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California’s Newborn Screening Program

The California Department of Health Services has and parent education, factors which have been sttown

developed, with ongoing input from state and nationareduce mortality and morbidity.
experts, an efficient and effective newborn screening

program. This mandated statewide screening prograliforming Parents of the Test
is centrally managed by the Genetic Disease Branch
(GDB) of the California Department of Health Services.

This article describes California’s Newborn Screening nia NBS Program. The program pampHteportant

(NBS) Program, and_the rolesand respons.lbllltles O.f Information for Parents About the Newborn Screen-
some of the key participants as defined by: the California

Health and Safety Code, NBS Program Regulatiand mg_Te_st (IIP) describes screening and the dlseasgs for
. . which it tests. Because some women do not receive
recommendations, and the recommendations from the

American Academy of Pediatrics (AAP), Committee on prenatal care, the _IIP_pamphIet Is also distri_b_uted to
Geneticé. The State is in the process of’updating NBS Yomen upon admission to a health care facility for labor

) ) and delivery. Itis made available at no costto all health
Program Regulations to address early testing and . : ) :
. . . professionals who serve maternity patients, to hospitals
changes in health care delivery that impact newborn . .

: o - that provide maternity and/or newborn care, to local
screening. Included are interim guidelines related to earl%ublic health departments, and county birth registrars
testing based in part on the documEatly Hospital P ' g '
Discharge: Impact on Newborn Screening, Stateme
of the Conference March 31 - April 1, 198Bproved

State Regulations require that prenatal care providers give
pregnant women informational material about the Califor-

n{/Vhen to Collect Specimens

by the Council of Regional Networks for Genetic  The timing of specimen [SSR |
Services in February, 1996. We urge pediatriccare  collection is one of the key Analvsis of
providers, health officers, hospital administrators, factors in the assurance of nalysis o

medical directors, and nursing managers to share this  testvalidity and reliability. Callfornla’s newborn
article with their staff, particularly those who are in someBecause of the initial instabil- SCT€€NIng results
way involved in the screening process. ity of a neonate’s metabolic (USing its current

The NBS Program currently screens for phenylketonuriaSYStem screening results of desting methodology)

(PKU), galactosemia, primary congenital hypothyroidismSPecimencollectedvery - demonstrates that

and sickle cell disease and other hemoglobinopathies. €&y may notbe reflective of collecting specimens
Detection in the neonatal period permits early treatment 21 infant’s true status. from newborns who
with special dietg forthe r_netaboli_c disorders of P_KU Hospital practices of are at leastl2 hours
and galactosemia, and with thyroid hormone for primarycollecting NBS specimens at 5 d will detect almost
congenital hypothyroidism. These measures preventtheg routine time of the day or ) )
development of mental retardation and other disabling  ypon admission to the NICU all cases, while yield-
conditions. Detection of sickle cell disease in newborns can result in earlier than 1NJ an acceptable
makes possible early entry into comprehensive care,  npecessary testing. To rate of false positives
which includes the initiation of penicillin prophylaxis = safeguard againstinappro-

1. California Code of Regulations, Title 17, Subchapter 9 Heritable Diseases, Sections 6500-6508.
2.Pediatrics89(2), February 1992




priate early testing is imperative that providers/perinatal
facilities adhere to the following NBS Program Regula-
tions related to the timing of specimen collection.

4 Allinfants bornin alicensed perinatal health
facility must have a NBS specimen collected as
close to discharge as is practical with the follow-
ing exceptions.

4 Infants remaining in the hospital for more

than five days must have the NBS specimen
collected on the sixth day of age If a newborn is
transferred to another licensed health facility on or
before the sixth day of age, itis the receiving

hospital’s responsibility to collect the NBS specimen.

The screening of a critically ill infant may be post-
poned until the newborn’s life threatening condition
has stabilized.

