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NEWBORN SCREENING FOLLOW-UP PROGRAM

Newborn Screening Update

Announcements. ...

i The Newborn Screening (NBS) Follow-up Program has been working to im-
prove the entire NBS system. Beginning in the first quarter of 2010, your
i quarterly reports will contain information on two more measures: batching
: (i.e., specimens being batched together and not sent to the NBS labora-
: tory within 24 hours of collection) and recording the NBS metabolic card
inumber on the electronic birth certificate. Additionally, we have set per- 5
i formance goals for each measure and will use the information from the
quarterly reports to determine which hospitals may benefit from a phone
call or a site visit from a member of the NBS Follow-up staff.

The following table indicates which measures we are focusing on and the
i performance goal that we have set for each measure.

Measure Performance Goal for 2010

Less than 2% of screens collected greater than 36

Late Screens hours of life

More than 90% of screens arrive in the state

Courier Time laboratory by the 4th day of life

Unsatisfactory Screens | Less than 1% of screens are unsatisfactory

Batching Less than 2% of envelopes are batched

More than 95% of electronic birth certificates have

NBS Card Number the NBS card number recorded

During the fourth quarter of 2009, three hospitals met all five performance
i goals. We would like to congratulate these hospitals for their impressive :
i efforts! These hospitals include:

Genesys Regional Medical Center-Health Park
William Beaumont-Troy
Zeeland Community Hospital

§We hope that you will be able to use the information in the quarterly re- :
i ports to find ways that you can improve your part of the NBS system. If you
have any questions, please call the NBS Follow-up Program at :

1-866-673-9939.
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Newborn Screening Educational Online Tutorial

The Newborn Screening training video has been updated and is now available on the web. This
tutorial is especially for nurses and hospital staff who obtain the newborn screening specimen.
1.2 nursing contact hours are available. Please go to the Michigan Newborn Screening website,
www.michigan.gov/newbornscreening and scroll down the page to “Important information for
Professionals” then to Newborn Screening Educational Online Tutorial or go directly to
http://training.mihealth.org/. Once on the MiHealth web page, click on Newborn Screening. If
you have never been on this training website you will need to click on “First time user” and regis-
ter. There is no cost and they do not use your information. If you have any difficulty using the
training, please call Vicki Jenks at 517-335-1966 or email jenksv@michigan.gov .

How to access the MCIR.....

Newborn screening (NBS) results are now available on the Michigan Care Improvement Registry
(MCIR). Our goal is to have newborn screens available on the MCIR approximately four weeks

after birth.

To obtain access to the MCIR, you will need to contact your regional office to register. Go to
http://www.michigan.gov/documents/mdch/MCIR_Brochure 196978 7.pdf to learn more
about the MCIR and locate the phone number for your regional office. Due to increased activity
at the regional offices, you may have to wait several weeks in order to receive approval for MCIR
access.

Once you are able to log-on to the MCIR, the NBS results will be available under the “NBS Mail-
ers” tab. If you click on “Mailer” under the “NBS Mailers” tab, you can retrieve a copy of the

child’s NBS results.

If a child does not have a “NBS Mailers” tab or the child does not have a “Mailer” option under
the “NBS Mailers” tab, please call 1-866-673-9939 to obtain a copy of the child’s NBS results.

Capillary Tubes

MDCH is asking that you do not use capillary tubes that have
either EPHI or heparin in them. There appears to be some
interference with laboratory testing. If you are using them,
please stop and perform the heel stick by collecting a drop of
blood directly on the card. We really appreciate your assistance
trying to resolve this problem.

