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CYSHCN Communication Network Purpose:
Provide for exchange of information among those programs and entities that serve children with special health care
needs and their families and facilitate an opportunity to learn more about statewide policies, programs and issues
critical to this unique population.
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Aftendees

Due to continued social distancing requirements enacted by Governor Inslee, Communication Network will be
conducted entirely in an online format.

Alice Torres Nieto, TPCHD

Alice Low

Amanda Sloan

Angelica Esquivel
Arzu Hetzel, WAA

Autumn Wade, DSHS
Becky Van Pelt, RD, Benton Fraklin Health District

Bonnie Peterson

Cassie M, United Health Care

Charla Morrow, Wellpoint

Chelsea Krouse

Cindy, Coordinated Care

Claire Woodsley, WA DOH

D’Andrea, Peds RN Case Manager

Dawn Siler-WLP

Dennis Trudeau, DDCS

Derek Steele, Wellpoint

Elizabeth Custis, RN, Mason County Public Health

Elizabeth Stringer, CYSHCN Coordinator, Garfield
County Public Health
Emily Matinez, CYSHCN TPCHD

Gabriela Guel, DSHS DDCS
Gabriella Connell, SCCH RN

Heidi Suarez, Coordinated Care

Iris Dunaway, ESIT
Janet Vaupel, CYSHCN Coordinator, Walla Walla County

Janey Wyatt, Kitsap County
Jennifer Hieb, FWB

Jeremy Goldsmith, WSFN
Jess Nelson, Skagit County

Jill Bingham, Klickitat County Health Department
Jill McCorminck, PAVE
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Jolene Erickson, Lincoln County Health Department

Kaelyn Carlson
Kara Powell, RN NFP, Thurston County Public Health

Karla Suarez

Kate Orville, Medical Home Partnerships for CYSHCN, 206-685- orville@uw.edu
UW Center on Human Development and Disability 1279
Keera Ricket, DSHS, HCLA/HCS

Kathryn Defilippo

Kelly Anderson

Khim Schoenacker, DOH CYSHCN Nutrition Consultant 360-236- Khimberly.Schoenacker@doh.wa.gov
3573

Kristen Rezabek

Kristin Lester, RN, Spokane Regional Health District klester@srhd.org

Laurie Hersey, Asotin County Health District
Lianne Caster, LEND

Linda Ramirez, Communication and Early Childhood
Specialist, DOH
Lisa Santance, Encompass

Maddie Jensen, Columbia Co. Public Health

Mady Head, DOH Genetics Program
Mae Lucey, WA DOH
Mari O Mazon

Maria Vargas, Grant County Health District

Mary Jo Schatz, Tacoma-Pierce County Health 360-728- mindi.outhwaite@kitsappublichealth.org
Department 2235
Megan Monson, Tacoma Pierce County

Michelle Barbeau, FWB/HCS

Monica Burke, DOH CYSHCN Director 360-236- monica.burke@doh.wa.gov
3504

Natalie Tood, NETCHD

Nikki Dyer, CYSHCN Family Engagement Specialist,
DOH
Nini Shridhar, Genetics Program, WA DOH

Rebecca Johnson, Adams County Health Department

Sarah Bunney

Shawnda Hicks

Shelly Bogart, Developmental Disabilities

Shelly Kassens, DSHS, FWB

Stacy Brown, CTC

Stefani Joesten, CYSHCN Coordinator, Grays Harbor
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Stephanie White, NETCHD
Suzie Tallar, Coordinated Care

Tara Pettersson

Vanessa McCollum, Benton-Franklin Health District
Whitney Wheelock, Kittitas County Public Health

Yvette Fierce

Kate Orville

Jeremy Goldsmith
CYSHCN DOH Team
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Children and Youth with Special Health Care Needs (CYSHCN) Program Update

www.doh.wa.gov/YouandYourFamily/InfantsChildrenandTeens/HealthandSafety/ChildrenwithSpecialHealthCareNeeds.aspx

Child Health Intake Form (CHIF) Database
No updates at this time.

For more information, contact Amanda Simon at Amanda.Simon@doh.wa.gov

Washington Statewide Leadership Initiative (WSLI) and DOH Family Engagement
Sign up for the Washington Statewide Leadership Initiative (WSLI) newsletter

New CYSHCN Family Advisory Council Report

For more WSLI or DOH Family Engagement information, contact Nikki Dyer at 360-236-3536 or
nikki.dyer@doh.wa.gov.