4 Infants who are transfused with red blood
cells (RBC), must have a specimen collected
prior to the transfusion. [Transfusions with
plasma, platelets, or albumin will not affect the

screening.] In post RBC transfusion specimens, the
donor’s hemoglobin type can mask the newborn’s.
The donor blood can also supply the enzyme that the
galactosemia screening measures, so that the speci-

men collected from a transfused newborn with low

4 NBS specimens should be collected from
healthy full-term babies when they atdeast 12
hours of age.The potential for a missed case is
increased if a specimen s collected earlier than this,
especially during the first six hours of life.

¢ Forinfants who are not transfused and are inthe
hospital for less than six days of age, the NBS
specimen should be collectealearlier than two
hours prior to discharge.

For infants requiring transfusions:

4 If the newborn idess than 12 hours of age

when the pre-transfusion specimenis collected,
even if the original test screen is negat@sscond
specimen is to be collectedo sooner than 24

hours post-transfusion and no later than the sixth day
of age. The pre-transfusion specimen provides valid
results for galactosemia and hemoglobin, the second
specimenyields valid PKU and hypothyroid results.

4 If an adequate specimen was not obtained prior
to transfusion, one should be collected sometime
between 24 hours post-transfusion and the sixth day
of life. Inaddition, the baby should be retested

three monthsatfter the last transfusion in order to
determine the hemoglobin type

enzyme levels could appear normal. Futhermore, the ¢4 Infants who have received intrauterine transfu-
signs and symptoms of galactosemia may be masked sions should have an initial screening and also be

in the newborn who is receiving only a non-milk
based (lactose free) formula, e.g., soy,
Nutramigen®.

When Newborn Screening Regulations were written,
newborns’ (and their mothers’) hospital length-of-stay

retested for hemoglobin type three months after the
last transfusion.

The timing of specimen collection should never be deter-
mined by staff convenience. Collecting NBS specimens
at aroutine time of day or upon admission to the NICU,

was at least 48 hours, and the mandate to test “... as regardless of the infant’s age or the probability of an
close to discharge as is practical” seemed to assure thammediate transfusion, is not sound medical practice and
specimen collection would occur at an appropriate time. is notin compliance with the State Regulations. Any

However, the ever-growing practice of early hospital

hospital that deviates from the State Regulations exposes

discharge (as early as eight hours after birth) has led to #self to liability in the event of a missed case. 1n 1995,

significantincrease in the percentage of babies tested
before 12 hours of age. The AAP and ACOG state-

the Department of Health Services received a report of
the first missed case of PKU in California since the

ments on early discharge do not support discharge befoexpanded program began in 1980. The NBS specimen
12 hours for healthy full term newborns. We agree that was collected at two hours of age upon admission to an
few newborns should be discharged at this early age. THICU. The results were negative, well within the normal
assure optimal screening results and therefore considerfange. The baby had an extended stay and was never

ably reduce the chances of missing a case the NBS

transfused. Therefore, there was no justification for

Program strongly recommends the following practices artésting the baby at such an early age. According to State

procedures:

Regulations, this baby should have been tested at six
days of age.



Hospital well-baby nursery and NICU protocols must,at E Should follow-up be needed on a newbornwho
aminimum, reflect current NBS Program Regulations. It  has already been discharged, the newborn’s complete
is strongly recommended that they also reflect the guide-  address is necessary for locating the infant.
lines outlined in this newsletter. For assistance in devet- X :

When a second specimen is collected because of a

oping or modifying _procedures to meet State Regulatl_o n?ransfusion prior to 12 hours of age, itis critical that both
and recommendations, contact the Newborn Screening . o , ,
previous transfusion” and 'other repeat' boxes are

Follow-up Coordinator inyour area. checked. Itis alsoimportant to write the date and time of
the transfusion.