If you have any questions please feel free to call Vicki Jenks
RN, MPA at 517-335-1966 or email jenksv@michigan.gov .
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An Update on the
Michigan BioTrust for Health

Michigan
BioTrust
for Health The Michigan Department of Community Health (MDCH) has continued its
work to implement the Michigan BioTrust for Health (BioTrust), a resource of
residual newborn screening (NBS) dried blood spots (DBS) available for medical and public
health research. To date the BioTrust has improved storage conditions for over 575,000 resid-
ual de-identified DBS by transferring them to the Michigan Neonatal Biobank (MNBB), a 501¢3
non-profit organization and designated storage facility for the BioTrust. The BioTrust Commu-
nity Values Advisory Board (CVAB) continues to meet almost monthly to investigate and recom-
mend policies for implementing parental consent, educating the public and protecting privacy.
The BioTrust Scientific Advisory Board is now operational making a pool of experts available to

review study proposals requesting the use of DBS.

This spring marks an important phase for the BioTrust with the early implementation of the
proposed parental consent process in some hospitals across the state. The hospitals have ini-
tiated the consent process to determine if any unforeseen complications present with the in-
tended protocol. Feedback from these hospitals will ensure a smoother transition when the
remaining Michigan birthing hospitals are asked to implement the BioTrust consent process
this fall. To date, feedback has been positive. The parental consent process, developed using
input from Michigan’s NBS nurse coordinators, MDCH and the CVAB, will make use of a re-
designed NBS kit that contains a BioTrust Consent form for parents to sign if they wish to allow
possible research using their child’s de-identified residual DBS after NBS is complete. An infor-
mational booklet will accompany this BioTrust Consent form. Please look for additional infor-
mation on this parental consent process coming soon!

Educating the community remains a primary goal of the BioTrust initiative. An updated NBS
brochure is currently being disseminated which includes information on the BioTrust. An edu-
cational DVD will be available in the coming weeks with information on NBS and the BioTrust.
Additional educational outreach will continue as progress moves forward with the Michigan
BioTrust for Health. Everyone is invited to learn more. Please visit www.michigan.gov/biotrust
for information and updates or contact Carrie Langbo, BioTrust Community Outreach Coordina-
tor at langboc@michigan.gov or 517-335-6497.

NBS Briefs

The Michigan Newborn Screening (NBS) Follow-up Program is now creating NBS Follow-up
Briefs. These briefs describe how existing data sources can be used to monitor the prevalence,
morbidity, and mortality across the life span for specific disorders included in the NBS panel.
The first brief, focusing on sickle cell disease, came out in November 2009. The next brief will
be on phenylketonuria. The briefs are available at the NBS website (www.michigan.gov/
newbornscreening).

Langboc@michigan.gov.
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Michigan Healthy Mothers, Healthy Babies Coalition

Educational Conference (and Pre Conference)

June 2,3 & 4, 2010
Mount Pleasant Comfort Inn and Suites

The conference attracts nurses, social workers, health agency administrators, health planners,
dietitians, health educators, social activists, physicians, educators and other professionals who
are interested in the health and well being of women and children across Michigan. The theme of
this year’s conference is Growing Strong Families, Building Healthier Communities and features
keynote speakers and workshops addressing a wide variety of maternal and child health topics.
Additionally, the Michigan Chapter of the March of Dimes is sponsoring a preconference grant
writer’s workshop.

For more information, including sponsorships and exhibits, contact Diane Drago, Conference
Coordinator, Diversified Management Services at 517-663-5147 or DMSdiane@concentric.net.

Michigan Early Hearing Detection
and Intervention Program

The Early Hearing Detection and Intervention (EHDI) program works in collaboration with birth
hospitals, clinics, parents, and audiologists to implement a statewide universal system for timely
screening and identification of newborns with hearing loss. The EHDI goals are as follows:

Goal 1. All newborns will be screened for hearing loss no later than 1 month of age,
preferably before hospital discharge.
Goal 2. All infants who screen positive for hearing loss will have a diagnostic audiologic
evaluation no later than 3 months of age.
Goal 3. All infants identified with hearing loss will receive appropriate early intervention
services no later than 6 months of age.

