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Presentation Outline



• Seattle Children’s Hospital

• PAVE: Partnerships for Action, Voices for Empowerment; Family to Family (F2F)

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

• University of Washington Center on Development and Disability (UW CHDD)

• Washington State Medical Home Partnerships Project for Children and Youth
with Special Health Care Needs (MHPP CYSHCN)

Washington State’s Children with Medical Complexity Collaborative Innovation and 
Improvement Network (CMC CoIIN):

4-year award from Boston University School of Social Work CMC CoIIN
Funded by Federal Health and Human Services



Gaps from families 
post discharge

• Who and where do I go with my questions?
• E.G. Families emailed us 10 Qs asking which specialty provider can answer this

• Reason for referral unknown; resource unfamiliar (internal and local)

• Families are overwhelmed with phone calls from different agencies
• E.G. Within Reach

• Limited coordination/warm-handoff of care for parents of newborns

• Assumptions are made on behalf of families





Birth to One: Intervention



Program Description
WA State Birth to One CMC CoIIN improved the 

hospital to home experience including:

• Roadmap containing care team In family’s primary language

• Guide to resources, care team contacts, and organized

• Triaging family needs (RN CM)

• Coordinating the coordinators

• Point of contact for ALL referrals

Navigation 

• Inform families of choices 

• Bridge communication across providers

Advocacy

• Encouraging parents to seek out peer support

• Building self-efficacy and empowerment 

• Direct to services and resources available

Building Skills

• Reason and value of referrals and services made

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

Education

“I don’t know what I don’t know- so it’s 
great to have one person I can contact 

that can see the whole picture to help me 
and my family navigate multiple systems 

of care for my newborn. I’m so 
appreciative of this one-way in.” 







Birth to One: Family to 
Family’s (F2F) Role

Family to Family Health Information Center at PAVE

• Parent Support Specialists

• Virtual Parent Support- Zoom meeting

• Multiple programs to support families needs

• Connections to community resources

“I appreciate the 
connection with 
you and your son, 
having the same 
diagnosis as PB. It 
is nice to talk to 
someone that has 
done this before”. 

Shawnda Hicks

PAVE Parent Support 
Specialist



Monthly check in with Parents: Calls, text, 
and emails

Birth To One Virtual Peer/Learning Group

Facebook Page "Family to Family Health and 
Information Center Group." Posted articles, 
resources, relevant events, postive
quotes/inspiration



Virtual 
Parent 
Support 
Group 
Topics:

Resiliency: Finding strength and 
celebrating your caregiving journey.

Expanding Social Supports. Sharing 
ideas and resources around building 

your village of social support; especially 
during this time of COVID-19.

Getting the most out of Telehealth.
Discussing the pro’s, barriers, and 

experiences on accessing telehealth for 
your child’s Early Intervention therapy, 

and other medical appointments.

Calling all Mothers, Father’s, and 
Caregivers of Birth to One. Welcome 
guest speakers Arlene Smith, founder 

of Seattle Parents of Preemies, and 
Louis Mendoza, director of Father’s 

Network.

Nutrition and Feeding with guest 
speaker Mari Mazon, MS, RDN, CD 

Nutritionist, Center for Development 
and Disability (CHDD), University of 
Washington. Bring to the table any 

questions or concerns you may have 
about your baby’s feeding

Holiday’s, Traditions, and Support

Returning to Work After Having a Baby Self-Care (is Self-Preservation!) Sibling Support



Birth to One: Outcomes



Birth to One: Measuring Our Impact
and Success
Process Measures: 100% of Birth to One Families:

• Received a comprehensive roadmap

• Parent support referral- PAVE

• Activated medical home- PCP

Declined
24%

No Contact
4%

Missing Referral
0%

Yes
71%

Not qualified
1%

BIRTH TO ONE: EI ACTIVATION

Declined
29%

No Contact
11%Missing 

Referral
10%

Yes
50%

Not qualified
0%

CONTROL GROUP: EI ACTIVATION



Program: System 
Level

Intervention that B 2 one participated/led in 
the system level



Birth to One: 
Lessons Learned-
Effective Strategies



Lessons Learned-Effective Strategies: 
Individual & Family

Flexibility & adaptation

Efficiency & equity

Parent lens- non-clinical approach

Cultural and resource broker

Warm-handoff to parent support

= higher resiliency for families

Our keys to 
success!