CYSHCN Program Nutrition Updates

For more information, please contact Khimberly Schoenacker at 360-236-3573 or
khimberly.schoenacker@doh.wa.gov.

CYSHCN Communication and Early Childhood
Quarterly GovDelivery CYSHCN Communication Network newsletter! Sign up here: Washington State Department of
Health (govdelivery.com)

New CYSHCN Social Media Emergency Preparedness Toolkit, please email Linda at Linda.Ramirez@doh.wa.gov

For more information, contact Linda Ramirez at Linda.Ramirez@doh.wa.gov
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Guest Presentations

Family Voice and Pediatric Migraine Disease
Erica Parsons

Kids Have Migraine Too: Understanding the systemic Implications of Pediatric Migraine Disease

Information about Erica Parsons: Erica lives with migraine disease among with other things. One of
the things for Erica is that she has apraxia, so sometimes my words do not come out right.

My Migraine Story: Erica remembers this as if it was yesterday. She was sitting at the pew at church
with her mom. It was just another Sunday, but suddenly my right thumb started to feel numb and
then the rest of my fingers, and | started to panic a little bit as the numbness slowly went up her
arm. The nausea and light sensitivity hit next. Doctors called it complex migraine at the time, but
now we know what it was. It was hemiplegic migraine attack. The migraines became more frequent
and severe as Erica got older and was completely disable by them.

Sage’s Migraine Story: Erica’s child. They experienced their first migraine attack with head pain,
though they had been experiencing abdominal issues for years before that. By third grade their
migraine disease was chronic. This cause them to not attend school in person. Erica joined a
support group for parents with children with migraines. This lead to advocacy for Sage and their
education.

Migraine School is the foundational initiative of the Danielle Byron Henry Migraine Foundation.
Migraine at School envisions a world where children understand and are able to treat their migraine
and headache disease and are able to get the education they deserve. Migraine at School takes the
lead in making this happen through migraine and headache screening and education curriculum for
schools and resources for students, parents, and educators.

What is Migraine? We use the singular when we talk about migraine because it’s a disease. Migraine
is abnormal brain activity that disrupts nerves, chemicals, and blood flow. Ranked by the WHO as
the world’s second most disabling condition

Migraine is a complex, multisystemic neurogenetic disease, so if one parent had migraine, there's a
50% chance their child will also have migraine disease. If both parents have migraine, there’'s a 75%
chance that their child will also have migraine. But migraine doesn’t wait till adulthood to show up.
Kids have migraine too.

Approximately 312,00 children are currently living with migraine in Washington State.

What is pediatric migraine? It’s not a simple question to answer as pediatric migraine shows up
differently for different people and it can show up in different ways, especially for kids. Typically,
pediatric migraine attacks last two to 72 hours. They feature pulsating or pounding pain. It typically
felt in the front but it can be on one side or both sides of the head. Migraine looks different for
every child and so do their needs.

Migraine is a disease! It’s not a sign of weakness. These students are not being overdramatic
they're not trying to get attention. Children are often dismissed when they speak up on their pain,
especially when they look fine on the outside. Ignoring or downplaying their symptoms can delay
treatment, increase stigma, contribute to mental health struggles. By validating their experience,
you can help students feel safe enough to speak up. That is the first step to real support.
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Washington Thriving Strategic Plan

Hanna Traphagan, Health Care Authority (HCA)

What is Washington Thriving?

A comprehensive statewide behavioral health strategic plan for prenatal through age 25 and
their families and caregivers.

This plan was co-developed with lived and living experience voices through the Children and
Youth Behavioral Health Work Group (CYBHWG ) and the Washington Thriving Advisory Group
the Washington Thriving Advisory Group, which was established under the CYBHWG with the
goal of addressing the ongoing statewide crisis in behavioral health among children, youth,

young adults and their parents and caregivers.

Aims to affect transformational change across the system by:

* Qutlining a vision for how this array of supports and services can be accessed in or
through a range of settings including clinics, schools, and community settings

Providing an actionable roadmap to ensure equitable access at every stage of development to high-
quality, developmentally-appropriate and culturally-attuned supports and services

Strategic Plan:

The Washington Thriving Strategic Plan has been submitted to the legislature and can be
accessed online

Alongside the plan is a companion website that allows individuals to click through and learn
about the Plan in a different way

Strategic Plan Overview

Passage of 2SHB 2429

Establishes Washington Thriving Strategic Plan as a state initiative

Extends the CYBHWG from 2029 to 2031 and requires the CYBHWG to use the Washington
Thriving Strategic Plan to guide its priorities and efforts

Increases representation of federally recognized Indian tribes on the CYBHWG from one to
two seats

Requires the Office of the Governor to establish and maintain executive coordination for the
children and youth system of care.

