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baby’s

first test

Vision
R |

o1 Connect parents and healthcare providers with
resources and information

o Improve understanding and informed decision-
making

o Facilitate information sharing

*Highlight the benefits of screening for the public




What the NBS Saves Lives Act Requires

Centralized and online
Research-based information
Information on each state
Interactive forum

Data (APHL)
Dissemination

Oooooon

Partners and Projects: Who's involved

Professional Groups (ACMG, NSGC, AAP, etc.)

State Health Departments (APHL, Genetics
Collaboratives)

Healthcare Providers

NBS and Consumer Advocates

Health Education Experts

Other NBS Stakeholders (March of Dimes, etc.)
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www.BabysFirstTest.org
[

o1 Current
Link to Partners
Condition specific information — condition description,
GARD, ACT Sheets, NCBI portal, Disease InfoSearch
Immune Deficiency Foundation blogging partnership

o1 New Site (September 2011)
General Information (prenatal and after screen)
Healthcare Provider section
Multi-media

www.nbsclearinghouse.org

[

99 NBSC
m Newborn Screening Clearinghougﬁ

Home Blog FAQ. Contact

Account The Clearinghouse Is under construction.

Quick Links Featured Resources
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Beta Site Analytics
|

o1 1,808 visits in the last three months

778 more than the previous quarter B New Vistor

W Returning Visitor

Average 18.83 visits per day

50 countries and territories
o 1,268 unique visitors
1 48 visits from mobile devices

o Average time on site = 2:13

Beta Site Analytics

[
Most Popular Content

o1 Homepage = 1,416 page views
01 About page = 279 page views
o1 Condition Specific Information = 201 page views

0 Blog = 181 page views




Social Media

1 NBS YouTube Videos
Connect facts/policy to stories (Media and DSO)
Highlight partners — increase visibility
0 Twitter (@babysfirsttest)
Chats- raise awareness
March of Dimes, APHL
New followers- new networks
0 Blog
Give people discussion space

Connect other partners

Social Media

Clicks by Region & following RabysFirsiTast

. @fragiexsyndrom/aisabiity

"',-! @APHLNewsnewbom-screening

T anacersana/beb
|

"l @APHLNews/paper-ii-16

E @davinbintang/deaf-information

Region Clicks @short_of_breath/news
[ United States 78.1% (118) ma
[ canada 3.3% (5) ﬂ GHelpHametworldwide-health
[ European Union 26% (4)
Spain 2% (3) & @CrunchyNavyWile/metabolic-disorders-2
India 1.3% (2) 4
United Kingdom 0.7% (1)
2%  GBabysFirsTest/nbs-organizations
France 0.7% (1} [
[0 Turkey 0.7% (1)
h’ aRabysFrsiTestgenatics-newsieed
. Australia 07% (1)
. Others 9.9% (15)

n @Tashi210/genatics
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www.BabysFirstTest.org

BABY'S , . S Lving Heatth

FIRSTTEST  newborn Screening  toExpect  ACondition  With Conditions  Professionals  Search v

Newborn Screening: The Facts

We test all babies because a few babies look
healthy but have a rare health problem.

| L 1|} NEXT: NEWBORN SCREENING SLIDE 2

GET THE FACTS HOW SCREENING WORKS ADVICE & SUPPORT

www.BabysFirstTest.org

Parents Guide to Newborn How will my baby be tested? Talking to your Doctor
Screening See why it kit Gat advice on discussing
Learn about the protess of newbom uncommon that & babys your diagnosis with a
screening A 'tresult il be outof- ‘. " health professicnal
range, requiring a
confirmatory test. It is very important to
= gt this tast quickly. Family Experiences
Gat Airsthand stories
- fram families wha have
Find a Condition -
We have detailed information about 56 newhoem screening
itions screened for.
canditions for process and learn from their experience.
Your State Program [
Newhaom Screening varies by state. See the
requiremants for whare yo Live,
In the News On the Blog Featured Resource
May 08, 2011 Ausg 18, 3011 PeriStats®
‘When Is & Cold Mot Just a Cold? Babys First Test Blog
Frem CSL Behring Helic and welcome to the m
For parents, trying to Baby's First Test Blag!

determine whether to take &

PeriStats is an online source for m




www.BabysFirstTest.org

BABY'S About What Find Living Health

‘
‘
‘
‘
FIRSTTEST  newbamScreening | toExpect  ACondiion | WithConditions  Professicnals  S¢earch 2 }
‘
‘