Sustained Impact: 
System-wide



Lessons Learned: University of Washington:
Infant Development Follow-up Clinic (IDFUC)

Issues identified by the Birth to One program:

• NDV versus IDFUC 
• Eligibility criteria
• Referral process 

Sustained Impact:

• Expanded eligibility criteria to assure all infants at risk receive timely 
developmental assessments, has defined streams of care with 
specialty providers and proactively review a list of possibly eligible 
infants with the NICU discharge RN that assure timely referral to IDFC 
upon discharge

• Hired a scheduling coordinator who understands marginilized families 
and other social barriers to attending IDFC and creatively works with 
families to assure appointments are completed

• IDFUC is expanding this referral model with other NICUs across WA 
State.

•



Mari Mazon-
Nutrition

• Highlighted need to "market" Nutrition Network 
& Feeding Teams

• Identification of partnership opportunities with 
Medical Homes and Family to Family

• Stronger partnership with Seattle Children's 
Nutrition Department and NICU discharge team

• Connection to other NICU to home care 
coordination projects

• Informed development of Hospital to Home 
Nutrition, Feeding, and Caregiver Mental Health 
Supports Training



Sustained Impact: 
Seattle Children's 
Hospital's new "Lay 
Lactation 
Consultants" for 
BIPOC mother's

Issues identified by the Birth to One 
program:

• Limited culturally informed lactation support

• NICU mothers of infants with feeding 
tubes/fragile infants struggling to manage 
breastfeeding upon discharge; particularly BIPOC 
mothers

Sustained Impact:

• Lactation Peer Counselor pilot

o Leverage the unique skills and experience of 
ICU mothers who have personally overcome 
lactation barriers to create an evidenced-
based Lactation Peer Counselor (LPC) 
program

o Increase the duration of provision of 
breastmilk in BIPOC mothers who have 
unique barriers

https://urldefense.com/v3/__https:/cmccoiin.box.com/s/p3788b3qc7lyk70gg0is9rnqkb8co2li__;!!NuzbfyPwt6ZyPHQ!45mr6-0Vk869_6P4H7DM0aSlBM8SpZAb13QRLOtFXNw3ctyUwYFCxZjLq2DV5dExp4viKXrqGNluoA$


Impact on Medical 
Home Partnerships 
Project

• Medical Home – family-centered, coordinated primary care – is 
developed from trusted relationships. Medical Home can be based in 
Primary care, specialty care or both but needs clear communication 
and roles about who is doing what.

• Challenge for medically fragile infants in the NICU and their families to 
go from hospital “bubble” to home community. Who is in charge of 
what and do they know my baby?

• Importance of clarifying roles and communication with warm handoffs 
for medical home, nutrition home, Early Supports (0-3), Parent support 
before leaving NICU



Sharing Products 
and Strategies

• Sharing products and strategies from Birth to One 
project on Medicalhome.org – WA Activities Tab

• https://medicalhome.org/stateinitiatives/birth-to-
one/

• Birth to One Project sample care plans and road 
maps and templates for others to use

• Information about similar projects as they happen

https://medicalhome.org/stateinitiatives/birth-to-one/


Sustained Impact: Packet 
of B-1 Resources upon 

discharge

Discharge Packets:

• Review resources with patient 
families prior to discharge

• Guide to Early Intervention, 
Nutrition questions overview, 
and parent support resources.

• Roll out in NICU, Surgical and 
Medical to follow.

packet

https://urldefense.com/v3/__https:/cmccoiin.box.com/s/yej66zqsobd2ljz1fixzkjc8dn0sfd41__;!!NuzbfyPwt6ZyPHQ!45mr6-0Vk869_6P4H7DM0aSlBM8SpZAb13QRLOtFXNw3ctyUwYFCxZjLq2DV5dExp4viKXqOu_Jhtg$


• An online shared care coordination 
tool for families/guardians and 
care teams
• Updated in real time

• Care team can update regardless of clinic, 
EHR, or location

• Information included:
• Patient Overview

• Emergency Care Plan

• Action Items

• Care Plan

• Appointments

• Care Team

• Community Resources

• About Me

Cloud Care

Sustained Impact:

https://www.seattlechildrens.org/research/centers-programs/child-health-behavior-and-development/labs/desai-lab/


"I have incorporated everything 
that lead to the success of Birth to 
One. How important it is to catch a 
family where they are and setting a 
journey in place. Starting from 
scratch, when families are first 
learning how to navigate. As a 
hospital we should be putting 
much more attention on and effort 
into that first transition from 
hospital to home. "

Arti Desai, MD



Sustained Impact: Direct 
Parent Support Referrals

Hard wired referrals will be made to PAVE 
for parent support

• Identfied by Care Coordination (SCH 
discharge planning team)

• Parent support specialists will 
contact families directly/triage to 
resources in community

• Specialists loop back to SCH for 
clinically relevant care coordination

• Launching in July!





How can you use the capacity 
of your role to more 
effectivelty stitch the fabric of 
the safety net for families you 
serve?

-Paula Holmes



Questions?


