
Moderator: Nora Wells
F l T B i l B h D kFaculty: Tara Bristol, Beth Dworetzky, 

Pat Heinrich, Dawn Wardyga 



1:15 pm  Welcome and Introduction  Nora Wells

1:20 pm Quality  How will I know it when I see it? Pat Heinrich1:20 pm Quality   How will I know it when I see it? Pat Heinrich

1:35 pm Parent Partners on Perinatal Projects Tara Bristol

1:50 pm MA Partnerships to Improve Children’s Health   Beth 
Dworetzky

2:05 pm The Rhode Island Experience – doing the right 
thing and making it cost effective

Dawn 
Wardyga 

2:20 pm Summary & Close Nora Wells

2:30 pm Adjourn2:30 pm Adjourn



Identify key national and state initiatives that 
provide opportunities for families and 
professionals to work together around quality 
improvementimprovement
Identify current successes, gaps and 
challenges in successfully engaging familieschallenges in successfully engaging families 
in efforts to improve quality
Identify specific strategies that may be 
replicated in states for quality improvement 
activities





To improve children’s health by 
improving the systems responsible for 
the delivery of children’s healthcare. 
Specifically, NICHQ:
◦ builds sustainable system improvement 

b lcapabilities;
◦ accelerates adoption of best practices; and
◦ advocates for high quality children’s healthcareadvocates for high quality children s healthcare.



Neonatal 
Outcomes 

Improvement Improvement 
Project



“I don’t know,
but I know when I see it!” 

AnonymousAnonymous



”The degree to which health services for 
individuals and populations increase the 

likelihood of desired health outcomes andlikelihood of desired health outcomes and 
are consistent with current professional 

knowledge.”g



QAQA



1. Organizational commitment to quality
2. Focus on the customer
3. Fix systems (processes) 
4. Foster teamwork and group problem solving
5. Base improvement decisions on data

C ti l i ( l li )6. Continuously improve (as long as you live)
7. No quick fixes
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“We should work on 
our process, 

not the o tcome ofnot the outcome of 
our processes”our processes



The Model for Improvement 
(MFI)(MFI) 

is a method to help increase 
the odds that the changes wethe odds that the changes we 

make are an improvement.



What are we trying to 
accomplish?accomplish?

How will we know that a 
change is an improvement?

Wh t h    k  th t What change can we make that 
will result in improvement? Model 

for 
Improvement 

Act Plan

Improvement 

Study Do

The Improvement Guide  Langley, 
Nolan, Nolan, Norman, Provost 1996



Answers and clarifies “What are we trying to 
accomplish?
Creates a shared language and shared methods
F ili i i l i dFacilitates organizational conversations and 
understanding
Supports accountability for team leadersSupports accountability for team leaders



Specific:  Understandable, unambiguous
Measurable:  Numeric goals
Actionable: Who, what, where, when
Achievable (but a stretch)
Relevant to stakeholders and organization
S i C lli I◦ Strategic, Compelling, Important

Timely: with a specific timeframe



MeasuresMeasures
Sample Data



“You can’t fatten a cow by weighing it”You can t fatten a cow by weighing it
‐ Palestinian Proverb



Three Faces of Performance Improvement
Aspect Improvement Accountability Clinical Research
Aim: 
 Improvement of care Comparison, choice, 

reassurance, spur 
for change

New knowledge 

for change
Methods: 
Test observability Test observable No test, evaluate 

current performance 
Test blinded 

Bi A i bi M d dj D i li i biBias 
 

Accept consistent bias Measure and adjust 
to reduce bias 
 

Design to eliminate bia

Sample size “Just enough” data, 
small sequential samples

Obtain 100% of 
available, relevant, 

“Just in case” data 

data 
Flexibility of hypothesis 
 

Hypothesis flexible, 
changes as learning 
takes place 

No hypothesis Fixed hypothesis

Testing strategy Sequential tests No tests One large test
 

Confidentiality of data Data used only by those 
involved in the 

Data available for 
public consumption

Research  subjects’ ide
protected

improvement 

“The Three Faces of Performance Measurement: Improvement, Accountability and Research.” Solberg, Leif 
I., Mosser,  Gordon and McDonald, Susan Journal on Quality Improvement.  March 1997, Vol.23, No. 3 1
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Act PlanAct
What changes

are to be made?

Plan
Objective
Questions and 
predictions (why)are to be made?