D

Very early testing At this time, the decision to

has resulted in a retestanewborndue to early

large increase in specimen collection, (_exceptln
the case of early testing due to The NBS Program has severalperinatal facilities

the _n_umber Of falSe, yransfusion, isleftto the mechanisms in place to ensure st review each
positives and, MOréewborn's physician. Asa  testing of all babies bornin

importantly, at matter of policy, the State does California. State NBS Regula-

Ensuring Testing of All Infants

newborn’s medical

least one known  notinclude coverage ofa tions specify reporting require- F€COrd within 14
missed case. second test on the basis of age ments for both licensed days from the date
attime of collection. Test perinatal health facilitesand ~ of discharge to

results mailed to physicians indicate the age of the new- county registrars to ensure determine that the
born atthe time the specimen was collected andthe  testing. Allnewborns mustbe NBS results are
quantitative PKU testresult. The newborn’s physicianigestedtheonly legal ground .
responsible for complete evaluation of NBS results and for refusal is a conflict with ~ [1€d iN It, or that a
for any individual follow-up deemed necessary. Ifyou  religious beliefs. The following Parent’s or legal
are concerned with a newborn’s negative phenylalaningyrocedures and formsare ~ guardian’s signed
level because of age at the time of specimen collection, g@lized to ensure testing. refusal is present.
not use the Newborn Screening Program to repeat the
phenylalanine test. Yourlocal NBS Follow-up Coordi-
nator, aregistered nurse (listed at the bottom of every
NBS result) can be of assistance in locating a laborator
that canrun a phenylalanine test.

Perinatal facilitiesnust review each newborn’s medical
record within 14 days from the date of discharge to
)petermine thatthe NBS results are filed init, or that a
parent’s or legal guardian’s signed refusal is present. If it
has been determined that a newborn was not tested, the

: . . facility must notify the infant’s physician and the NBS
Completing Demographic Information on Program. If a specimen was collected (as indicated by

NBS Specimen Collection Form (NBS-) the presence of the goldenrod copy of the specimen
Accuracy and completenessaif the information collection form) but there is no NBS Results Mailer in the
provided about the newborn (on the demographic form chart, the facility must complete a Missing Result Form
attached to the filter paper) is very important for several (see below) and submitit to the State within five days.
reasons. Newborn Screening Missing Result Form (NBS-MR):

E Thedate and time of birttirthweight,date and
time of specimen collectiomformation on transfu-
sion status, armce are all critical for evaluating the
newborn screening results.

Used by perinatal licensed health facilities when an NBS
specimen was collected but no results have beenre-
ceived.

. - Hospital Report of Newborn Screening Specimen Not
E NBSresults are sentto the physician of record Obtained (NBS-NO):

as listed on the demographic form. Incorrector N _
incomplete physician information delays or prevent;Used by perinatal licensed health facilities to report infants

receipt of the mailer, thereby potentially delaying discharged withoutan NBS test, including those trans-
timely follow-up. ferred to another hospital before a specimen s collected.



County birth registramre required to notify persons  Results Reporting

registering the birth of a baby born outside of licensed o
perinatal health facilities of newborn screening. The A reportofeach baby’sinitial testresults (Newborn

these births via the NBS-OH form. drew the specimen and to the newborn’s physician of

o _ _ _ _ record noted on the demographic sheet of the screening
Notification of Registration of Birth Which Occurred form. This NBS Report Mailer should be in both the

Outside of a Licensed Health Facility (NBS-OH):  nhogpital chart and the pediatric care provider's office
Used by county birth registrars to report babies born  chart.

outside of a licensed health facility. As in all screening programs, most of the tests are
Important Information for Parents About the New- negative. If the initial screening testis presumptive
born Screening Test (IIP) : positive, or if the sample is not adequate for testing, the

_ _ _ _ _ mailer provides information on follow-up procedures. If
Birth registrars are required to give this pamphlet to thea haby has been transfused, or if there is an unusual
person I‘eglstel’lng the b|rth Of a baby bOI’n OUtS|de Of a hemog|0b|n pattern’ the ma”er may a|So recommend

licensed health facility and notadmitted to a hospital  jhdependent follow-up outside of the NBS Program.
within 30 days of the birth.