Please mail ALL hearing cards directly to EHDI:
MDCH-EHDI

Attn: Erin Estrada

PO Box 30195

Lansing, Ml 48909

If you have any questions regarding newborn hearing screening and follow-up please contact
Michelle Garcia, EHDI Follow-Up Consultant at 517-335-8878 or garciam@michigan.gov.
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Newborn Screening Follow-up Program Family
Recognition Day May 1, 2010

IMPRESSIONS 5 SCIENCE CENTER
LANSING, MI

The Michigan Department of Community Health
(MDCH) Newborn Screening (NBS) Follow-up
Program hosted its second Family Recognition
Day on May 1, 2010 at the Impression 5
Science Center in Lansing, Michigan. The
participating children and families have been
diagnosed by NBS Program’s early identification
of children with 49 rare, but treatable, disorders.
The family event was launched in 2008 to en-
courage the voice of families in the policies and
programs impacting the services provided by the
NBS Follow-up Program.

The NBS Family Recognition Day for children
and families included fun filled learning activi-
ties and valuable learning experiences for the
whole family. Exploration of the fun-filled Sci-
ence Center and special health program exhibi-
tors, hands-on learning opportunities, parent networking activities, workshops and refreshments were
provided for all participants. This year, over 130 individuals and 18 exhibitors participated in this spe-
cial event. The next Family Recognition Day will be announced in the future.

New NBS Brochures Now Available
f

ﬁ%%b%%n“ 'Michigan Newborn Screening Saves Babies' is a free brochure available from the New-

Screening ‘ born Screening Program. This brochure contains information on the Newborn Screening
"‘ ‘ S Program, frequently asked questions about disorders and contact information. Please dis-
BABIE card your old brochures and contact Val Klasko, (517)241-5583 or

{ KLASKO@michigan.gov to order the new brochures.

. NOTE: This brochure will also be available soon in both Arabic and Spanish .
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Helpful Reminders.....

State Employees’ Holidays (Thru July 2010)
e May 31,2010
e July5,2010
e Sept6, 2010
Hospital Codes on NBS Card

In an effort to improve the data MDCH keeps and sends to each hospital, we are asking that
NICU please add an “01” and specialty units add an “02” at the end of your individual hospi-

tal number.
Hospital Visits
Vicki Jenks, NBS Nurse Consultant is available to make individual visits to your hospital unit.
If you wish to have her come, please email jenksv@michigan.gov
or call 517-335-1966.

Courier System
If you currently use UPS as the primary courier for newborn screening lab cards, please put an
orange sticker on your UPS envelope on Friday to ensure delivery to the NBS lab on Saturday.

Quality Assurance
We ask that you please remind staff of the importance of filling out the newborn screening
card completely and accurately. Incomplete or incorrect data entry can delay reporting of re-
sults and treatment which are costly if the child has one of the disorders. Always double-
check birth date and time, specimen date and collection time, physician contact information
and all other necessary information located on the newborn screening card.

NBS Card Ordering Information
The contact person for newborn screening card/brochure ordering is NBS Accountant Valerie
Klasko at (517) 241-5583.
kkhkhkkkhkkkhkkkkkkkkkkkhkkkhkkkkkkhkhkhkhkhkhkhrhkhkhkkhkhkkhkhkhkhkkhkhkkhkhkkhkrkkhikkhkkkrkki*
New NBS NICU Screening Protocol
The Michigan Newborn Screening Program in conjunction with our Advisory Committee has de-
veloped a new NICU screening Protocol.

There will be a conference call discussion of the New Newborn Screening NICU screening proto-
col on Wed, June 23 at 9:00 AM. Bill Young and I will be sharing the protocol with you and
anyone who wants to listen in . There will be time for questions and comments. Please invite
any of your nursing staff, laboratory staff or neonatalogists to participate.

Please call 1-877-336-1829 access code 1916507. In the near future you will be receiving the
new 2010 version

of the NBS Hospital Guide with the New NICU protocol .
Please try to participate. If you have any question please feel free to call Vicki Jenks
517-335-1966 or email: jenksv(@michigan.gov .




