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Goals of presentationGoals of presentation

Share methods to assure children with special Share methods to assure children with special 
health care needs are included in statewide health care needs are included in statewide 
medical home activitiesmedical home activities

Show how medical home is spread beyond children Show how medical home is spread beyond children 
with special health care needs with special health care needs 

Identify activities that strengthen partnerships Identify activities that strengthen partnerships 
between state CSHCN programs and new medical between state CSHCN programs and new medical 
home partners.home partners.



What you will learnWhat you will learn……

Brief History of Medical Home in WABrief History of Medical Home in WA
Brief History of Learning Collaboratives in Brief History of Learning Collaboratives in 
WAWA
WA State Legislative mandatesWA State Legislative mandates
Current medical home learning Current medical home learning 
collaborativecollaborative
The role of CSHCN ProgramThe role of CSHCN Program
How it all ties togetherHow it all ties together



Life is really simple, but we insist on Life is really simple, but we insist on 
making it complicated. making it complicated. 

ConfuciusConfucius



What you wonWhat you won’’t learnt learn……

Details of PatientDetails of Patient--Centered Medical Home Centered Medical Home 
CollaborativeCollaborative
Details of Learning Collaborative Details of Learning Collaborative 
methodology, Change Package, or methodology, Change Package, or 
Chronic Care ModelChronic Care Model



New PartnershipsNew Partnerships

Within WA State Department of Health Within WA State Department of Health 
–– Community and Family Health DivisionCommunity and Family Health Division

Maternal & Child HealthMaternal & Child Health
Community Wellness & PreventionCommunity Wellness & Prevention

With outside partnerWith outside partner
–– Washington Academy of Family PhysiciansWashington Academy of Family Physicians





HistoryHistory
Medical Home in Medical Home in 
WashingtonWashington

Legislative Legislative 
activities for activities for 
medical medical 
homehome

Learning Learning 
Collaboratives Collaboratives 
in Washingtonin Washington



Who are CSHCN?Who are CSHCN?
MCHB defines children MCHB defines children 
with special health care with special health care 
needs as needs as ““those who those who 
have or are at increased have or are at increased 
risk for a chronic physical, risk for a chronic physical, 
development, behavioral, development, behavioral, 
or emotional condition or emotional condition 
and who also require and who also require 
health and related health and related 
services of a type or services of a type or 
amount beyond that amount beyond that 
required by children required by children 
generallygenerally””



National Performance National Performance 
Measures for CSHCNMeasures for CSHCN

All children will be screened early and All children will be screened early and 
continuously for special health care needscontinuously for special health care needs
All families will have adequate private and/or All families will have adequate private and/or 
public insurance to pay for the services they public insurance to pay for the services they 
needneed
All CSHCN will receive regular ongoing All CSHCN will receive regular ongoing 
comprehensive care within a medical homecomprehensive care within a medical home



National Performance National Performance 
MeasuresMeasures

Families will participate in decision making Families will participate in decision making 
at all levels and will be satisfied with the at all levels and will be satisfied with the 
services they receiveservices they receive
Services will be organized in ways that Services will be organized in ways that 
families can use them easilyfamilies can use them easily
All youth will receive the services All youth will receive the services 
necessary to make appropriate transitions necessary to make appropriate transitions 
to all aspects of adult lifeto all aspects of adult life



Medical HomeMedical Home

40%

44%

48%

52%

National Washington

CSHCN will 
receive 
coordinated 
ongoing 
comprehensive 
care within a 
medical home



History WA State Medical HomeHistory WA State Medical Home

MCHB funded demonstration project MCHB funded demonstration project 
Started in 1994 as collaborative effort with Started in 1994 as collaborative effort with 
UW, CSHCN, WC AAP, Seattle ChildrenUW, CSHCN, WC AAP, Seattle Children’’ss
UW UW ““Medical Home Training and Medical Home Training and 
Resource ProjectResource Project”” now Medical Home now Medical Home 
Project funded by CSHCNProject funded by CSHCN
Statewide medical home activitiesStatewide medical home activities