Itis essential that the NBS-NO and NBS-OH forms b&€diatric care providers should review the result mailgrs
mailedpromptly to the State NBS Program. The state of all children under one year of age. The physician
follows-up on each of these forms to make sure the bangviding well-child care will not automatically receive
has been tested. Unless there is a record of parent the NBS result mailer unless (s)he is the pediatric pro
refusal on file, the State refers all untested babies ungleYider noted on the specimen collection form. A copy of
one year of age to the Newborn Screening Follow-up the NBS Results Mailer can be obtained by contacting
Coordinators for assistance in obtaining the test. If yod1e State Department of Health Services, Genetic
delayed in sending us the forms, we are delayed in| Diséase Branchoffice oryour Area Genetic Center,
getting the babies tested, which inturn could delay | Neéwborn Screening Follow-up Coordinator.
treatment if a baby has one of the disorders of which

newborn screening tests. Follow-up of Presumptive Positive Results

from Initial Screening

Initial Laboratory Data Entry and Testing The newborn and prenatal screening (NAPS) labora-

California has been divided into six geo- tories immediately report all initial presumptive
graphic areas, each with a private labora- |} positive test results by telephone to the assigned NBS
tory that performs from 60,000 to 114,000 Follow-up Coordinator. These state-funded coordina-
NBS tests annually. Kaiser-North and tors are located at the fourteen Area Genetic Centers

Kaiser-South screen their members' newborns. To- (AGC) throughout the state. Their offices are linked by
gether, these eight newborn screening laboratories ~ computer to the central office of the Newborn Screening
operate under a State contract. The laboratories use Programin Berkeley. The coordinator from the AGC
State-owned equipment, and the reagents used are eitetgphones the newborn’s physician noted onthe NBS
provided by or approved by the State. The laboratoriegollection form to provide information about the testand
follow the test protocols developed by the State Genetibe necessary follow-up procedures.

Disease Laboratory. The demogra_lphlc data a_lnd te_st The primary care physician is responsible for notify-
results are entered by the laboratories on terminals link

he GDB | inBerkelev. Th i the family about the test results and for obtaining a
tothe central computerin Berkeley. The quality o ecall specimen. The physician may request assistance

analysis and accuracy Of_ reporting are _mo_nitored by fromthe NBS Follow-up Coordinator in this matter.

_State staff ona daily ba_15|s. Other momtonpg p_rqcedurg,%rents are also notified of the initial positive test result

include proficiency testing and laboratory site visits. by letter from the Coordinator. Enclosed with the letter
is a pamphlet that explains the meaning of an initial
positive screening result and the need for recall testing.



A copy of the letter and the pamphlet are also sent to thenatory testing for significant non-sickling hemoglobin
newborn’s physician. The Coordinator tracks all pre-  patternsis necessary to rule out Beta thalassemia and
sumptive positive cases to ensure that appropriate other hemoglobinopathies.

follow-up occurs.

When a physician is not available, or fails to obtain a FOHOW'_UP of Confirmed Positive
recall specimen, the Coordinator contactsthefamily ~ Screening Results

directlyto help make the necessary follow-up arrange- The NBS Follow-up Coordinator notifies the newborn’s

ments. The Coordinators can locate most families; o . .
) . . hysician of the recall test results. For confirmed positive
however, assistance is occasionally requested of the local . : L :
results, the Coordinator will provide information on the

health department in the follow-up of an infant. Locating confirmatory test and explain the recommended follow-
and informing parents may be an urgent matter since the Y P

risk of irreversible damage to affected infants is signifi- ufo'\z/l deed;(:j%liggg;ui:gﬁ;:gﬁ;ﬁgi?ﬁsitl ; %(;2 Cvﬁecnto
cant. Alllocal health officers are responsible for making P

when requested by GDB or an AGC. Public health '

nurses may be called on to assistwith obtaining initial also assist the provider in referring a family to a Califor-

specnens forutofhosptal biths andor epeat 12 0TS SIS 009 spoiediieanle,
testing for inadequate and presumptive positive results b