NEWBORN SCREENING FOLLOW-UP PROGRAM

201 Townsend Street
PO Box 30195

Lansing, MI 48909 State of Michigan

Newborn Screening Program

Phone: 517-335-9205

Fax: 517-335-9419

E-mail: newbornscreening@michigan.gov
Website: www.michigan.gov/newbornscreening

If you have co-workers who would like to receive an elec-
tronic copy of the Newborn Screening Newsletter please
send their name, job title and email address to:

Email: newbornscreening@michigan.gov
or
Have them email us at the above address

NBS Follow-up Program Goals

The Newborn Screening Follow-up Program at the
Michigan Department of Community Health (MDCH)
assures that all newborns are screened for 49 rare but treatable disorders

and that all infants with positive tests receive confirmatory diagnosis and treatment.
The Newborn Screening Follow-up Program strives to provide education and
support to families touched by these disorders.



	Volume 7 Issue 5

	Announcements….

	May  2010

	NEWBORN SCREENING FOLLOW-UP PROGRAM

	Newborn Screening Update

	Page #

	Newborn Screening Update

	Volume 7 Issue 5

	Page #

	Volume 7 Issue 5

	Page #

	Volume 7 Issue 5

	Page #

	Newborn Screening Follow-up Program Family Recognition Day  May 1, 2010

	IMPRESSIONS 5 SCIENCE CENTER

	LANSING, MI

	New NBS Brochures Now Available

	Volume 7 Issue 5

	Page #

	Helpful Reminders…..

	NEWBORN SCREENING FOLLOW-UP PROGRAM



<<

  /ASCII85EncodePages false

  /AllowTransparency false

  /AutoPositionEPSFiles true

  /AutoRotatePages /None

  /Binding /Left

  /CalGrayProfile (Dot Gain 20%)

  /CalRGBProfile (sRGB IEC61966-2.1)

  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)

  /sRGBProfile (sRGB IEC61966-2.1)

  /CannotEmbedFontPolicy /Error

  /CompatibilityLevel 1.4

  /CompressObjects /Tags

  /CompressPages true

  /ConvertImagesToIndexed true

  /PassThroughJPEGImages true

  /CreateJobTicket false

  /DefaultRenderingIntent /Default

  /DetectBlends true

  /DetectCurves 0.0000

  /ColorConversionStrategy /CMYK

  /DoThumbnails false

  /EmbedAllFonts true

  /EmbedOpenType false

  /ParseICCProfilesInComments true

  /EmbedJobOptions true

  /DSCReportingLevel 0

  /EmitDSCWarnings false

  /EndPage -1

  /ImageMemory 1048576

  /LockDistillerParams false

  /MaxSubsetPct 100

  /Optimize true

  /OPM 1

  /ParseDSCComments true

  /ParseDSCCommentsForDocInfo true

  /PreserveCopyPage true

  /PreserveDICMYKValues true

  /PreserveEPSInfo true

  /PreserveFlatness true

  /PreserveHalftoneInfo false

  /PreserveOPIComments true

  /PreserveOverprintSettings true

  /StartPage 1

  /SubsetFonts true

  /TransferFunctionInfo /Apply

  /UCRandBGInfo /Preserve

  /UsePrologue false

  /ColorSettingsFile ()

  /AlwaysEmbed [ true

  ]

  /NeverEmbed [ true

  ]

  /AntiAliasColorImages false

  /CropColorImages true

  /ColorImageMinResolution 300

  /ColorImageMinResolutionPolicy /OK

  /DownsampleColorImages true

  /ColorImageDownsampleType /Bicubic

  /ColorImageResolution 300

  /ColorImageDepth -1

  /ColorImageMinDownsampleDepth 1

  /ColorImageDownsampleThreshold 1.50000

  /EncodeColorImages true

  /ColorImageFilter /DCTEncode

  /AutoFilterColorImages true

  /ColorImageAutoFilterStrategy /JPEG

  /ColorACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /ColorImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000ColorACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000ColorImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasGrayImages false