UW Medical Home ProjectUW Medical Home Project

Medical Home Leadership NetworkMedical Home Leadership Network
Tools for providersTools for providers
Tools for familiesTools for families
Sharing information to communities and Sharing information to communities and 
providers about medical homeproviders about medical home



Statewide Medical Home ActivitiesStatewide Medical Home Activities

Medical Home Strike TeamMedical Home Strike Team
–– Response to WA GovernorResponse to WA Governor’’s health care reforms health care reform
–– Broad stakeholder representation: state agencies, professional Broad stakeholder representation: state agencies, professional 

organizations, familiesorganizations, families
–– Organized larger committee to develop Medical Home Strategic Organized larger committee to develop Medical Home Strategic 

PlanPlan



History WA Chronic DiseaseHistory WA Chronic Disease
Learning CollaborativesLearning Collaboratives

Started with diabetes 1999Started with diabetes 1999

Results showed improved outcomesResults showed improved outcomes

DOH reputation: successful learning DOH reputation: successful learning 
collaborativescollaboratives



2008 CWP branched out to include a pediatric focus with 2008 CWP branched out to include a pediatric focus with 
UW Child Health Improvement Collaborative for medical UW Child Health Improvement Collaborative for medical 
home (6 practices), asthma, childhood obesityhome (6 practices), asthma, childhood obesity
Gave CWP opportunity to expand chronic disease Gave CWP opportunity to expand chronic disease 
management to include medical home focusmanagement to include medical home focus



How do collaboratives work?How do collaboratives work?

Bridge gap between evidence and practiceBridge gap between evidence and practice
Offer learning sessions with multiple Offer learning sessions with multiple 
teams for support from peers, staff, teams for support from peers, staff, 
coaches, facultycoaches, faculty
Opportunity for quality improvement Opportunity for quality improvement 
projectsprojects



WA State LegislationWA State Legislation

Blue Ribbon Blue Ribbon 
Commission on Commission on 
health care costs and health care costs and 
access (2007)access (2007)
Concerning access to Concerning access to 
health care services health care services 
for children (2007)for children (2007)



More legislation

Establishing a Establishing a 
patientpatient--centered centered 
primary care primary care 
(medical home) (medical home) 
collaborative collaborative 
program (2008) program (2008) 
Reimbursement Reimbursement 
pilots for medical pilots for medical 
home (2009)home (2009)



Washington Primary Care Medical Washington Primary Care Medical 
Home CollaborativeHome Collaborative

No state funds No state funds 
appropriatedappropriated
Combined federal CDC Combined federal CDC 
grants for diabetes, grants for diabetes, 
asthma, tobacco asthma, tobacco 
cessation, heart disease cessation, heart disease 
and cancer and cancer 

WAFP grant to WAFP grant to ““Improve Improve 
Performance In PracticePerformance In Practice””
targeting diabetes & targeting diabetes & 
asthma in primary care asthma in primary care 
practicespractices
Decision to Decision to ““join forcesjoin forces””
to maximize resources: to maximize resources: 
Washington PatientWashington Patient--
Centered Medical Home Centered Medical Home 
CollaborativeCollaborative



Data being collectedData being collected

–– Baseline data include MH Index, patient Baseline data include MH Index, patient 
experience, provider experience, staff experience, provider experience, staff 
satisfactionsatisfaction

–– Clinical (preventive) measures: Diabetes Clinical (preventive) measures: Diabetes 
(IPIP), cancer screening, (IPIP), cancer screening, wellwell--child checkschild checks



Current CollaborativeCurrent Collaborative

33 primary care practices33 primary care practices
Urban and rural, small and large Urban and rural, small and large 
practicespractices
Commitment is 5 learning sessions Commitment is 5 learning sessions 
over 2 yearsover 2 years
About oneAbout one--third of patients in third of patients in 
collaborative are under 18collaborative are under 18



Similar descriptionsSimilar descriptions……but not the but not the 
samesame

WPCMHC: Patient WPCMHC: Patient 
Centered Medical Home Centered Medical Home 
(PCMH): An approach to (PCMH): An approach to 
providing comprehensive providing comprehensive 
primary care for children, primary care for children, 
youth and adults. The youth and adults. The 
PCMH is a health care PCMH is a health care 
setting that facilitates setting that facilitates 
partnerships between partnerships between 
individual patients, and individual patients, and 
their personal physicians, their personal physicians, 
and when appropriate, and when appropriate, 
the patientthe patient’’s family.s family.

