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Background/Introduction

Beyond Referral: Pediatric Care Linkages to 
Improve Developmental Health.
– How do primary care pediatric  practices 

link children to developmental services?
– What are the current definitions and 

frameworks for understanding linkage? 
– What are the cross-cutting strategies and 

lessons learned?

Presenter
Presentation Notes
Background: This presentation is based on a CMWF funded study that Rochelle Mayer and I conducted on Pediatric care linkages for developmental care. Specifically, we looked at how pediatric primary care practices link children to developmental services and supports.
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Exemplary Practices and Programs
Beaufort Pediatrics
Children’s Care Connection (C-3)
Developmental Services Enhancement Program (DSEP)
Enhancing Developmentally Oriented Primary Care Program (EDOPC)
Exeter Pediatric Associates
Guilford Child Health, Inc. (GCH)
Help Me Grow (HMG)
Inscription House Health Center/ Growing in Beauty (GIB)
Kaiser Permanente Northern California
Kennebec Pediatrics (KP)
Kids Get Care (KGC)
MGH Revere HealthCare Center/Healthy Steps
Phoenix Children’s Hospital/ Healthy Steps
Tufts–New England Medical Center

Presenter
Presentation Notes
Methodology:
29 Key informant interviews
In-depth interviews with 14 exemplary practices/program
Literature review: definitions and frameworks
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Linkage Definition and Typology

Presenter
Presentation Notes
What I want to do today, is present a way of thinking about linkage and linkage strategies, that will help you as you start to implement your ABCD projects in your states. This will be a very simplified overview of what we found, but it is a starting point.
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Problem statement/ What we found:

There is wonderful linkage work going 
on across the country, which needs to 
be captured and disseminated. 
But, no unified definition of linkage and 
no common framework for 
understanding linkage strategies.

Presenter
Presentation Notes
Here’s the problem statement/ what we found.
There is not yet a common understanding or language for linkage in the field.
If you ask experts about conceptual frameworks or what linkage looks like, these are the kinds of answers you’ll get:
“Three legged stool: medical home, EI, and family support.”
“It looks like relationships, not a referral list.”
“Linkage is facilitated by: relationships, some kind of formal mechanisms/systems, and reimbursement.”
Very wide variation.
And the literature is no better. The closest we found, is the AAP’s definitions of care coordination, which is more about the role of the pediatrician than the act of linkage, and this too is an evolving concept.
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Linkage Definition

Connecting the child and family to 
needed developmental services and 
supports – whether within the practice 
setting or beyond – while also staying 
connected to the child.

Presenter
Presentation Notes
So, we developed a Working definition of linkage.
The services can be provided within the practice or elsewhere.
This is an inclusive definition.  We include screening and identification as part of linkage.  And we include promotion and prevention services as well intervention. This definition applies to universal, targeted and intervention services focused on child development. 
The really important part: staying connected to the child. Not a hand-off. It implies continuity and collaboration.
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Linkage Typology

Practice-Wide 
Systems Change

Service Provider 
Partnerships

Community-Wide 
Systems Change

1. Developmental 
surveillance/ 
screening & 
anticipatory 
guidance

2. Point person for 
referral/linkage & 
follow-up system

3. New/ enhanced 
staffing

4. Co-location
5. Co-management
6. Networking & 

information-
sharing

7. New/enhanced 
community 
resources

8. System-wide 
training & support

9. Community/state 
policies and 
protocols

Presenter
Presentation Notes
Second, we developed a linkage typology or framework, based on our in-depth review of 14 exemplary practices and programs and how they link children to developmental services or supports. 
As we started sorting and classifying their linkage strategies, we realized that they fell into 3 broad categories: practice level systems change, service provider partnerships, and community sytems change. 
And across the categories there were 9 key strategies.
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Linkage Typology: 
3 Levels of  Strategies
I. Practice-wide systems change
II. Service provider partnerships –Focused 

on relationship between practices and 
existing community services/supports.

III. Community-wide systems change –
system-wide, community-wide, state-wide 
change
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Nine Key Strategies
1. Developmental surveillance/screening & 

anticipatory guidance
2. Point person for referral/linkage & follow-up system
3. New/ enhanced staffing
4. Co-location 
5. Co-management
6. Networking  and information-sharing
7. New/enhanced community resources
8. System-wide training and support
9. Community/state policies and protocols

Presenter
Presentation Notes
And within the three levels, we found there were 9 key strategies.
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Linkage Levels and Strategies 

Presenter
Presentation Notes
A few definitions along with highlights on the linkage levels and strategies.
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Context for the Strategies
These are not stand alone approaches.  
Most of the innovative practices and 
programs in our sample combine several 
strategies, often at different levels.
In practice, not necessarily a clean-bright line 
separating one strategy from another.
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Level I Strategies: 
Practice-Wide Systems Change

