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Climate of Family Support in lowa
before F2F lowa was created

From the 2006 National CYSHCN Survey, lowa families reported that:

*25% did not receive family-centered care;

*19% had financial problems due to their CYSHCN'’s condition;

*6% spent at least 11 hours per week providing or coordinating their child’s care;
*17% have had to cut back or stop working due to their child’s condition;

*35% did not feel they were partners in decision-making at all levels regarding their
child’s health care and were not satisfied with services received,;

*43% did not have a medical home in which their CYSHCN received ongoing,
coordinated, comprehensive care; and

*53% who have teens with special health care needs did not receive services necessary
for successful transition.

Families reported problems of inconsistent,
Inadequate, and non-evidence-based information.
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chsc Parent Consultants

Specialty Clinics

Growth of CHSC Parent Consultant Network by Program

Family 360 Navigators
Autism Spectrum Disorder
Maternal Child Health-Title V
Guide by Your Side
Community Circle of Care

Early ACCESS Service Coordinators .
Il & Handicapped Waiver
CHSC Clinical Services

Year Initiated or Maintained 1985 1990 2005 2009

Specialized PC Program
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*No unified family-directed statewide vision

*Multiple family support groups but lack of communication between the
groups, medical homes, and other providers

*No shared definition of “family support’/’care coordination”

*Variance in quality of family support from group to group and
geographic location

*Technology was not available for easy access to information

elowa had no significant data to show that

family support made a difference

sFamilies had no easy point of
entry into the world of family
support

Many families were not supported




Ann — Center for Disabilities and
Development
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Family to Family lowa is a

combination of the two federal
funding sources

Family to Family
WA

The network of supports and services
for lowans with special needs ; ‘r
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Family Support 360

Administration on Developmental Disabilities,
Administration for Children and Families, U.S. Dept of
Health and Human Services, Family Support-360 grant
number 90DN0260, awarded October 2009 for five
years.

«Support families in accessing services and supports through system
navigation as a part of developing a family-driven statewide system of care for
children in lowa.

*Assist families making informed choices (options available supports/services)
through direct family support and navigation.

*Enhance the competencies of staff working with families to provide system
navigation.

*Enhance a web-based resource to assure lowa’s network of family navigators
all have access to the same resources needed to help families make informed
choices.



Family to Family
Health Information Center

US Department of Health and Human Services, Health
Resources and Services Administration, Maternal and
Child Health Bureau, Division of Services for Children
with Special Health Care Needs, lowa Family to Family
Health Information Center, HRSA 1 H84 MC12899-01,
awarded June 2009 for three years.

*To develop a cohesive, coordinated, culturally competent statewide network of
family mentors/educators to serve families with CYSHCN.

*To assist families of CYSHCN in making informed choices about health care.

*To support development and replication of successful models of family/
professional partnership at all levels of decision-making.



Family to Family lowa Is a

combination of the two federal
funding sources

O

Family to Family

owAa

The network of supports and services
for lowans with special needs



Family to Family lowa Family
_ Governance Councll

ASK- Parent Training and Information Center

Autism Society of lowa

Brain Injury Association of lowa

Center for Disabilities and Development

CHADD of lowa

Child Health Specialty Clinics

Community Circle of Care

Disability Resource Library

Epilepsy Foundation North/Central Illinois lowa & Nebraska
Family Voices of lowa

Hands & Voices Guide By Your Side

Hawkeye Area Down Syndrome Association

lowa Department of Education Parent Educator Connection
lowa Department of Human Services

lowa Developmental Disabilities Council

lowa Federation of Families for Children’s Mental Health
lowa Foster and Adoptive Parents Association

lowa Braille and Sight Saving School

Magellan Consumer/Family Advocate

NAMI lowa

Prader-Willi Society

Project Literacy lowa




Deb — Parent Education
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Benefits of merging two projects

*\We hope to create a “one-stop shop” for families.
*\We can reach more families.

*\We are decreasing fragmentation through agency and families
networking.

*\We are providing the same core training across
the state for parents providing Family Support. S5

*We can share resources, such as training doIIars,' o
training manual, intake/assessment and the :
website.

*\We have more people “at the table” to share
more ideas.

Communication is improving among agencies
locally, statewide and nationally.

*\We are collecting impact data together, which is
more likely to show the value of Family Support.




lowa COMPASS - Disability Info and Referral
Partnering with Family to Family lowa

Disability Information & Referral
Home | Contact Us | About Us | Tutorials

People to Programs (P2).  Search for Services | Update your program information

Used Equipment (UERS) | Newsletters | Training Events | Assistive Technology
he back button in your browser does not work with this website_ Change text size/color

Your guide to disability information and services in lowa

lowa COMPASS offers:

Information and Referral

We provide information and referrals about disability-related programs and services. Available through our toll-free phone service, email and web
searches. The web searches can be accessed by clicking the web link "Search for Services" listed above.

Product Searches | |

We provide information about assistive technology that helps individuals with disabilities be more independent. Just tell us what you need and we will find
the product! Available through our toll-free phone service and email.

Assistive Technology Funding Searches

We provide information about potential funding sources for home modifications and assistive technology. Available through our toll-free phone service,
email and website searches. The web searches can be accessed by clicking the web link "Search for Services" listed above.