The American Academy The American Academy 
of Pediatrics describes of Pediatrics describes 
the medical home as a the medical home as a 
model of delivering model of delivering 
primary care that is primary care that is 
accessible, continuous, accessible, continuous, 
comprehensive, familycomprehensive, family--
centered, coordinated, centered, coordinated, 
compassionate, and compassionate, and 
culturally effective care. culturally effective care. 



Medical HomeMedical Home

Preaching to the Preaching to the 
choir?choir?

OR not as easy we OR not as easy we 
thoughtthought……



WhatWhat’’s the difference?s the difference?
WPCMHCWPCMHC

PhysicianPhysician--centeredcentered
Family inclusion is Family inclusion is 
muddy, no real muddy, no real 
language for language for ““familyfamily””
that works across the that works across the 
life spanlife span
Joint Principles of Joint Principles of 
medical associationsmedical associations

Pediatric focusPediatric focus

FamilyFamily--centeredcentered
Understands the role Understands the role 
of communityof community
CSHCN Performance CSHCN Performance 
MeasureMeasure



Lessons Learned (or a work in Lessons Learned (or a work in 
progress)progress)……

At the end of the day, itAt the end of the day, it’’s relationships that s relationships that 
mattermatter
–– Hiring the right person to manage the Hiring the right person to manage the 

WPCMHCWPCMHC
–– Having the right collaborative planning team: Having the right collaborative planning team: 

MCH, rural health, chronic diseaseMCH, rural health, chronic disease
Conducting regular Conducting regular ““temperature checkstemperature checks””, i.e. , i.e. 
whowho’’s missing from the planning team?s missing from the planning team?
Establishing credibility with faculty, coachesEstablishing credibility with faculty, coaches



Keep your eye on the prizeKeep your eye on the prize
“A family is a unit composed not only of children but of men, women, an 

occasional animal, and the common cold.”
Ogden Nash



Where did CSHCN influence the Where did CSHCN influence the 
collaboratives?collaboratives?

Offer staff time and medical home Offer staff time and medical home 
expertise by:expertise by:
–– Participating on Planning Committee to Participating on Planning Committee to 

interject CSHCN and AAP Medical Home interject CSHCN and AAP Medical Home 
components whenever possiblecomponents whenever possible

–– Going on coaching visits to clinicsGoing on coaching visits to clinics



–– Help clinics go an Help clinics go an ““extra stepextra step””, ask how , ask how 
what they do for Quality Improvement what they do for Quality Improvement 
might affect patient/familymight affect patient/family

–– Suggest a Suggest a ““walk throughwalk through”” as family as family 
member/consumermember/consumer

–– Participate in Collaborative Learning Participate in Collaborative Learning 
SessionsSessions

–– Recommend consumer/family member Recommend consumer/family member 
for advisory boardfor advisory board



Resources brought to the planning Resources brought to the planning 
committeecommittee

–– cshcndata.orgcshcndata.org
–– medicalhomeinfo.org medicalhomeinfo.org 
–– AAP guidelines for well child visitsAAP guidelines for well child visits
–– Medicalhome.orgMedicalhome.org

–– Materials such as Materials such as 
decision treedecision tree

–– Expertise and Expertise and 
resources on care resources on care 
coordinationcoordination

–– Partners through Partners through 
our CSHCN our CSHCN 
Communication Communication 
NetworkNetwork



