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Washington State Birth to One Roadmap
Building a Strong Foundation for Children with Special Health Care Needs
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CSHCN. ESIT. SSI. P2P. PCP. DME. FRC. Alphabet soup, for the parent of an infant with
complex needs. Everyone wants to help, but the system is fragmented, leaving parents with
the burden of connecting the dots, remembering next steps, and communicating between
multiple agencies. WA State Birth to One CMC ColIN will improve quality and cost outcomes
for infants with complex needs by:

Parent to Parent

¢ Engaging with parents prior to discharge and assisting them in navigating
community resources once they are home

e Assuring infants are supported by a medical home, and their developmental and
nutritional needs are met

e Encouraging parents to seek out peer support

* Facilitating communication between providers and community agencies

* Improving the cohesiveness of the system of care supporting infants with complex
needs and their parents.

Seattle Children's
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WA CMC ColIN (“Birth to One”) is a collaboration of:

Seattle Children’s (Lead)

PAVE- Partnerships for Action Voices for Empowerment
(PAVE) Family to Family

WA Title V Children and Youth with Special Health Care
Needs (CYSHCN) program

UW Center on Development and Disability
WA State Medical Home Partnerships Project for CYSHCN

Intervention:

Single point of contact community care coordinator for up
to one year, partnered with a parent peer support
specialist, for infants discharged from the NICU.
Personalized roadmap with family description, all care and
service provider contacts and follow up

Activation of all referrals (specialty clinic, PHN, PCP, Early
intervention, nutrition)

Virtual parent peer learning community



Birth to One
Washington State Children with Medical Complexity Collaborative
Innovation and Improvement Network (CMC CollN)

What Is Birth to Ona?

Birth to One Is a colaborative of organizations that provide parent support, primary care medical home
and mutrition consultation, and kecal/state kevel support for children with special health care neasds
(CSHCM). This program was carefully designed for familles of newboms setting in at home arter being
discharged from the hospital We acknowiedge navigating multiple resources and seqrvices Tor your
child may be a complicabed procass. We are here to help.

who qualifies? What we will do for you

Families will recefve a written “roadmap” witth the current and future
Infants G-4 months sefvices their child is recelving incieding thedr contact mformation and
explanations of what each service provides, based on the chiid's geographic
ared. Here s how it works:

_ = When you enrodl, you will be contacted by a Community Resources
To Learn More: Care Coordinator who will get to know your child and famiby

= FOG-0A7-2754 office o willl be provided with a personalized “roadmap”™ based on the
= I06-47E-0EO0 Cpdl SErVICes your child 1s rece¥ing
= Gabrisla Chavarmiag We will connect you to other resources based on any needs you
saattiechildrens ong identiry
: we plan to check i with you pericdicaity to revisit and update your
perscnalized rozdmap

What we are asking of you
»  Permit us to talk with members of your child™s care team to assure that everyone s

communicating effectively and your role as a parent or caregiver is being valed. As we
document your child's roadmap jourmsey, vwe will reviesy with you what is working and what can
e Imiproved.
Respond bo specific questions about your chitd's current sernvices as well as any additional
resources you identimy throughout the process. This s to assure your child's care team s
mesting your needs.
Participate in a national survey that will measure gaps and improvements with a goal to haip
children and families ke yours in the future.

Acoepl our 25% per survey as a thank you for your time and participation.
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What Is a Medical Home?
The doctors and nurses who get to know your child and famity at well chitd checkups and wiho help
wou figure oult what to do when your chikd 15 sick. They will work with you bo plan your child's care,
bl you albout hegprul programs, and help you find the right specialists and equipment for your
chid. A medical home 1s not a building or place; It extends beyond the walls of your doctor’s office.
A medical home bullds partnerships with cinical specialists, your family, and community resources.

What Is Children with Special Health Care Meeds/Public Health Nursing?
Al chitdren (0-18yo) wiho are at risk for or have a health/ developmental condition, and the family
nesads help with accessing local resources, are eligibie for coordination of care, regardiess of
InCome. Services are usually provided by your kacal health department, and may be offered via
telephone or through limited home/'community visits. Varies by county.

