Overview Guide for Coordinated Care Organizations (CCOs)

Supporting Shared Decision-Making with Families on Follow-up to
Developmental Screening
Developed by the Oregon Pediatric Improvement Partnership (OPIP) with support from the
Oregon Health Authority Transformation Center
Webinar (January 30, 2019):
https://www.oregon.gov/oha/HPA/dsi-tc/Pages/Dev-Screen-Tech-Assist.aspx
Purpose: This overview guide provides a summary of specific strategies coordinated care organizations (CCOs)
can lead to support the specific parent-centered approaches that have been identified as valuable in primary
care-based efforts focused on follow-up to developmental screening. This guide is a compendium of materials
developed in partnership with the Oregon Health Authority Transformation Center, which can be accessed
here: https://www.oregon.gov/oha/HPA/dsi-tc/Pages/Dev-Screen-Tech-Assist.aspx.
Through OPIP’s community-based efforts in this area, three main ways have been identified in which CCOs can
help provide supports that ensure a parent-centered approach to follow-up to developmental screening.
• Part 1: Recruit and engage parents of young children in improvement efforts .........................................Page 1
• Part 2: Provide supports to customize and print the shared decision-making tool developed by OPIP……Page 2
• Part 3: Parent-to-parent supports………………………………….……………………………………………………………………….Page 3

Part 1: Recruit and engage parents of young children in improvement efforts
Every OPIP project includes the recruitment of paid parent partners to participate in quality improvement
activities. This is critical, as any effort to improve care should involve those who are ultimately responsible
for following up on what is discussed during an interaction with a provider. The parent/provider
interaction sits at the very center of care delivery in primary care. Parent partners have consistently
provided impactful and novel insights that have fundamentally changed our approach for the better.
CCOs can support practice-based or community-level efforts by providing resources and supports to allow
for parent engagement and input. CCOs can provide this support by:
1) Assisting in recruiting parent advisors to community-level improvement efforts
2) Providing a space and location for parent input meetings
3) Coordinating and conducting outreach with organizations that advocate for and support families to
learn about families’ experiences with follow-up to developmental screening and care
coordination. These organizations work with families often and can share what they hear from
parents in terms of common barriers experienced and can often be a great first place to go when
seeking input from people that work with parents in the region.
4) Coordinating and conducting outreach with community-based organizations to recruit parents
5) Providing financial resources and compensation to parent volunteers

Developed by the Oregon Pediatric Improvement Partnership with support from the
Oregon Heath Authority Transformation Center (December 2018)

1

Part 2: Provide supports to customize and print the shared decision-making tool
A compendium of shared decision-making tools OPIP has
created in partnership with pilot sites is available here:
https://www.oregon.gov/oha/HPA/dsitc/Resources/Compendium%20of%20Shared
%20Decision%20Making_%20Education%20Sheet.pdf
A key area to focus on is ensuring shared decision-making with
the family on next steps. To support this, OPIP developed a onepage tool to support primary care clinicians and parents to
make a shared decision on the referrals needed, and to provide
succinct information about the services for which the child is
being referred.
Key features of the tool include:
• An explanation of developmental screening, why
screening is conducted, and potential follow-up steps
• A variety of options that can be discussed between
provider and parent, and boxes to check for the steps
agreed upon
• A brief description and contact information for each
entity
• Expectations around timelines, allowing parents to know when they should hear something, and if
they don’t, who to call about it
• Clarification around why consent and releases of information are necessary
• Clear contact information for the practice itself, in case the parent would like to circle back about
anything
CCOs can support the use of this tool by:
• Creating a version that is specific to your community and the primary care practices using this tool.
This can include modifying the existing template or working with subject matter experts to modify
templates.
• Translating the tools into other languages. The current tools are available in English and Spanish.
• Conducting focus groups with families who speak additional languages about the words and
framing that should be used to be culturally sensitive and appropriate.
• Printing color versions of the shared decision-making tool for practices to use.
• Providing ongoing updates and revisions to the tool.
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Part 3: Parent-to-parent supports
A consistent opportunity and need identified in OPIP improvement efforts is the availability of parents in the
community who have accessed developmental screening follow-up resources to be a support to other parents
whose children have been identified at-risk. Many parents note how overwhelming and scary the process can
feel and the value of hearing from another parent who has been through the experience.
CCOs can support parent-to-parent supports by:
• Funding parent-to-parent support positions that specifically focus on children identified with
developmental delays.
• Working with local parent advocacy and support organizations to identify how children identified
on developmental screening tools are a part of those organizations’ work. If there are gaps,
identify opportunities to address gaps in programs or parent supports.
• Identifying whether there are parent-to-parent supports for parents of different races, ethnicities
and backgrounds.
• Considering methods by which parents can be connected to each other through online groups,
listservs, or other points of connection.
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