Establishes a children and youth behavioral health leadership council which should include:
State agency representatives from across the behavioral health system, 2 representatives of
federally recognized Indian tribes, one CYBHWG member, and individuals with lived
experience. The leadership council shall:

e Report to governor on state practices and recommendations for changes aligned
with Strategic Plan

e Provide easily accessible and publicly available updates regarding actions,
decisions, and recommendations

Back to top WASHINGTON STATE DEPARTMENT OF HEALTH
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Notify the governor when it believes that the executive coordination officer for the children and
youth system of care has accomplished the goals of the position and is no longer needed

Hospital-to-Home Systems Change
Sara Circelli, MA, IMH-E, PMH-C; Tiffany Elliott, MS, CCC-SLP, CNT, IBCLC, NTMTC
Terms & Language
NICU — Neonatal Intensive Care Unit
ESIT — Early Support for Infants and Toddlers (Name for Part C of IDEA services in Washington State)
Perinatal — Refers to the time from conception to a year postpartum
PMADs — Perinatal Mood and Anxiety Disorders

Use “caregiver” and “parent” interchangeable to honor non-biological relationships, caregiving roles
take many forms.

Acknowledge not all birthing individuals identify as women or mothers

Persons-first or Diagnosis-first: NICU families vs Families with a NICU experience; Preterm infant vs
Infant born preterm

Hospital-to-Home Background
Introduction: Around 10% of births in U.S. result in admission to Neonatal Intensive Care Unit (NICU)
Access to NICU care and the level of care varies widely based on where people live.

A Perinatal Mood and Anxiety Disorder (PMAD) is the most common complication of birthing people.
Risk increased with a NICU stay, rising higher with longer stays. PMADs create obstacles for bonding
and attachment. Delayed attachments increase PMAD likelihood, resulting in negative implications
for babies and families.

Health Outcome Disparities:
- Maternal health deserts
- Socioeconomic health gap
- Preterm birth disparities, related to race
- Inequitable care post-discharge
- Lack of culturally responsive support
- Maternal mortality gaps
AAP Recommendations: “Successful” NICU Transition

- Begin discharge planning early; involve family; provide clear, multilingual education using
'teach-back'

- Early Intervention/home-based/community-based therapy

- Lit & Campbell, 2023

NICU Transition

WASHINGTON STATE DEPARTMENT OF HEALTH Back to top
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Protecting Infant Health: Closing Early Intervention (El) Service Gaps-New America Report Key
findings

e Early Intervention (El) improves developmental outcomes & builds parental confidence.
e Only 53% referred actually enroll.
* Only 1% of infants and 8% of children under age 3 are served nationally.

Clinical Care ALONE is not enough Post-NICU: Must also consider

e Concrete needs, Child care barriers, Community & social supports, Safety & legal
concerns, Financial strain

* When social determinants of health go unaddressed, the service cliff persists.
Infant Feeding + Parental Wellbeing Linked
Perinatal mental health impacts:

* Attachment,

e Development

* Ability to implement feeding strategies (Park et al., 2016; Parker et al., 2016).
Infant’s Cues

» Parents may struggle to read, respond and respect Infant’s consistency and clarity
Developmental Task of infancy
Trust vs. Mistrust
Hospital-to-Home

Developed by Northwest Center: Framework for providing care to families that integrates perinatal
mental health-attuned support with infant feeding and developmental services, such as Early
Intervention and other community supports.

Components: Created and evolved by early intervention team at Northwest Center over 10+ years!
H2H Systems change team shares, advocated trains on this care approach statewide and nationally.
Rapid & Timely Services Post Discharge

The Power of Early Coordinated Support: Parental emotional wellbeing unaddressed. Missed
opportunity for supporting infant feeding and motor

Opportunities to: Address feeding concerns early. Support motor development. Emotional well-being
care integrated. Provide infant mental health services.