What Is Birth to Threa?
sometimes known as B-3, El, DDA, or ESIT. Some children, due to conditions notioed at birth,
special needs, o developmental delays, may risk missing important lieaming and developmental
millestones. Earty intervention heips kesp these children on a path to making the most of abiities
and skills developed during the earty years. Famillies also play a critical roe in thedr child™s
devvelopment. Bl servioes support familles to help their child's healthy development and are
designed to enabde young children o be active, iIndependent and sucoessiul members in 3 variety
of settings—home, childcare, preschood, and ther communities. An El agency will usually call you,
get to know your child, and then seb up an evaluation that determinas what therapy servioes your
child qualiies for: speech and language pathology (SLPY, occupational theragy (0T, physical
therapy (PT) andsor feeding therapy. You may also be assigned to a Famaly Resources Coordinator
(FRC) In this agency that can help wou access iocal resources,

what Is Feeding/Nutrition Support?
sometimes called Nutrition Home. Children with special health care needs (CSHCON) are at

increased risk for nutrition-redated problems. About A0% of CSHCN have nutrition risk ractors that
could be helped by referral to a registered distitian (RO Preventive nubrition services, as well as
Intervention for entified problems, can heip assure a well-nourished child who is heaithy, can
participata in education and therapy programs, and is betber abde bo function in all actiities of daily
lire

What Is Parent Support?
Personal support from another parent, who has a child with similarty challenging or fragile needs,
can be helpiul In coping with challenging experiences. Parent to Parent (P2P) can connect you with
another parent of a chitd with the same or simillar diagnosis (woluntesr peer menbors).

what are Community Resources?
Agencies that provides wrap around services bo CSHCH and their famalies, helping to meet a
cartam need whether it be a referral for appication assistance, housing support, health education,
cuftural advocacy, transportation, financial andy/or food insecurity or any other basic neads.




Initial Family Assessment // .
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Fi Initial Family Contact

/ Assesement:

/ Bl How was your experience from hospital to home?
B Who supports you with taking care of your child?
Bl  What are your goals, next steps, need help with?

Referrals:
/ B  What services have reached out to you?
Early Intervention
/ Childrenwith Special Health Care Needs [CSHCN) Public Health Murse
/ Bl Whao is your child's home care company ?
Bl What ather refarrals were made while you were inpatient?

/ Maedical Home:

| Bl Whao is your child's Pediatrician,/clinic?
B Is there someone who is helping you coordinate appointments?
Do vou know how to access their after hours, my chart, etc.?

Specialty:

B What specialty outpatient appointments are scheduled or still need to be
scheduled?

\ Nutrition,Feeding Home:

B Who do you call when you have questions about your child's nutrition, feeding,
or diet?

Other Resources:
B WIC, Transportation brokers, Medicaid Care Managemeant, other basic needs?

Parent Support:

\- Bl  Hawe you been referred tofare you receiving support from any family support
\ organization including Facebook groups, Parents of Preemies, Father's Netwaork,
Family Voices, etc.?
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WA State Birth To One “Roadmap”
Estado de Washington Programa de Nacimiento Hasta Un Ao
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Personal Overview (Resumen del Paciente): r. es un bebé premature de 36 semanas con disfuncion
alimentaria, hemorragia intraventricular bilatzral (Hiv), encefalopatiz por hipoxia-izguemiz (EHI) v convulsiones. Ris an
infant boy Iving in Everett, snohomish County. Rosendo is a former 36-week preemie with feeding dysfunction, bilateral
intrawventricular hemorrhage (IWH), hypoxia-ischemia encephalopathy (HIE), and seizures.

Caregiver Contact (Contacto de Padres):

Lenguaje: Triqui Baja [primary), Spanish [secondary)
hadre

Teléfonao:

Email

Primary Care Provider /Medical Home (Hogar MedicofPediatra)

Clinica: Community Hezlth Center [CHC) of Snohomish County- Everett-South Clinic
Direccion: 1019 112th St. W, Everatt, WA 93204

Teléfono: (425) 551-6200

Pediatra: Dr. Yvonne Ma

Specialty Providers (Especialistas Medicas)

Seattle Children's Hospital: 206-987-2000, Interpreter: 366-583-1527
Patient Mavigator: Mica Murray 206-987-3131

WA State Birth To One “Roadmap”
Estado de Washington Programa de Nacimiento Hasta Un Afo

Meurclogy {Meurolagia) | Dr. Gensdetti 206-387-2016 | 3/13/20 2303
Ocoupationzl Therapy 1. Btevenot 206-387-2113 | 3/20/20 10:008
[terapia ccupacional)

Neurosurgery Dr. Lee 206-387-2016 | 5/12/20 2:30pm
[Meuraocirugia)