  /CropGrayImages true

  /GrayImageMinResolution 300

  /GrayImageMinResolutionPolicy /OK

  /DownsampleGrayImages true

  /GrayImageDownsampleType /Bicubic

  /GrayImageResolution 300

  /GrayImageDepth -1

  /GrayImageMinDownsampleDepth 2

  /GrayImageDownsampleThreshold 1.50000

  /EncodeGrayImages true

  /GrayImageFilter /DCTEncode

  /AutoFilterGrayImages true

  /GrayImageAutoFilterStrategy /JPEG

  /GrayACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /GrayImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000GrayACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000GrayImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasMonoImages false

  /CropMonoImages true

  /MonoImageMinResolution 1200

  /MonoImageMinResolutionPolicy /OK

  /DownsampleMonoImages true

  /MonoImageDownsampleType /Bicubic

  /MonoImageResolution 1200

  /MonoImageDepth -1

  /MonoImageDownsampleThreshold 1.50000

  /EncodeMonoImages true

  /MonoImageFilter /CCITTFaxEncode

  /MonoImageDict <<

    /K -1

  >>

  /AllowPSXObjects false

  /CheckCompliance [

    /None

  ]

  /PDFX1aCheck false

  /PDFX3Check false

  /PDFXCompliantPDFOnly false

  /PDFXNoTrimBoxError true

  /PDFXTrimBoxToMediaBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXSetBleedBoxToMediaBox true

  /PDFXBleedBoxToTrimBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXOutputIntentProfile ()

  /PDFXOutputConditionIdentifier ()

  /PDFXOutputCondition ()

  /PDFXRegistryName ()

  /PDFXTrapped /False



  /CreateJDFFile false

  /Description <<

    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>

    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>

    /DAN <>

    /DEU <>

    /ESP <>

    /FRA <>

    /ITA <>

    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>

    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>

    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)

    /NOR <>

    /PTB <>

    /SUO <>

    /SVE <>

    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)

  >>

  /Namespace [

    (Adobe)

    (Common)

    (1.0)

  ]

  /OtherNamespaces [

    <<

      /AsReaderSpreads false

      /CropImagesToFrames true

      /ErrorControl /WarnAndContinue

      /FlattenerIgnoreSpreadOverrides false

      /IncludeGuidesGrids false

      /IncludeNonPrinting false

      /IncludeSlug false

      /Namespace [

        (Adobe)

        (InDesign)

        (4.0)

      ]

      /OmitPlacedBitmaps false

      /OmitPlacedEPS false

      /OmitPlacedPDF false

      /SimulateOverprint /Legacy

    >>

    <<

      /AddBleedMarks false

      /AddColorBars false

      /AddCropMarks false

      /AddPageInfo false

      /AddRegMarks false

      /ConvertColors /ConvertToCMYK

      /DestinationProfileName ()

      /DestinationProfileSelector /DocumentCMYK

      /Downsample16BitImages true

      /FlattenerPreset <<

        /PresetSelector /MediumResolution

      >>

      /FormElements false

      /GenerateStructure false

      /IncludeBookmarks false

      /IncludeHyperlinks false

      /IncludeInteractive false

      /IncludeLayers false

      /IncludeProfiles false

      /MultimediaHandling /UseObjectSettings

      /Namespace [

        (Adobe)

        (CreativeSuite)

        (2.0)

      ]

      /PDFXOutputIntentProfileSelector /DocumentCMYK

      /PreserveEditing true

      /UntaggedCMYKHandling /LeaveUntagged

      /UntaggedRGBHandling /UseDocumentProfile

      /UseDocumentBleed false

    >>

  ]

>> setdistillerparams

<<

  /HWResolution [2400 2400]

  /PageSize [612.000 792.000]

>> setpagedevice



