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History of the Regional
Collaboratives

Establi shed under Title XXVI
of 2000, Scr eeni ng f or Her i1t abl e
*....The Secretary shall awar d
enhance, improve or expand the ability of State and local

public health agencies to provide screening, counseling or

health care services to newborns and children having or at risk
for heri table disorders. ..
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Role of the Regional
Collaboratives

A Ensure that children with heritable disorders and their families
have access to quality care and appropriate genetic expertise
and information in the context of a medical home that
provides accessible, family-centered, continuous,
comprehensive, coordinated, compassionate, and culturally
effective care.

I To strengthen communication and collaboration among
public health, individuals, families, primary care providers,
and genetic medicine and other subspecialty providers.

I To guantitatively and qualitatively evaluate outcomes of
projects undertaken to accomplish their goals.
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Our Vision

A All newborns will receive state-of-the-art
newborn screening and follow-up; children
and youth with heritable disorders will
have access to genetic expertise and
coordinated care in the context of a
medical home.
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Our Mission

A Increase access to information about newborn screening and
genetic resources, services and family support systems

A Facilitate data collection and analysis to guide decision-making
regarding screening cut-offs, diagnosis and long term treatment of
heritable disorders

A Support state public health agencies in improving infrastructure for
genetic service delivery to children with heritable disorders

A Provide a forum for families, public health, and clinical providers to
share best practices and models for improving newborn screening,
follow-up and genetic care coordination

A Link Region 4 states with regional and national initiatives for
Improving the quality of newborn screening and genetic service
delivery
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Work Group

A Members for the Medical Home Education work group were
recruited in late 2007

e Members included: Region 4 Staff (Project Coordinator and Parent
Coordinator); 2 co-leads (one parent/professional and one
professional); 5 parents; 1 genetic counselor; 4 professional/public
health representatives and 1 pediatrician/primary care provide

e Members convened the workgroup in December 2007
 Developed workplan and primary goal:

“I' denti fy, review andmaedbktect e
educate Region 4 families and pr
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Parent partners

A 3 of our parent members are also professionals in the
CSHCN departments of their respective states

A Workgroup activities were a part of their full time
position duties, allowing them maximum participation
I Parents were offered an honorarium for their time
($20/hour)
I Co-leads were offered compensations for their time
and meeting planning ($150/call)
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Material review & process

A The Work Group identified and research existing
resources and materials designed to educate families

A A reviewing tool was developed (See Handout) to
guide decision making, and to have a comparable
format for all materials

A The Work Group reviewed
materials, using the reviewing tool
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Modifications

A Decision to use Afgude forWickidan fgnalies: t o
Special Care for Special Kidso

A Began to modify the guide to fit the goal of educating families
about care for their child with a genetic condition

I The concepts and recommendations apply to all families with a child with
special health care needs

A Addition of unique features
I Secti on on fnAnAdvocating for yolu
i nParteParent Tips!o and tool s
I Resources on Medical Home

A Utilized the AAP definition of a medical home
I Used component to format the guide
I Each component of the definition is a separate section of the

guide djmny
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Time & effort

A The Work Group met 17 times by phone

A Over 100 administrative hours to create,
edit and produce the guide

A Volunteers from the Work Group were
utilized to create a webcast for the rollout
of the Guide

A Webcast aired December 1, 2009 and
can be viewed at:;

http://learning.mihealth.org/mediasite/medicalhome
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Finalized guide

Work Group completed
modifications and revisions
In August 2009

Partnering with your Doctor
The Medical Home Approach

A guide for families of children with special health care needs

g Region4 gﬁiﬁ

Jow
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The guide Is designed to:

A Be a source of specialized information for parents to help
them care and advocate for their child

A Provide a detailed definition and description of the medical
home concept

A Lay the foundation for understanding and advocating for a
medical home

A Provide tools and examples for parents to use and learn
from while creating and maintaining a medical home with
their child’s doctor

A Bring attention to the importance of linking families of
children with special health care needs to a medical home B
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The guide Is designed to:

A Provide advice on how to effectively partner with
your <child’”s doctor

A Define family-centered care and demonstrate how
benefits families ”’

A Demonstrate how to seek culturally effective,
compassionate care

A Assist families through the transition process by
providing resources and tips

A Provide a list of resources and links to organizations
that support families and the medical home concept -
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Parent 0s p

| believe we have provided a

very family-friendly guide with

useful information and

~ resources that would help all

=1 families who have a child with
w= chronic health conditions

¥ better understand the concept

of Medical Home, Partnering

with your Doctor.
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Feedback from primary care providers

A 1 like it!

A Great advice about choosing a doctor and
working with the doctor .o W,

ARGetting the most outfB®d - p
section - great advice on preparing for visits &= (/< v

A Describes ways family members can take active role in
chil ddobs care

A Though the guide is written for families with children who
have a genetic condition, | believe it is also a useful tool to
educate members of the health care about the medical home
and how we can best serve all the children and youth in our
practices.
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Current distribution plans

A Guides are currently being distributed to each Region 4 state (IN, IL,
KY, MI, MN, OH, and WI) newborn screening follow-up program

A Many states have direct mailings with families who have received
their chil d’ s -uddirectly withshens and f

A Other states, such as Michigan, plan to distribute the guides to the
follow-up genetic clinics to get them into the hands of parents
through that route

A Guides are available for purchase ($10/guide)

A The guide is available for free download at:
www.region4genetics.org
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Distribution ideas
A Marketing the guide to:

I Family support and advocacy organizations
I Children’s hospital s a

I Parent trainings or advisory groups

A Other ideas?
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