Integrated Services & Streamlined Contact for Families
CONNECT OVERLAPPING SERVICES

* Integration of multiple providers

* Connection between providers

» Seamless system rather than fragmented services

Back to top WASHINGTON STATE DEPARTMENT OF HEALTH
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COMMUNICATION MATTERS
* Trauma-informed
* How many times are we asking families tell their story?
e Staffing and communication to minimize family burden
NICU to Home
- Medical team utilizes medical model and often a deficit-based lens

- After the NICU, families are often moving between receiving care in the medical setting and
home/community-based supports

- Home/community-based supports tend to apply a strengths-based family centered framework
Perinatal Mental Health Attuned Care
Universal Screening for Resources - Family Needs Assessment

Help Me Grow Washingon

1-800-322-2588
for Families, Community, Providers

Free navigation services to connect to health, nutrition, basic needs, development and more
resources/supports

Concrete goods

Childcare

Community events

Safety and legal concerns

Financal Support
* Families may reduce services due to cost concerns
* Learn your agency’s scholarship or financial assistance programs
e 30-day hospital stay may qualify child for Medicaid

* Medicaid Long-Term Care (KO1): Covers medical costs for hospital stays over 30 days,
regardless of income or birth weight

* Apply within 60 days of discharge
Hospital-to-Home Systems Change
Hospital: Educate on resources
Support referrals from NICUs to home- and community-based supports
Home: Build workforce capacity through:
e Trainings

e Communities of practice

WASHINGTO'\J QIAIC UCr ARIIVICINT U FICALIM DUCK 1V 1O
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» Technical assistance
Advocacy: Presentations to share about the hospital-to-home transition
Convene stakeholders and advocate for systems-level change
Hospital-to-Home Systems Change Team

* Perinatal mental health foundation

* Three pillars of work

o Hospital, Home, and Advocacy

* Train, support, advocate for systems level improvement for infants and families during
& following NICU discharge

* Co-design: Identifying pain points & improving these areas with systems level
solutions.

* Housed at Northwest Center
* Team
o Sara Circelli, MA, IMH-E, PMH-C (1.0 FTE)
o Tiffany Elliott MS CCC-SLP, CNT, IBCLC, NTMTC (part-time 0.5)
o Both with perinatal lived experience
o Georgetown Innovation Hub Fellow Alumni
Approach to TA
* Build a cross-sector team of stakeholders
* Establish a Memorandum of Understanding (MOU)
e Build Provider Confidence and Competence
e Trainings
e Communities of practice
e Understand current practices, gaps and needs
* Integrate voices of lived experiences
e Consider technology solutions
e Continuous quality improvement
* Pilot, reflect, and modify
Our Training Reach
Since 2021, we have trained over 600 providers across systems, impacting over 5,000 families.

87% of counties in Washington state have received our training or technical assistance.

Back to top WASHINGTON STATE DEPARTMENT OF HEALTH
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We’ve trained providers in 9 states (Alaska, Arizona, California, Florida, Ohio, Oregon, New Mexico,
Nevada, and Texas) and 4 countries (India, Kenya, Zambia, and Tanzania).

Lessons Learned:
1. Progress happens in /inchstones.

2. Change can emerge from the “front lines” and that may be the best way to disrupt
inequities.

3. Co-development with those with lived experience is essential.
4. Small practice shifts can create a big impact.

5. Layers of connnection — parallel process.

Roots 2 Wings

Transition Changes Everything

Families don't lose support overnight.

They lose the coordinated structure that once connected it.
Childhood:

Supports and services are primarily accessed through:
oSchool
oHealthcare

oCommunity Programs
Coordinated support network
Adulthood

Supports now exist across multiple independent systems:
oEmployment

oPostsecondary Education

oHealthcare

oGovernment Benefits

oHousing

o Transportation

oCommunity Programs
Multiple independent systems
This Is Where Roots2Wings Comes In

Supporting our community as they move from understanding...to connection...to action.

WASHINGTON STATE DEPARTMENT OF HEALTH Back to top
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EDUCATE - Knowledge changes everything.

Understanding how systems work builds confidence to ask thoughtful questions, make informed
decisions based on information rather than emotion, recognize opportunities, and advocate
effectively.

CONNECT - Collaboration creates stronger outcomes

Meaningful connections foster collaboration, strengthen communities, expand opportunities, and
break down isolation—not just social isolation, but the isolation of ideas, perspectives, expertise,
and problem solving

ACTIVATE - Action builds momentum.

Small, informed actions build the confidence to make bigger life decisions.
GET. STUFF. DONE.

The Roots2Wings Community

An interdisciplinary community built around the whole person

Gathered from counties and shared on a quarterly basis.