Used Equipment Referral Service (UERS)

T T e e



e
Katie - COMPASS
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Family Navigator Training Manual

Pre-requisites
*General
organization

*GGroup process

Core curriculum

«Confidentiality
*Relationship building
*Recovery and resiliency
«Conflict resolution
Empowerment strategies
*Education issues
«Special health care
«Cultural and linguistic
competencies
*Resources and referral
eDepartment of Human Services
(DHS)

«Juvenile Court

Supplemental

requirements

DHS OASIS

«Certification in Human
Subject Protection
*Guardianship and
conservatorship
Emergency preparedness
Mandatory reporting
sImpact data collection



I
Martha — Network Navigator
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Family to Family lowa Wik

A temporary place to connect and share resources
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Family to Family

1owA

News & Information
New Resources Available
New resources are now onling
within our Help for Parents
section.

Conference Reglstration
Register now for the fifth
annual conference. You can
Register right on our website
to get signed up. Registration
ends February 5th.

Need Help?

We can help. We've been
working to compile a
comprehensive glossary

Family to Family lowa Website

The network of supports and services for lowans with special needs.

Phone (855 275-4444

FIND SOURCES OF SUPPORT

FOR A CHILD WITH SPECIAL NEEDS

Sometimes simple advice or direction, mixed with
experience, makes a world of difference,

Click for Resources ©

Welcome Family to Family lowa
Family to Family lowa is a statewide network of h ide comp

p
and casual assistance to families of children with special health care needs (developmental,

of terms and
to help you understand
all the information, Your

I, physical) We can:

* Help families navigate the supports and services available for their child with special

Fax (641) 782-9519

“Famn‘y to Family
lowa has helped our
family grow and engage

lifi like never before.

Thank you so much for
navigator will also offer needs. e »
i nd guidat . ) . " helping us!’

experience and guidance * Help families navigate the supports and services for other members of the family. It's

on the way. Click here 1o nat just about the child with special health care needs! John 5.

R + Help families develop skills to advocate for themselves through trainings and more, Des Moines, IA
1D 2010 Family to Family lowa. All Rights Reserved. . . Child Health Specialty Clinies
The network of supports and services 100 Hawkins Deive  bowa City, LA 52242
for lowans with special needs. Phone (B55) 275-4444  Fax (641) 7829519

Linking the network together



.
More Marketing

Do you sometmes feel frustrated and all alone?

b

Are the worries of parenting a child with special needs overwhelming you!

Do you need help finding resources in your areal

Wiould you like to @lk to someone whe has walked in your shoes!

Contact for help.
The network of supports and services for lowans with spedal needs

o
| PR PE [TTHITa———————rET T s

0 of the mest meaningful soures of support is another parent o family member who has lved with a child with special needs.
Sometimes simply having someone to listen makes a world of difference,

No matter the disability or health concemn, Pamily to Family Towa can help by connecting you with other parents with similar experiences. Family to Family
So call toll free 866-219-9119. ext. 2 to getstarted! mﬂﬁ
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is a statewide neowork of Mavigators who 2
provide assistance to families of children with special needs (developmental,
behavioral, emotional, physical) at no cost to families.

Family to Family

Help families navigate the supports and services available for their child. Pasmily ko Parely b

Help families navigate the supports and services for other family members. ﬁﬁ"ﬂ!“ ﬁﬁ?m

It's not just about the child with spacial needs! T City, 14 S2242
Help families develop self-advocacy skills through trainings and more.

a : K Paren
Traiming and H:mmnfﬂw ‘l.l.l.nn Socicty of I owrat; Birmin Injary '-E wcmion of lows; The Conler for Disabilities and
]'hm:l:fmml.. Im Cenler for Excelience on Developmental Disabifities (ICEIND); CEATND of lows; Child Bealth Specialy
|_'L :l'hr Yeaiility Hessouarcr |dbeary; Eplepsy Foundasion NorthCaniral llnois lows B Nebraska;
Caicle: By ¥our Side; Hawloepe Area Down Smdrome dendation; lowa Bradle and
ool Su.l.m'id.: System fior Vision Services; lowa Depariment of Education Parent & Edecyior Conmmection;, lowa

www.familytoefamilylowa.org
Call toll free: 866-219-91 19, ext. 2; Fax: 319-356-371 5
e-mail address: Info@familytofamilylowa.org

WORKING TOGETHER TO IMPROVE MATERNAL AND CHILD HEALTH




Challenges . . .

*Training Navigators — 40-60 hours is a time and financial
burden for many, especially small agencies

*Keeping everyone informed/communication
*Assuring confidentiality across agencies
Involving representation from diverse groups
«Getting youth involved in
a meaningful way
Marketing
*Collecting data — no one
likes to collect data!
eSustainability?




Next steps -- assuring Family
Support after the grants end

Building Family Support
Into a System of Care for
CYSHCN

*Transfer to a nonprofit
organization

Linking with resources
funded by long-standing
agencies and programs
and medical homes
*Exploring reimbursement
options




Assuring a System of Care for lowa’s Children and
Youth with Special Health Care Needs

Systems
Building/
Infrastructure

Direct
Clinical Care

CHSC
System of
Care

Care

Coordination
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Contact information

Debra Waldron, MD, MPH
Barbara Khal, MA
Child Health Specialty Clinics

100 Hawkins Drive, Room 247 CDD
lowa City, lowa 52242-1011

Rachell Swanson-Holm
Project Director, FS360
rachell-swanson-holm@uiowa.edu
515-955-8326

Erica Zito
Project Director, F2F HIC
erica-zito@uiowa.edu
319-356-7741
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