Roadmap/ Guia de Servicios de Fernanda

Resource Agency Contact Infio Motes
{Recurso) [agencial {Info de contacto) [Notas)
Inzurance Coordinator CHPW Murse Case Marlene Morris, RN
[Coordinadora de seguranza: CHPW)] | Manager Fh: {206) 731-7738

CSHCM PHM [Minos con Necesidades
Especiales Complejos, Enfermera
Fublica)

Snohomish County
Public Health [5alud
Fublica de el condada
Snohomish)

Sue Starr, PHN
4325-338-5244
sstarr@snohd.org

Birth to Three or Early Intervention
[Programa de Intervencidn
Temprana)

Child Strive Everett

Main: 425-245-8377

FRC: Family Resources
Coordinator (Coordinadeora
de Recursos Familiares)
Joelle Friesen 425-231-33409
joelle friesen@childstrive.org

Seattle Children's Home Care
[Equipo MEdico)

Seattle Children's
Home Care

425-482-4000

Parent Support (Apoyo & Padres

Arc of snohomish
County

Mely Cervantes

mely B arcsno.oE
ph: 425-258-2453 x114

Rosmeyri Ramero

Community ResOurces
(Recursos
Comunitarios)

Agency
{Agencia)

Contact Info
{Info de Contacto)

Clinic Name Provider [Proveedor) Telephone Future Appts

[Clinica Especialista) (Numero de | [Citas Programados)
Contacto)

Cphthalmology MORTH Dr. Ccarmel hMercado 425-783-6200 | 2/11/20 2:45pm

[oftalmaologia)

Dr. william Walker

lenna Szoka, LSW (Trabajadora
social); Jennifer stallings, RD
nutricicnista)

Neurcdevelopment
[Meurodesarrolla)

206-387-2210 | 2/1B/20 10:45am

Schedule seattle
children’s Hospital

hittps-//mychart seattlechildrens.org/mychart/Openscheduling

Pedir cita de Seattls
children’s Urgent Care

Urgent Care appt {Centro de Atencidn
Urgentz)

Hopelink Transporte E55-756-7433

Wi Silverlake Clinic: 1819 100th Fl 3E, Everstt, \Wa , 38203 [425) 316-8920
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Documentation Process

Philips Population Health Application

Birth to One Updates -

03-18-2019 01:19 PM

QOutreach performed for Communication Documentation on
03-18-2019 . The Phone Call Contact: PCP

QOutreach Comment: CC called PCP backline (425) 251-3224
for Renton Pediatrics Associates and spoke to someone who
said that having the fax/address/number for Renton or Kent
doesn't matter as any records faxed will end up in the pt's
chart. CC will relay this to morm at next POC.

delete

Gabriela Chavarria & Public
® 03-26-2012 11:11 AM

Outreach performed for Communication Documentation on
03-26-2019 . The Phone Call Contact: Community Agenc)i<
Qutreach Comment: CC called Children's Therapy Center'Kent
253.854.5660 and spoke to front desk who confirmed they've
outreached to fam;éy several times and have been
unsuccessful so referral will be cios'ma unless family calls
them. CC will let mom know at next POC.

delete

Early Intervention Referral | Yes/No ¥ |View |Birth to One Roadmap Activation

Early Intervention ; | Yes/No ¥ |View |Birth to One Roadmap Activation

Early Intervention Intake é | Yes/No ¥ |View |Birth to One Roadmap Activation

Early Intervention Detail | Free Text A | Birth to One Roadmap Activation
ALERTS

Birth to One Virtual Parent Support - Yes
Birth to One: Enrolled

INITIATIVES

Birth to One Program

ASSESSMENTS

Birth to One Parent Stipend

Birth to One Roadmap Activation
Birth to One WA ColIN survey
Virtual Parent Support Interest

CARE PLAN

Goal: Hospital to Home
Supports Problem: Birth to One Roadmap Progress (CCP: Birth to One Roadmap )
Goal: CSHCN/PHN
Supports Problem: Birth to One Roadmap Progress (CCP: Birth to One Roadmap )
Goal: PCP/Medical Home

2019-03-19
2019-03-19
20190128
2019-04-08

100 % Completed

100 % Completed



Birth to One Enrollees

Enrolliment (Ever Enrolled)