Before Birth

Testing Procedure

Newborn Screerjstmsss
We test all babies becauli o Lol

healthy but have a rare e momes 1 Bcd

| 1§} NeXT: NEWBORN SCREENING SLIDE 2

GET THE FACTS HOW SCREENING WORKS ADVICE & SUPPORT

Guide tn Newh Hrw will mv hahw he tectad? Talkinn tn waur Nactnr

www.BabysFirstTest.org

BABY'S N

FIRSTTEST  newbom Screening  toExpect | ACondition  With Conditions  Professionals  Seareh C

Find a Condition

| 2 prwr |

Quick Find State Screening
Information
cystic
Mok every state screens for
Cystic fibrosis cystic fibrosis of the pancreas, fibrocystic disease of the every condition. Lse this tool to
itlons

pancreas , mucoviscidosis (CF) see what conditions your state
screens for.

screened vary by state.

-Sefect Stote - [l

Here you will find a list of all the conditions a newbarn baby may receive screening for shortly after birth
and as a part of a state’s newbarn screening program. Remember — nat all states screen for the same Learn more about State

number of conditions. However, you will notice that most states at least screen for the ing
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About Cystic fibrosis

(=LA Treatment  Expected Outcomes  Causes

Signs of cystic fibrosis {CF) usually start shortly after birth. Some signs may not appear right away. This is
why early screening and identification is so important.

Early signs of CF include:

« Salty sweat; many parents notice a salty taste when kissing their child
+ Poor growth and weight gain (failure to thrive)

+ Constant coughing and wheezing

+ Thick mucus or phlegm

+ Greasy, smelly stools that are bulky and pale colored

If your baby shows any of these signs, be sure to contact your baby’s doctor immediately

Support for Cystic fibrosis

I ST LI YT Accessing Care  Famiilies'

Support groups can help connect families who have a child or other family member affected with cystic

fibrosis with a suoportive communitv of oeoole who have experience and exoertise in livina with the

www.BabysFirstTest.org

BA BY,S About What Find Living Health

FIRSTTEST  wewtomScreening  tofxpect  ACondition | With Conditions  Professionals  Search i

Contacts

In this Section:

What conditions are screened for in Alaska?

Policies and Resources

’ About Newbom Screening in Alaska

What conditions are screened for in Alaska?

HNowbarn Screening Program
Contacts

Thalia Woad, MPH

Children’s Health Unit Manager
Section of Women's, Children's
and Farily Health

3601 € Stroot, Suite 312
Anchorage, AKX 99505-5923
(907) 269-3499

thaliawood @alaskager
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Project and Partners: CHALLENGE AWARDS

Purpose: Engage the community in the Clearinghouse
and integrate it into existing outreach, engagement, or
educational efforts

Projects to be completed in a six month period
Submitters could apply for up to $25,000 of funding
Proposals due March 11, 2011
Selected awardees notified April 1, 2011

March of Dimes

NYMAC

Hawai‘i Department of Health

APHL

March of Dimes

march' < 'ofdimes’

NEW YOR
FOR GENETIC AND NEWBORN SCREENING SERVICES

Hawai‘i Department of
Health

APHL

Develop and disseminate, as part of its ongoing “Healthy
Pregnancy, Healthy Babies” series, a five-minute English and
Spanish-language video vignette depicting a discussion of NBS in a
prenatal office visit setting.

Develop and pilot an educational toolkit to be used by nurse
midwives, doulas, and other childbirth educators to introduce NBS
into childbirth education and literature produced for expectant
parents.

Conduct survey outreach with Asian and Pacific Islander families in
Hawai‘i on their NBS information needs, via electronic
surveys/questionnaires at the Hawai‘i Baby Expo and Hawai‘i WIC
clinics; Conduct focus groups to evaluate the BabysFirstTest.org
website.

Develop a video detailing the NBS process at a state public
health laboratory to de-mystify the testing process; Conduct
outreach for BabysFirstTest.org via social media and partnerships
with state departments of health.
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Baby’s First Test Staff

©1 Sharon Terry, Principal Investigator,

-1 Natasha Bonhomme, Project Director,

|

o Tara Biagi, Maternal & Child Health Coordinator,

|

Scott McDaniel, Web Projects Director,

O

Mark Petruniak, New Media Coordinator,

Elizabeth Stark, Maternal & Child Health Manager,

www.geneticalliance.org

AT p(] Genetic Alliance

o SHARE o
v a "
—
1
L]
Join us for Genetic
Alliance's 25th
b Anniversary Celebration!
September 22, 2011
~ b Read more here.
~
~

| 1224

GeneticAlliance: This Texas teen is the
firstever to receive a total artificial
heart ransplant for his #congenital