[CCR 17, Section 6507.1 (b)]. diagnosis and treatment.
Parents play an active role in close monitoring of
Recall/Confirmatory Testing these conditions and in treatment regimens consisting
of special diets and/or daily medication. For children
with sickle cell disease, it is critical that parents be
®skilled in identifying early warning signs of health

If a test is presumptive positive, a second blood
sample (called a “recall specimen”) is collected. Th

recall blood samples for phenylketonuria are sent to problems that require prompt medical attention.

the State Genetic Disease Laboratory (GDL) for Educational materials developed by the Program and
testing. Samples for hypothyroidism are sentto GDL istributed through health care providers provide
and/or a private laboratory. Recall specimens for practical information and support to parents. Upon

galactosemia are sent to the State-approved request to the NBS Program, educational materials are
galactosemia confirmatory laboratory, while those for 5 qijable at no cost to health care providers, hospi-
sickle cell disease and related hemoglobinopathies s clinics and local health departments.

are sent to the State-approved hemoglobin confirma-

tory Iaboratory. Confirmatory testing isacriticgl stepin Funding of the Program

the screening process. There are several variables that

can cause a false positive initial screening resultsfor ~ State legislation provides a funding mechanism for
PKU, galactosemia, and/or hypothyroidism. The per- this program. Hospitals or other facilities providing
cent of false positive test results for PKU and congenital maternity care purchase newborn screening specimen
primary hypothyroidism are much higherin specimens  collection forms at the rate of $1 per form. They are
collected before 24 hours of age than those collected  currently charged $41 by the State for each test panel
later. This is due to natural biological variation, tempo- completed by the screening laboratory. This fee

rary surges in hormones, and delayed functioning of covers all services, including recall testing and
enzymes in the first 24 hours. Other factors thatincreas®llow-up, if necessary. Facilities may charge

the false positive rate include: prematurity/low birth patients, or their insurance companies no more than
weight, hyperalimentation, mother's medications during $42 for these tests; they may also charge up to a
pregnancy, and exposure of the specimen to heat. maximum of $6 for collection and handling of the

California’s screening methodology for sickle cell diseasespecimen. Families of infants that require a second

is highly accurate, resulting in virtually no false positives; blood specimen collection because the initial specimen
however, confirmatory testing is still necessary to deter- was inadequate may not be charged for the second
mine the type of sickle cell disease. In addition, confir- collection. However, when a second blood specimenis



required due to a pre-transfusion specimen being The testfor sickle cell The value of carrier
collected priorto 12 hours of age, the ho_spital willbe disease al_so d_etects somedetection is the op-
charged the full rate for the second specimen. The hemoglobin traits. Over
hospital can then in turn pass the cost on to the patient8,000 newborn carriers .
or their insurance company. Each month the number ofhave been identified, families, to test

tests collected at the facility is totaled and invoiced by thenost of whom have sickle  family members, and
State. The money collected is deposited into the Genetill trait. Althoughmost ~ to provide genetic

portunity to educate

Disease Testing Fund which pays for all program costshemoglobin traits are counseling to fami-
associated withfeworno i
: ies at risk for a
Benefits of the Program medical problems, the ;s -
. . clinically significant
State offers carrier testing.

The program has been in operation since October 30, ) hemoalobinopathv in
1980. Approximately 99 percent of the babies born inThie v?lue_oftﬁarner ; futuregpregn aF;ICie);
California are tested. As of June 30, 1995the progran%i.e etc |c:jn IS ; efoppl_or ut- '

has screened 7,443,147 births and has detected 2,27f‘Ity o educate families, 1o . . .
cases of primary congenital hypothyroidism, 287 cases test family members, and to provide genetic counseling to

of PKU, and 92 cases of galactosemia. The Genetic Lar?rlllleslag_rrl]skfotrhagllr]:lctallyggmflcant_ All phvsici
Disease Branch began screening for sickle cell disease crmbgobITiopaTlyin LTS preguaticies. £ Pysioens

on February 27,1990. Clinically significant diseases ofinfants with hemoglobin traits (FAS, FAC, and FAD)

detected by the program inclusiekle cell disease are notified by mail of the test results, as are the infants