Next cycle?
predictions (why)
Plan to carry out the cycle
(who, what, where, when) 

Study
Complete the

analysis of the data

Do
Carry out the plan
Document problemsanalysis of the data

Compare data to 
predictions

Summarize what
 l d

p
and unexpected
observations
Begin analysis of 
the data was learned the data 



Changes That Result in g
Improvement

A P

S D

Implementation of 
Change

Wide‐Scale Tests of Change ‐
designed to predict and prevent 

failuresA P

Hunches 
Theories Ideas

Follow‐up Tests  ‐ over a variety of 
conditions to identify weaknesses

S D

Very Small Scale Test – simple and 
designed to succeed



Plan multiple cycles for a test of a change

Initially, scale down size of test (# of patients, clinicians, 
locations)

Test with volunteers

Do NOT try to get buy‐in or consensus for test cycles

Be innovative to make test feasible

Collect useful data during each test

In latter cycles, test over range of conditions



Improvement occurs in small steps
Repeated attempts needed to implement new ideas
Assess regularly to improve plan
Failed changes = learning opportunities
Plan communication
Engage leadership support





Langley, K. Nolan, T. Nolan, C. Norman, L. Provost. The 
Improvement Guide: A Practical Approach to Enhancing 
Organizational Performance. G. Jossey‐Bass Publishers., 
San Francisco 2009 Second EditionSan Francisco, 2009.  Second Edition.



Lessons from a StatewideLessons from a Statewide 
Collaborative

Tara Bristol, MA
March of Dimes NICU Family Support Specialist 
North Carolina Children’s Hospital



Case Study:  Gabby’s Story

Including video clip









“… ask the nurse or doctor; ‘Did 
you remember to wash your y y
hands?’…”

From the Duke RAIN Family LetterFrom the Duke RAIN Family Letter
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System Level
Medical Home/Hospital Initiative
Statewide Initiative
Tools



Problems Identified by MA F2F HIC
◦ Data re: Access to service – the trouble with TPL
◦ Data re: Regulations/Protocol to address transition from DCF

Response from CBHI
Thank you SO much for passing this along I just checked the writtenThank you SO much for passing this along...I just checked the written 
protocols we have with DCF and we DON'T address this issue.  We will be 
revising the protocols this Summer, so we will work with DCF to add 

i t l thi I ill l t lk t t ff t DCF b t thi b tappropriate language on this.  I will also talk to staff at DCF about this...but, 
as you know, given the very large number of DCF staff, this will take time to 
change...the flow of the EXISTING information on CBHI is still working it's 
way through the layers of appropriate DCF staff. 

I'm thinking we should also work on this from the parent 
end...informing/educating parents involved with DCF to apply for 
MassHealth...do you have any thoughts about that...?



Partnership Activities
W k d t th t t t l◦ Worked together to create protocol
◦ Written into MassHealth Regulations
◦ Provider/family workshops & individualized TAy p
Outcome – Improved Quality of Children’s 
Health

F ili ld il i t i◦ Families could more easily navigate service
◦ Continuity of care
◦ Community based services vs. in patient
Measure of Success
◦ Decreased number of calls



Problems identified by Medical Home
◦ No standard of care for headaches: when imaging 

needed, when to prescribe meds, 
◦ Little/no communication bet Neurology & Med◦ Little/no communication bet. Neurology & Med. 

Home
Problems identified by Neurologyy gy
Limited appts for non-urgent headache care 
Access to neurology & imaging
Follow up w/neurology for stable headaches 

costly



Partners in Quality Initiative
◦ Medical HomeMedical Home
◦ Children’s Hospital Neurology Dept
◦ Health Insurer
◦ Mass Family Voices
Protocol/Materials
◦ Feedback about proposed model of care
◦ Worked together to develop family care maps for Neurology 

d M di l Hand Medical Home
◦ Headache diary
◦ Surveys to measure family experience w/care
O tOutcomes
◦ Empower families/patients to be active participants in care 
◦ Reduce unnecessary imaging 
◦ Improve coordination of care◦ Improve coordination of care
◦ Decrease costs



CMS grant funded through CHIPRA Section 
401 (d)
MA EOHHS Division of Medical Assistance, 

ith twith partners
◦ MA Health Quality Partners, 
◦ NICHQ◦ NICHQ
◦ UMass Medical School
◦ Children’s Hospital Boston
◦ NEACH
◦ Mass Family Voices



Improve child health care quality
Identify gaps in child health quality
Identify new & useful quality measures for 
consumers
Include child health issues in broader state 
activitiesactivities
Ensure consumer education & transparency





https://org2.democracyinaction.org/o/6739/t/11331/shop/shop.jsp?storefront_KEY=347





Pediatric Specialty Services works to provide medical 
home enhancement for children and youth with 

l h l h d l d h ld dspecial healthcare needs including children and 
youth with Autism Spectrum Disorder. 

