
How to Support Cohesion 
Between Family Based 
Organizations and EHDI



Participants will:

List three defining areas that contribute to the 
success of FBO and EHDI program collaboration in 
Oregon.
Describe ways in which both entities and families 

benefit from the collaboration.
Summarize opportunities to develop and/or 

enhance a strong parent-serving organization and 
EHDI partnership in your state.



Oregon EHDI 
• Oregon Health Authority > Public Health 

Division > Maternal and Child Health > 
EHDI

• Approximately 3.0 FTE
• EHDI legislation
• Home grown data collection system in 

Claris / FileMaker Pro
• In house informatics/data system 

development expertise
• Regular and extensive data analysis
• Experience working with family serving 

and CYSHN entities

Oregon Guide By Your Side
• GBYS Program led the creation of Chapter
• Board: D/HH adults, educators, parents
• Funding sources / resources: EHDI HRSA 

funds and donations, no other grants 
currently

• Regional guides – matched to EI D/HH 
specialized service regions (Regional 
Inclusive Services)

• Birth to 21, community-building events, 
relationships (Family Camp)

• Frequent parent guide team meetings, 
annual in-person meetings, autonomy

Our Elemental Qualities





• Have a contract, updated annually
• Quarterly Advisory Committee meetings w/ GBYS updates
• Annual GBYS training – standing EHDI invitation
• Direct and opt out referrals 
• Data access and information sharing
• EHDI-created reports for QA and monitoring, HSFS reporting
• Emails for family support coordination
• Limited additional reporting required
• Special projects: FEHDI, D/HH adult to family support workgroup, etc.

The Nuts and Bolts of How We Work in Oregon



Organizational 
and Interpersonal 
Relationships
• History

• Shared vision 

• Commitment

• Autonomy

• Close collaboration



Details of 
Contract 
Statement 
of Work

• Family contact expectations
• Participate as member of Advisory Committee
• Collaborate to increase family participation
• Leadership training for parents
• Consult on family and provider communications
• Events and trainings for families
• Reciprocal invitations
• Ensure all parent guides have required training, 

background check, confidentiality agreement, etc. 



Direct 
referrals for 
family 
support

• Referral module created in EHDI Information 
System 

• Audiologists prompted to refer (not required to 
refer, though!)

• Monitoring task at 45 days after identification if 
no referral to GBYS for reconsideration

• Referrals are sent with no PHI, only code used to 
securely access the child’s specific record

• Parent and health care provider(s) receive letter 
from EHDI with info about GBYS

• Legal opinion about referring and sharing 
information



Access to the 
EHDI 
Information 
System

• Supports seamless tracking and communication
• Possible b/c of role-based access to specific 

cases and fields (minimum data necessary)
• Supported by requirements of parent mentors:

• Annual trainings –
• Privacy and Security
• Mandatory Reporter 

• Background check required
• Confidentiality waiver signed
• Training and on-demand assistance

• Legal opinion about minimum data necessary
• Reduces additional reporting burden on GBYS 



Benefits for 
EHDI

• Personal and community level connections and support 
for families

• Grounds EHDI program in the family experience
• Ongoing learning about family experience of EHDI 

system
• Walk our talk: act on our values by investing in 

community partner and family service
• Case finding for late identified D/HH
• Reinforce messages about importance of early 

intervention



Benefits for 
GBYS

• Majority of infants identified are referred to GBYS
• Access to minimum data necessary for outreach
• Provides data system for documenting guide 

outreach and engagement with families
• Technical assistance and tailored data system 

development and modifications
• On-demand reports to guide “next steps” for 

families, active caseload, FEHDI, etc.
• Opportunity to coordinate with EHDI team



What We’ve 
Learned… 
and Keep 
Needing
to Practice

• Focus on our shared goals
• Lean into hard conversations
• Keep short accounts
• Value our differences as strengths
• Be willing to redefine the relationship
• Don’t make assumptions – communicate!
• Golden and Platinum rules
• Pause, don’t be too quick to find fault, give grace
• Consider your needs



Opportunities to Keep Growing…
• Adequacy of efforts to serve and be responsive to BIPOC families and families who speak 

other languages - culturally responsive outreach and engagement
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Opportunities to Keep Growing…
• Adequacy of efforts to serve and be responsive to BIPOC families and families who speak 

other languages - culturally responsive outreach and engagement
• Quality improvement and using the data system tools
• Levels of service and how to engage the quiet or hard-to-reach families
• D/HH adult to family support plans



It’s always important to keep coming back to our 
“WHY”



Hands & Voices of Oregon Annual Camp



Hands & Voices
Guide By Your Side Coordinator

Amanda Hvass
amanda@handsandvoicesor.org 

Oregon EHDI Coordinator
Heather Morrow-Almeida

heather.r.morrow-almeida@state.or.us

Contact us:
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