth failure and in some 
cases death.  
 I have discussed the 
testing with my provider. He/
She has explained and I un-
derstand all the risks involved 
if my child is not screened. I 
have been informed and I 
understand the nature of the 
screening and how the 
screening sample is col-
lected.  
 I object to newborn 
screening and I do not want 
screened for these condi-
tions. I have freely made my 
decision without force or en-
couragement from my doctor, 
hospital personnel or state 
officials.  