The Pediatric Practice Enhancement Project (PPEP) 
ensures a coordinated system of care for children 

d h i h i l d d h i f ili band youth with special needs, and their families, by 
placing trained Parent Consultants in pediatric 
primary and specialty care practices to assist families p y p y p
in accessing community resources, to assist 
physicians and families in accessing specialty 
services and to identify barriers to coordinated careservices, and to identify barriers to coordinated care.



24 pediatric and specialty care clinics hosted p p y
a Parent Consultant.
Annual healthcare costs were lowered by 15% 
for PPEP participants.
PPEP was accepted as a Promising Practice in 
the field of Maternal and Child Health b thethe field of Maternal and Child Health by the 
Association of Maternal and Child Health 
Programs and written up as a case study byPrograms and written up as a case study by 
the Robert Wood Johnson Foundation.



A medical home is a team approach to 
providing healthcare that is accessible, family p g , y
centered, coordinated, comprehensive, 
continuous, compassionate and culturally 

i tappropriate. 
A medical home begins in a primary healthcare 
setting that is focused on the families’ needssetting that is focused on the families  needs.
A partnership develops between each family, 
the primary healthcare team, and community 
partners. 
Together they manage all services. 



To maintain the “medical home” model of care by fostering 
partnerships among families pediatric practices andpartnerships among families, pediatric practices, and 
available community resources 
Objectives:

Provide coordinated and comprehensive care to children◦ Provide coordinated and comprehensive care to children 
with special healthcare needs. 

◦ Improve awareness and communication with community 
resourcesresources.

◦ Recognize families of children with special healthcare needs 
as critical decision makers 

◦ Increase understanding of the healthcare delivery system◦ Increase understanding of the healthcare delivery system 
and access to community resources



The Project places and supports trained family 
b i li i l i li k f ili i hmembers in clinical settings to link families with 

community resources, assist physicians and 
families in accessing specialty services, and identify g p y y
systems barriers to coordinated care. 
Partners

RI Department of Health◦ RI Department of Health
◦ RI Department of Human Services
◦ Family Voices Leadership Teamy p
◦ RI Parent Information Network 

(including Family Voices) 



The RI DOH developed PPEP in 2003 to 
li h h H l h P l 2010’ M laccomplish the Healthy People 2010’s Maternal 

& Child Health objective: to increase the 
proportion of CSHCN who have access to aproportion of CSHCN who have access to a 
medical home.
Over 4,200 families served by PPEP to date.
PPEP employs Parent Consultants/Family 
Resource Specialists across pediatric primary 
and specialty care sites including privateand specialty care sites, including private 
practices, specialty sites, community health 
centers and hospital-based clinics.p



PATIENT PROBLEM RESOLUTION
◦ 81% of the presenting problems were resolved. 
◦ Many included long-term educational or behavioral health 

issues.
COORDINATED CARE
◦ CSHCN had fewer health care encounters than before care 

coordination occurred.
LOWER INPATIENT UTILIZATION
◦ Inpatient utilization was 24% lower for PPEP participants 

compared to pre-PPEP and 34% lower compared to CSHCN 
in standard care.

LOWER PATIENT COSTS
◦ Annual healthcare costs were 39% lower for PPEP 

participants compared to pre-PPEP and 27% lower 
compared to CSHCN in standard care.



http://www.health.state.ri.us/publications/programreports/
2010P di t i E h tP j t df2010PediatricEnhancementProject.pdf

http://www.amchp.org/AboutAMCHP/BestPractices/Innovat
ionStation/ISDocs/PPEP pdfionStation/ISDocs/PPEP.pdf

http://www.innovations.ahrq.gov/content.aspx?id=2289

http://www.commonwealthfund.org/~/media/Files/Publicat
ions/Case%20Study/2010/Jan/1361_SilowCarroll_Rhode_I
sland_PPEP_case_study.pdf_ _ _ y p

FOR MORE INFORMATION
mailto:Colleen Polselli@health ri govmailto:Colleen.Polselli@health.ri.gov



Participating sites have chosen to support the 
PPEP model, utilizing Family Resource 
Specialists to varying degrees to suit their 
individual site needsindividual site needs.

Ongoing need for “creative funding” toOngoing need for creative funding  to 
sustain the model

“Buy-in” from managed care plans, private 
practices and other community sites





Thank you! EfharistoThank you! Efharisto

M i AmesegënallôMerci Amesegënallô

Gracias Toda Danke

Grazie       Asante 

Salamat po ArigatoSa a at po gato