1. Developmental surveillance/screening 
& anticipatory guidance

2. Point person for referral/linkage & 
follow-up system

3. New/ enhanced staffing

Presenter
Presentation Notes
The operative word here is “practice-wide”. It is not systems change if it is not practice wide. And it won’t adequately serve all your kids.
Key points:
1. Developmental surveillance/screening and anticipatory guidance – inlcudes:
Routine, family-centered, developmental surveillance/ screening 
Surveillance/screening at each well-child visit, using validated screening tools.
Anticipatory guidance tailored to meet parent concerns 
2. Point person for referral and linkage and F.U. system -- includes:
A designated primary contact for referral/linkage. 
A practice-wide system for follow-up care.
Variations:
Follow-up systems – simple listing to EMR with recall system and task list.
Focus of linkage – connect child to services beyond practice; in-house services
Point person – nurse, social worker, developmental specialist – usually not the doc.
3. New/ enhanced staffing – defined as:
One or more new positions added to traditional pediatric primary care staff to enhance developmental care.
Positions vary – e.g., Care coordinator, social worker, child development specialist, psychologist, developmental pediatrician, psychiatrist.
Purpose varies – most often for children with risks/deficits; but some work with all children in practice in health promotion role.
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Level II Strategies: 
Service Provider Partnerships

4. Co-location of services
5. Co-management
6. Networking and information sharing

Presenter
Presentation Notes
These partnerships are important because linkage happens best when there are personal relationships built.  One of the take home messages from our key informants: “it’s about the relationships!”

4. Co-location of Services – definition:
Location link between the pediatric practice and one or more other community service/s.
Some practices share a building or office space with other services, others place community/public sector staff in practice. 
Provides a streamlined route for practices to connect children to additional developmental care.
5. Co-management – defined:
Collaborative case management between the pediatric practice and one or more other service provider, focused on an individual child.
Variations: case-by-case basis; regular meeting time for case reviews; By phone or in-person
Opportunity for collaborative assessment and joint problem-solving.
Kennebec, Inscription House/GIB, Beaufort
6. Networking and information sharing – includes:
Includes: networking meetings, mixers, meet and greet sessions, academic detailing sessions, shared resource listings, informal outreach.
Purpose varies: jump-start  or sustain referral/linkage.
HMG, EDOPC, GCH 
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Level III Strategies: 
Community-Wide Systems Change

7. New/enhanced community resources
8. System-wide training
9. Community-wide policies and protocols

Presenter
Presentation Notes
7. New/enhanced community resources – includes:
Includes: centralized referral/linkage resources, mid-level assessment, enhancement and intervention services for at-risk and mild/moderate delay, promotion/prevention services
Starts with population-based approach to assessing community needs.
Public sector initiative or public sector partner
HMG, NC Medicaid, C-3, DSEP
8. System-wide training – defined:
Applies to system-wide training to improve developmental care and linkage by changing the orientation, skills and practices of pediatric primary care.
Variations: Focus on pediatric healthcare or multi-sector, training of pipeline or established practices, community/state orientation.
NC ABCD II, KGC, Healthy Steps/EDOPC
9. Community-wide policies and protocols – defined:
Community or statewide policies and protocols to promote/ sustain linkage
Variations: Cross-agency protocols, Reimbursement policies, Other dedicated funding streams
DSEP, NC Community Protocols, NC Task Force, MA Child Find, CA First Five, CT State prevention funds.
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Level I Strategies: Summary Findings

Current emphasis in pediatrics on in-house 
practice change, often as part of a QI 
systems change model.
Strategies 1 and 2 are prerequisite for good 
linkage.
Level I strategies improve quality of care.
Adding in-house staff and services eases the 
transition to new services for children and 
families & keeps primary care central, but will 
still need to refer and link outside the 
practice.
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Level II Strategies:
Summary Findings

Provider partnership strategies help use existing 
resources more effectively; improve quality of care:
– Reduce barriers to care – e.g., transportation, 

stigma.
– Promote early referral/linkage and follow up.
– Promote joint problem-solving, family-centered 

care.
– Reduce duplication and fragmentation of services.

Networking can help uncover gaps in services and 
promote collaborative efforts to address.
Time, financing and HIPAA can be challenges.
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Level III Strategies:
Summary Findings

Level III strategies focus on filling community 
gaps in services/linkage (e.g. mental 
healthcare, mid-level assessment services, 
intervention services for mild/moderate 
delay).
System-wide training and support trains next 
generation and provides common knowledge 
base for developmental care.
System-wide policy changes can jump-start 
and/or sustain practice change.
Reimbursement/financing polices are crucial.
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Cross-Level/ All Strategies:
Summary Findings
1. The 3 levels in the linkage typology 

should not be interpreted as a linkage 
hierarchy. All 3 are important.

2. These are not stand-alone strategies. 
To optimize impact and resources, 
practices and communities need to 
combine strategies.

3. There is no “one size fits all”.
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Final Take Home Messages

Start at whatever level, with whatever 
strategies are available to you.
Keep the broader linkage framework in 
mind: strive to address all 3 levels
Draw on the 9 strategies to fill gaps, as 
needed.
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