Grays Harbor County Public Health
Stefani Joesten, CYSHCN Coordinator

Grant County Health District
Janette Garza, CYSHCN Coordinator

Island County Public Health
Megan Works, CYSHCN Coordinator

Jefferson County Public Health
Cynde Marx, CYSHCN Coordinator

Pacific County Children and Youth with Special Health Care Needs

Back to top WASHINGTON STATE DEPARTMENT OF HEALTH
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San Juan County
Kristen Rezabek, MS, RDN, CD, CDE

Spokane Regional Health District
Kristen Lester, CYSHCN Coordinator

Yakima County- Children’s Village
Tracie Hoppis

Nevurodevelopmental Center (NDC) Updates

Peace Health Children’s Therapy - Whatcom County
Kris Gaggero Clinic Manager

Children’s Therapy Skagit Valley Hospital
Erin Kaui Lead Therapist

www.skagitvalleyhospital.org

Children’s Therapy Valley Medical Center
Kari Tanta, Rehab Manager

www.valleymed.org

Kindering
Kathy Fortner Director of Operations

www.kindering.org

HOLLY RIDGE

Children’s Therapy Center
Karen Smith Steadman Early Intervention Program Director and Jodi Van Vieet Center (3-18) Program
Director

Health Plan Updates
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Amerigroup-Washington
Jackie Matter

www.amerigroupcorp.com

[ Coverage Area Includes: All Counties except Adams, Chelan, Clallam, Clark, Cowlitz, Douglas, Ferry, Grant, Kittitas,
Lincoln, Okanogan, Skamania, and Wahkiakum ]

No updates at this time.

Community Health Plan of Washington (CHPW)
www.chpw.org

[ Coverage Area Includes All Counties except Clallam, Columbia, Garfield, Jefferson, Klickitat, Lincoln, Mason,
Skamania, and Whitman ]

No updates at this time.

Coordinated Care
Sherry Bennatts and Azka Bashir

www.coordinatedcarehealth.com

Molina Healthcare of Washington
Mary Blakeman and Margaret Whaley

www.molinahealthcare.com

No updates at this time.

UnitedHealthcare
Cindy Spain and Mandy Herreid

www.uhc.com

[ Coverage Area Incudes: All Counties except Clallam, Cowlitz, Garfield, Pend Oreille, San Juan, Skagit, and
Whatcom ]

No updates at this time.
Partner Updates

Washington State Parent to Parent Network
Tracie Hoppis

Washington State Medical Home Partnerships Project for CYSHCN
Kate Orville

www.medicalhome.org
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University of Washington CSHCN Nutrition Project at CHDD

Mari Mazon, MS, RDN, CD and Sarah Harsh, MS, RDN, CD

University of Washington - Center on Human Development and Disability (CHDD)

Nutrition Training Contract http://depts.washington.edu/cshcnnut/

Mari Mazon, MS, RDN, CD and Sarah Harsh, MS, RDN, CD

Washington State Fathers Network (WSFN)
Louis Mendoza

www.fathersnetwork.org

Family to Family Health Information Center (F2FHIC)
Jill McCormick

www.familyvoicesofwashington.com

No updates at this time.

Open Doors for Multicultural Families
Hodan Mohamad

www.multiculturalfamilies.org

No updates at this time.

Washington Autism Alliance & Advocacy (WAAA)
Arzu Forough

www.washingtonautismadvocacy.org

No updates at this time.

Office of Superintendent of Public Instruction (OSPI)
Nicole Klein, Health Services Program Supervisor

www.k12.wa.us/HealthServices/default.aspx

Seattle Children’s Hospital

www.seattlechildrens.org

No updates at this time.
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Lifespan Respite Washington (LRW)
Linda Porter

www.lifespanrespitewa.org

No updates at this time.

WithinReach
Chris Gray

www.withinreachwa.org

No updates at this time.
State Updates

Department of Children, Youth, and Families
Early Support for Infants and Toddlers (DCYF-ESIT)
Lori Holbrook

www.dcyf.wa.gov/esit

DSHS, Developmental Disabilities Administration (DDA), Waiver Unit

No updates at this time.

DSHS / DDA, Medically Intensive Children’s Program

DSHS, Fostering Well-Being Care Coordination Unit (FWB CCU)
Autumn Wade and Amanda McCleskey

DSHS / ALTSA, Kinship Care and Lifespan Respite

www.dshs.wa.gov/Kkinshipcare

No updates at this time.

DOH Screening and Genetics Unit
Nini Shridhar

www.doh.wa.gov/YouandYourFamily/InfantsChildrenandTeens/HealthandSafety/GeneticServices.aspx

No updates at this time.
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Health Care Authority
No updates at this time.

Aftachments

e Agenda (PDF) (wa.gov)
o Meeting presentation slides (PDF) (wa.gov)

e Meeting recording (youtu.be)

Next Meeting
October 8th, 2026
Virtual Meeting
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