FY 2019 FY 2020
Q2 Q3 Q4 Q1 02 Q3
“New Enrollees | 3] 5 5 B 6 7 5] LS 7 5] 5 4 I 5
Running Total | 3| 8 13 19 | 25 32 37| 41 43 48| 54 58 79 | 84 |
Payor Mix County Language
Commercial  AETNA 5% | UrbanRural  County Language
KAISER GROUP HEALA} 2% Grand Total 34| Arabic 2
PREMERA 5% RURAL Total 21 English ‘ 67
REGENCE 4% BENTON 1] Oromo 2
TRICARE 2% CHELAN 2 Spanish | 13
UNIFORM MEDICAL P ‘ 1% CLALLUM 1 - ]
UNIFORM SVCS FAMI..| 1% FRANKLIN 1 Age of Enrollees Length of Time in Intervention
UNITED HEALTHCARE 4% GRAYS HARBOR 4 Age (Months) 0 months [ 4|
- Total ' 24% | KITTITAS 1 | “9|  1month 21
Commgrqial AETNA ‘ 2% MASON 1 3mo 4 2 months 3
w/Medicaid
CIGNA 1% SKAGIT 3 4 mo 6 3 months 7
FIRST CHOICE ‘ 1% WALLA WALLA 1 5mo 7 4 months 4
KAISER GROUP HEAL | 1% YAKIMA 6 S 4 5months 2
PREMERA ‘ 5% URBAN Total 8| Fime 5|  6&months 4
REGENCE 4% KING 3%  8mo 7| 7 months B
UNITED HEALTHCARE | 2% KITSAP 1 Gian 4| 8months 3
. Tota | 17% PIERCE 6 10 mo 3 9 months 6
Medicaid MCO AMERIGROUP | 7% SNOHOMISH 13 o 3 10 months 4
CHPW HO 13% THURSTON 12 mo 1 11 months 1
COORDINATED CARE \ 10% WHATCOM 4 13 mio 3 12 months 2
MEDICAID 1% : 14 mo 10 13 months 2
MOLINA HO - o 1 "
UNITED HEALTHCAR.. 7% ‘
Total ‘ 60% Enroliment Status
Grand Total | 100% | Active .‘ 67 |
Graduated

Seattle Chilc
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WA CMC ColIN Birth to One: First 90 Days after NICU Discharge System Improvement Opportunities

ﬂtient Challenges: Services vary by scope
and duration across the state; terminology is

scary; role of health department is unclear;

System Opportunity: DOH CSHCN funds or
works in partnership with the funders of
programs and resources to support these
families. What strategies can they putin
place to encourage collaboration, reduce
redundancies, address gaps and improve

Hospital
to Home

.

Patient Challenges: Discharged with a long \

list of to-dos and no clear prieritization;
community referrals made for vague reasons
without clear follow up ownership;

System Opportunity: Streamline community
referral process including determining
ownership; assure all members of care team
are aware of each other; parent-centric 90
day plan of care that clarifies what and why

warm handoffs between agencies and health
Ee svstem. /

\_ o

infants; referral made in hospital, but

\why" section and level of urgency.

provider follow up is PCP; El agencies have
limited “attempts” to reach family and quick
to move on; unclear reason for El referral

/I’atient Challenges: Unclear benefit of El for \

System Opportunity: Single form used for all
providers and El agencies with forced “reason

*

Birth to Three

Patient Challenges: No outward-facing list of
PCPs who co-manage CMC patients well;
difficult to understand roles and
responsibilities between PCP and specialty
providers, parent having to coordinate
between all parties; who to call when and for
what after hours

System Opportunity: Engage PCP with centric
role from beginning; clear clinical escalation
plan; PCP has clear after hours process.

Parent Peer Support

support for first few months. Scary to engage
with families of older CMC children. Networks
often diagnosis based, which is difficult for
not yet fully diagnosed infants.

System Opportunity: Leverage virtual parent
support platform. Maximize Parents of

/Patient Challenges: Hard to think about peel\
ﬂatient Challenges: Difficult to engage with \

(reemies group opportunities. /

\resources. j

Patient Challenges: No clear nutrition point
of contact post discharge. #1 concern of
most parents. Infants with NG tubes are
particularly vulnerable to ownership hot
potato.

System Opportunity: Determine community
nutrition home prior discharge. Have clear
nutrition plan of care shared with family, PCP
and specialist. Establish post discharge
nutrition follow up call/visit for every NICU
discharge.

Community Resources

community services when housing/home
address is not locked down; difficult to
navigate public services with private
insurance; out of pocket expense an issue
from the start.

System Opportunity: Focus on stable housing.
Send out packet at 4-6 months with