(sickle cellanemia, sickle hemoglobin C, sickle hemoglo-mOtherS' In ac_ldltlon, bec_:ause of the severity and hig_h
frequency of sickle cell disease, the Newborn Screening

bin D, sickle hemoglobin E, and sickle Beta thal mi : ) )
: g © belanaiasse Ia)Program funds, via contracts, three regional Sickle Cell

Beta thalassemia majorandnemoglobin E/Beta : i
thalassemia This screening process was incorporated Counseling Cent_ers (SCCC.S)' The SQCCS P rovide free
: voluntary counseling and testing for families of infants

into th isti i i . p . . . .
intothe existing NBS Program, with testing performed identified as carriers of hemoglobin S (sickle cell) trait,

using the same filter paper collection form which is used : . . : :
g pap hemoglobin D trait or hemoglobin C trait. These services

for the other three disorders. Presumptive positives . . .
cases are referred to existing CCS Approved Sickle cefi® available at the SCCCs and their many satellite sites.

Disease Centers. Through June 30, 1995, the Progra][n o .
screened 3,015,720 infants for hemoglobin disorders, imitations of the Newborn Screening
and 808 cases of sickle cell disease and other Program

hemoglobinopathies were detected. The California NBS Program provides exceptionally

Disorders Detected by the Newborn rapid turnaround time of screening results. This s critical
Screening Program to aninfant’s outcome, since many studies have proven
the benefits of early diagnosis and treatment. Overall
Disorder FY94-95 1980-1995* Birth Prevalence be .e S.O early diagnosis and . ca e . o e a '
Rate the California Program has done quite well in identifying
PKU infants with PKU, galactosemia, primary congenital

Classical 15 287 1:25,934 hypothyroidism and sickle cell disease. However,

Variants 23 258 1:28,849 newborn screening programs are, by nature, imperfect.
Primary Congenital In setting cutoffs, a balance must be struck between time,
Hypothyroidism 187 2,271 1:3,277 money, anxiety caused by false positives, and an accept-
Galactosemia 5 92 1:80 904 able number of missed cases. Biological variability and/

. or human error can resultin missed cases. Transfusions
Sickle Cell can lead to false negative screening results. Errors can
Disease 120 689** 1:4,508 . . . .

occur at the specimen collection site, when the speci-
Other clinically 15 119 1:26,925 mens are in transit, at the laboratory, in computer pro-
significant . cessing of results and/or in the reporting process. The
hemoglobinopathies** . . .
* October 30, 1980 - June 30, 1995 California Program has numerous educational and
**  Since February 27, 1990 monitoring mechanisms in place to prevent and investi-
*** Excludes homozygous EE




gate any possible problems. However, itis still critical NBS Program Regulations require that hospitals check
for health care providers to remain watchful for any sign their records for newborn screening results 14 days after
or symptoms of these disorders in their patients. The the baby’s discharge and to notify the NBS Program of
possibility of a disorder should not be ruled out solely onany missing results.

the basis of the newborn screening test reauiew-
born screening result should not be considered
diagnostic, and cannotreplace the individualized

¢ How does the NBS Program define six days of
age or sixth day of life?

evaluation and diagnosis of an infant by a well- Six days of age as defined by NBS Program means from

trained, knowledgeable, health care provider the time a baby begins the sixth twenty-four-hour period
untilitis ended, i.e., 120 -144 hours.