Money for Integrating Breast Cancer

‘Genomics

recommendations for breast cancer
genomic tests and other related

heart condition! hitp:/iow.ly/SCDIN TA Earlier this month, the COC revealed a
new grant program aimed at promoting

GeneticAlliance: RT @GABioBank “the adoption of evidence-based

High quality #biospecimen collection is

an issus for all stakeholders - watch

8/29/2011
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www.geneticalliance.org /resources
|

250

Genetic Alliance Resources and Services

Genatic Alancs is proud 19 peovids B mnge of resources and sarvices mat barafit bom individusls

a 0 your ang ot
aritries in panicipas in the ogram, add
‘your prpanisation 1o Desenss loSaarch, and mar

Inghvduals and organizations can ullize ouf FESOUPGES 10-

Stay informad
Engage and Farticipate
tnilnted specicady
Qrganiration Resourcaey
We also have 153 ingnisuals

©an $nd AW and exmiing opPOMUNIGES fof emplayment

Stay Informed

Announcemans
Parodically, Genetic AInGS wil ahon you I FMporant acen Iems, announcements, and
doalines, 9 Al a3 wel from
PEAI, 800 SIVOCACY COMMUNides. SOme weeks hene will e no emails; mrmhm oF mane
the list. Thi [ neweletinr, which s
dlmbuldl few Hmes & year with upoaes on Ganese uulm BEHVITES

Nawborn Screaning Newslocmer
This Ddatas on T AllANCE NEWDGM
scrowning initiatves. g news, and 1o engage in newbam

www.wikiadvocacy.org
s

P aticle | [ dacaion ndt | | Faiory
R x ﬂ] Main Page
- Welcome to WikiAdvocacy o]
IWikiaDvocacy
Humhafvu M-bdhwldi. as well 85 & comenunity lor advocacy. It covers every aspect of lounding and growing an advocacy
ndagason of issues, skills, and tha slamants of creating a registry and samples repositony.
= Main Page u:rﬁ-mmmmmwmm.m rading About and How to Get Started. We alas recommend checking out
= Comemunty portal tha eammunity poral and help pages.
:""""’":“""‘ 1 About WikiAdvocacy | How to Get Started | Community Portal | Halp | How to: Create a New Wiki Page | How to post a file on WikiAdvacacy |
= Fandom page
= Hel
= Donatona Introduction Crpanizasional Asssssmen
Sharh = Defining Our Torms = Datarmine Goals
= The Power of Advocacy Organizations = Characterize Condition
(&) = Why Go Thena? & Chamatunen Ao
0ol = How to Use This Guide o Comps a5 ond with I toa et the
R » History of Advosacy Organizations and Gonatic Alliance Condition
= Fislated changes » The Kitchen Table Is a Good Place o Start = Corsidering Starting o Support Geoup for & Condition that Alrsady Has
» Upioad te = Genatic Alliance Oria?
® Soecial pages
u Prirtntin version Sirustare R
 Parmanant ink
« Advisory Boards » Becoming the Orgarization You Imagine
= Bylaws and Articlos. = Building a Websita
» Govomance Board » Chaity Rating Listings
= Ensuring Cultural Compatence = Conference Call Services
« Finding a Lawyer « Donations
= Ingurance and Policies = Evants
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www.biobank.org

Please click here to view a PDF description of the GARB Toolbox.

Guidelines for Advocates
Whela - m:;ri: considering a are leaders in
begin? registrybiabank biobanking
. Pl 9o T riake . Registry! Making your Genetic Alliance
reposi
this a reality? start-up guide ‘biobank a reality boatcamps
Organizational Biobank
Is my orga readiness question &
ready? checklist answer session
Vendar Vendar Landscape
How do | select a assessment assessment analysis
vendor? summary worksheet manuscript
ek Genetic Virual tour of
COnSOcEReg Aliance GARB FAGS Genetic Alliance ARy
Genetic Allianca? BioBank registry solutions
What else do | Biobank Sioaank,
governance Resource list
need to know? governance checklist
" Registry and BioBank BioBank
How do | stay Weekly tips
current? Bulletin listsery mentaring
Publication  Training/mentoring  Videos  Webinar  Webpage  Worksheet
>

Thank youl

Liz Horn, Ph.D., MBI
Director, Genetic Alliance Registry & BioBank
lhorn@geneticalliance.org

A

Genetic Alliance
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