Great discoveries and achievements Great discoveries and achievements 
invariably involve the cooperation of many invariably involve the cooperation of many 
minds. minds. Alexander Graham BellAlexander Graham Bell



MHLN Activities MHLN Activities 

18 active teams18 active teams
PCP/PHN/FRC/parentPCP/PHN/FRC/parent
Examples of activities:Examples of activities:

Implementing ASQ developmental screeningImplementing ASQ developmental screening
Participating in autism council to improve care for Participating in autism council to improve care for 
autismautism
Assure families are part of medical home teamAssure families are part of medical home team



Other medical home project Other medical home project 
activitiesactivities

Child Child 
health health 
notesnotes

WebsiteWebsite

Teaching residentsTeaching residents







Medical Medical 
Home Home 

Translation Translation 
ProjectProject







Future Future –– Lots Brewing!Lots Brewing!



Washington ContactsWashington Contacts
Riley Peters (Riley Peters (riley.peters@doh.wa.goveriley.peters@doh.wa.gove

Office of Maternal & Child Health DirectorOffice of Maternal & Child Health Director

Maria NardellaMaria Nardella ((maria.nardella@doh.wa.govmaria.nardella@doh.wa.gov))
CSHCN Program ManagerCSHCN Program Manager

Linda Barnhart (Linda Barnhart (linda.barnhart@doh.wa.govlinda.barnhart@doh.wa.gov))
CSHCN Public Health Nurse Consultant

WebsiteWebsite
http://www.doh.wa.gov/cfh/mch/cshcnhome2.htmhttp://www.doh.wa.gov/cfh/mch/cshcnhome2.htm
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Partnering with your Doctor: the 
Medical Home Approach

Presenters: Bob Cook & Jane Turner, M.D.

Moderator: Cynthia Cameron, Ph.D.
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Established under Title XXVI of the Children’s Health 
Care Act of 2000, “Screening for Heritable Disorders”
“….The Secretary shall award grants to eligible entities to 
enhance, improve or expand the ability of State and local 
public health agencies to provide screening, counseling 
or health care services to newborns and children having 
or at risk for heritable disorders…”

History of the Regional 
Collaboratives
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• Ensure that children with heritable disorders and their families
have access to quality care and appropriate genetic expertise 
and information in the context of a medical home that 
provides accessible, family-centered, continuous, 
comprehensive, coordinated, compassionate, and culturally 
effective care.
– To strengthen communication and collaboration among 

public health, individuals, families, primary care providers, 
and genetic medicine and other subspecialty providers.

– To quantitatively and qualitatively evaluate outcomes of 
projects undertaken to accomplish their goals.

Role of the Regional 
Collaboratives
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• All newborns will receive state-of-the-art 
newborn screening and follow-up; children 
and youth with heritable disorders will 
have access to genetic expertise and 
coordinated care in the context of a 
medical home. 

Our Vision
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• Increase access to information about newborn screening and 
genetic resources, services and family support systems 

• Facilitate data collection and analysis to guide decision-making 
regarding screening cut-offs, diagnosis and long term treatment of 
heritable disorders

• Support state public health agencies in improving infrastructure for 
genetic service delivery to children with heritable disorders 

• Provide a forum for families, public health, and clinical providers to 
share best practices and models for improving newborn screening,
follow-up and genetic care coordination 

• Link Region 4 states with regional and national initiatives for 
improving the quality of newborn screening and genetic service 
delivery 

Our Mission
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Work Group
• Members for the Medical Home Education work group were 

recruited in late 2007

• Members included: Region 4 Staff (Project Coordinator and 
Parent Coordinator); 2 co-leads (one parent/professional and 
one professional); 5 parents; 1 genetic counselor; 4 
professional/public health representatives and 1 
pediatrician/primary care provider.