Reporting Requirements # | have sent the NBS Program an address correc-

To help evaluate the completeness and effectiveness oftion several times and my patients’ NBS results are
the program in detecting disorders, itisimportantfor ~ still being sent to my old address?

health care providers to report to the Newborn Screen-ri,o NBS Program keeps a database with physicians’
ing Progra_lm any o_llagr_losed case that was not o!eteCteOhames and addresses used for mailing correspondence
by screening. California Code of Regulations, Title 17 g, a5 this newsletter and for redirecting any NBS
requires thatall physicians makingadiagnosisofa  ragyjts that are undeliverable and returned by the post
preventable heritable disorder forwhichtesting is office. If your NBS results are being sent to the wrong
required report such diagnosis to the Departmentof  ,yqress; please contact the nursery of the hospital that is
Health Services. listing the wrong address on the NBS specimen collection

For more information about the CaliforniaNewborn ~ forms and advise them of your address change. Fre-
Screening Program or for consultation regarding a quently there are some old standing orders that need
baby’s test result, contact the Newborn Screening correcting.

Follow-up Coordinator within your region. @ How long after a protein feed must we wait

- - o~ before <_:o||ec_ting the NBS specimen so that the PKU
F - ﬁ - screen is valid?
Questions and Answers A protein feed is not necessary before collecting the NBS

specimen. A newborn has been receiving phenylalanine
inutero. California's laboratory testing methodology is a
Very sensitive quantitative one that does not require a
further protein challenge. Therefore, follow the guidelines

After being collected, the specimen takes about one to as outlined in this newsletter for collecting specimens after
five days to get to the regional laboratory. Within one tol2 hours of age.

two days of laboratory testing, allinadequate and # | noticed the NBS specimen collection form has a

presumptive positive initial test results are called outto 5 for CORD BLOOD. does this mean that we can
physicians; however, the written reporttakeslonger. | ,se cord blood rather than stick the newborns?
The test results are transmitted via computer from the

regional laboratory to Berkeley. Ittakes three days for NO! You should only submit cord blood to the NBS
testing by the regional laboratory and quality control Program if a newborn has been transfused prior to the
review by the State laboratory. Once reviewed, the heelstick NBS collection. Ifyou still have available a
results mailer is sent from Berkeley to the hospitaland nonhemolyzed cord blood specimen thatis also free of
the physician of record. Onaverage you should allow clots, you canspotiton the filter paper, identify the

10to 14 days from the time the specimenis collected specimen as cord blood and report the specimen collec-
until the physician of record and the hospital receive thetion date and time to be the same as the birth date and
Newborn Screening Results Mailer. Please keepin time. The combination of a cord blood specimen (valid
mind that local mail delivery service may affect the time itfor the galactosemia and hemoglobin screens) and the
takes to receive the results from the NBS Program. ~ 24-hour post transfusion specimen (valid for the PKU

¢ How long will it take to receive a results mailer
for my patient once the newborn screening specime
is collected?



and hypothyroidism screens) will allow you to obtain a
complete screen for atransfused newborn.

L1

Important Phone Numbers GeneHELP Resource Center

NBS Results Mailers: (510) 540-2611 The GeneHELP Resource Center has over 550 titles of
materials on a number of genetic diseases,
NBS Forms: (510) 540-3302 hemoglobinopathies, birth defects, as well as newborn

screening and prenatal diagnosis issues. GeneHELP
searches for and reviews new genetic health education
materials on an ongoing basis. With many types of
formats ranging from pamphlets, brochures and curricula
to videotapes and slides, there is one to suit your patient

NBS - | (Specimen Collection Form)

NBS - NO (Report of Specimen Not Obtained)
NBS - OH (Report of Out of Hospital Birth)
NBS - MR (Missing Results Form)

NBS Accounting: (510) 540-3038 population. Health care providers can request a variety
of services including computer printouts of reviewed
NBS Educational Materials: (510) 540-3295 materials, cqnsultation !n selectiqg/developing materials,
including thepamphletmportant Information sample copies of certaln educat'|0nal materla_lls, and
for Parents (the purple one). computer searches for information on materials. Please

call (510) 540-2534 for more information on what new
materials are available.
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