• Members convened the workgroup in December 2007

• Developed workplan and primary goal:

“Identify, review and select existing initiatives and 
materials to educate Region 4 families and providers”

Region 4 Genetics Collaborative
AMCHP Conference
March 8th, 2010
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Parent partners
• 3 of our parent members are also professionals in the 

CSHCN departments of their respective states
• Workgroup activities were a part of their full time 

position duties, allowing them maximum participation
– Parents were offered an honorarium for their time 

($20/hour)
– Co-leads were offered compensations for their time 

and meeting planning ($150/call)
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Material review & process
• The Work Group identified and research existing 

resources and materials designed to educate families
• A reviewing tool was developed (See Handout) to 

guide decision making, and to have a comparable 
format for all materials

• The Work Group reviewed 
materials, using the reviewing tool
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Modifications
• Decision to use the Michigan tool “A guide for Michigan families: 

Special Care for Special Kids”
• Began to modify the guide to fit the goal of educating families 

about care for their child with a genetic condition
– The concepts and recommendations apply to all families with a child with 

special health care needs
• Addition of unique features

– Section on “Advocating for your Child”
– “Parent-to-Parent Tips!” and tools
– Resources on Medical Home

• Utilized the AAP definition of a medical home
– Used component to format the guide
– Each component of the definition is a separate section of the 

guide

Region 4 Genetics Collaborative
AMCHP Conference
March 8th, 2010
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Time & effort
• The Work Group met 17 times by phone
• Over 100 administrative hours to create, 

edit and produce the guide
• Volunteers from the Work Group were 

utilized to create a webcast for the rollout 
of the Guide

• Webcast aired December 1, 2009 and 
can be viewed at:

http://learning.mihealth.org/mediasite/medicalhome
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Finalized guide

Work Group completed 
modifications and revisions 
in August 2009

Region 4 Genetics Collaborative
AMCHP Conference
March 8th, 2010
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Pediatrician’s perspective
• I like it! 
• Great advice about choosing a doctor and 

working with the doctor
• “Getting the most out of an appointment”

section - great advice on preparing for visits
• Describes ways family members can take active role in 

child’s care
• Though the guide is written for families with children who 

have a genetic condition, I believe it is also a useful tool to 
educate members of the health care about the medical home 
and how we can best serve all the children and youth in our 
practices.
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Current distribution plans
• Guides are currently being distributed to each Region 4 state 

(IN, IL, KY, MI, MN, OH, and WI) newborn screening follow-up 
program

• Many states have direct mailings with families who have 
received their child’s diagnosis and follow-up directly with them

• Other states, such as Michigan, plan to distribute the guides to
the follow-up genetic clinics to get them into the hands of 
parents through that route

• Guides are available for purchase ($10/guide) 

• The guide is available for free download at: 
www.region4genetics.org
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Distribution ideas
• Marketing the guide to: 

– Family support and advocacy organizations

– Children’s hospitals and clinics

– Parent trainings or advisory groups

• Other ideas?
Medical Home
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The guide is designed to:
• Be a source of specialized information for parents to 

help them care and advocate for their child

• Provide a detailed definition and description of the 
medical home concept

• Lay the foundation for understanding and advocating 
for a medical home

• Provide tools and examples for parents to use and 
learn from while creating and maintaining a medical 
home with their child’s doctor

• Bring attention to the importance of linking families of 
children with special health care needs to a medical 
home

Region 4 Genetics Collaborative
AMCHP Conference
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The guide is designed to:
• Provide advice on how to effectively partner with 

your child’s doctor

• Define family-centered care and demonstrate 
how it benefits families

• Demonstrate how to seek culturally effective, 
compassionate care

• Assist families through the transition process by 
providing resources and tips

• Provide a list of resources and links to 
organizations that support families and the 
medical home concept

Region 4 Genetics Collaborative
AMCHP Conference
March 8th, 2010
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I believe we have provided  a 
very family-friendly guide with 
useful information and resources 
that would help all families who 
have a child with chronic health 
conditions better understand the 
concept of Medical Home, 
Partnering with your Doctor.

Parent’s perspective

Region 4 Genetics Collaborative
AMCHP Conference
March 8th, 2010


