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Highlights from the Child and 
Adolescent Health Measurement 

Initiative Toolbox



1) Link consumer-centered data and data 
collection and reporting strategies to 
priority AAP advocacy topics

2) Streamline access to these data and 
strategies

3) Share example frameworks and models

Presentation Goals



Highlights from the CAHMI 
Toolbox

1) About the CAHMI
2) Online Data Resource Center for Child and Adolescent 

Health to access national and state level data 
3) Consumer-centered quality measurement framework and 

data collection and reporting tools



Who We Are:
The Child and Adolescent Health Measurement Initiative 
(CAHMI) is a national, not-for-profit initiative based out of 
Oregon Health and Science University in the Department of 
Pediatrics in Portland, OR. Originally housed at FACCT -
Foundation for Accountability, the CAHMI was established in 
1998.

Our Mission:
“To ensure that children, youth and families are at the center of 

quality measurement and improvement efforts in order to 
advance high quality consumer-centered health care.” 

About the CAHMI



How does the CAHMI achieve this 
mission?

• The CAHMI keeps the focus on consumer-centered health care. 
• Articulates and advances a consumer-centered quality 

framework
• Participates in national committees & advisory boards.
• Provides assistance in the development of consumer-

centered strategies.

• The CAHMI builds the supply for consumer-centered measurement 
strategies.
• Developing reliable, valid, and consumer-centered 

measures of health and health care quality.
• Identifying and facilitating the filling of gaps in current 

measures.
• Provides technical assistance and benchmarking 

databases for quality measures.



How does the CAHMI achieve this 
mission?

• The CAHMI builds the demand for consumer-
centered measurement and improvement.
• Advances strategies for putting data into 

action.
• Designs, tests, and demonstrates the 

impact of consumer-centered tools in 
practice.

• Creates and evaluates patient-centered 
strategies to improve health systems.



Key Topics Addressed by CAHMI 
Data and Measurement Tools

• Coverage and Access
• Insurance coverage, gaps in coverage and impact of 

uninsurance and type of coverage
• Adequacy of insurance
• Timely access to covered/needed care

• Quality and Equity
• Medical home for all children and children and youth 

with special health care needs
• Mental, emotional and behavioral health
• Health disparities for vulnerable populations 

(minorities, low income, by health status/CSHCN)



Key Topics Continued…

• Prevention and Healthy Development
• Childhood obesity (BMI, Activities, TV 

watching, etc)
• Early childhood development
• Transition to adulthood



The Data Resource 
Center for Child and 
Adolescent Health

www.childhealthdata.org



1. ADVOCACY: Data strengthens your 
position that change is needed.

2. REPRESENTATION: Data describes 
who you are and why your views are 
important.

3. JUSTIFICATION: Data supports your 
assertion that specific changes or programs 
you advocate for are worthwhile.

Why is Data Useful?



Stories give a 
face and heart to 
needs.

Data expands your 
stories to inform policy 
debates and drive 
change.

Why is Data Useful?



Using data to enhance the human 
story

THE STORY:
Many children lack health insurance or have insurance that is 
inadequate. Let me tell you about Jenny……

VS.

THE STORY WITH DATA:
• Like Jenny, many CSHCN lack adequate health insurance.

• Nationally, over 1 in 10 (11.6%) children with special health care needs 
(CSHCN) in America have no health insurance.

• There is nearly a four fold difference in the rate of uninsured children 
across states in America. 

• 6.3% (HI) to 22.8 %(TX)



Using data to enhance the human 
story

• Of CSHCN that are insured:
• Over 1 in 3 (33.8%) have insurance that does not adequately meet 

their needs. 
• This ranges from 1 in 4 [26% -MN] to two in five [41.7%-IL] across 

states.

This translates into nearly 77,825 school 
buses filled with CSHCN with inadequate 

health insurance –enough to span the 
entire length of California.

All of this data was obtained in less than one minute on the 
CAHMI Data Resource Center –www.childhealthdata.org



1. “Point and Click”, User-Friendly Access to Data
• National Survey of Children with Special Health 

Care Needs (NS-CSHCN) 
• National Survey of Children’s Health (NSCH)

2. Resources and Information about Data
3. Education

• Obtain technical assistance for understanding, 
interpreting and using data, online workshops, and 
opportunities to partner  with other stakeholders to 
discuss, interpret and act on data findings

MCHB Sponsored Interactive Online 
Data Resource Center providing:

What is the DRC?



In-depth CSHCN interview collects 
information nationally and across 
states for 2001 and 2005/06:

• Child health and functional status
• Child health insurance status and adequacy of 

coverage
• Access to health care — needed services & unmet 

needs
• Medical Home: comprehensive, coordinated, family 

centered care
• Impact of child’s health on family
• MCHB core outcomes for CYSHCN
• Key indicators of CSHCN health & system 

performance

NEW DATA RELEASED NOVEMBER 28th 2007!!

http://www.cshcndata.org/


Survey yields over 100 indicators 
of child health & well-being at the 
national and state levels for 2003/04 
and 2007/8:

• Child’s health status: physical, emotional, dental

• Child’s health care – including medical home

• Child’s school & activities

• Child’s family & neighborhood -- including 
maternal health status

• Early childhood (ages 0-5)

• School-age (ages 6-17)

http://www.nschdata.org/


WEBSITE - www.childhealthdata.org
serves as an umbrella site for national survey data

Data Resource Center Tour



CAHMI’s Consumer-
Centered Quality 
Measurement Framework 
and Tools

•Three primary measurement tools yield over 45 integrated 
measures for numerous child subgroups. Focus 0n:

•Early Childhood Development
•Children and Youth with Special Health Care Needs
•Adolescent Preventive Care



• Focus of measurement: Collect data on key aims 
for quality across consumer relevant quality 
domains

• Data Collection Strategy: Collect data in ways 
that create a profile of performance at the child 
level.

• Scoring and Reporting: Report data in ways that 
tell a story to engage partners to act on 
information provided.

CAHMI’s Consumer Quality 
Information Framework



• Consumer Relevant Quality Domains
• The Basics (access, customer service, etc.)
• Healthy Development/Staying Healthy (prevention)
• Getting Better (acute care)
• Living with Illness (CSHCN)
• Changing Needs (e.g. major disability; end of life)

• Key Domains
• Results of Good Care (effective, equitable, safe)
• Steps to Good Care (effective processes, efficient)
• Experience of Care (patient-centered, timely, 

equitable)
*Used in national quality reports and by AHRQ, NCQA and IOM. Developed by CAHMI staff 
while at FACCT.

CAHMI’s Consumer Quality 
Information Framework*







All CAHMI’s Consumer-Centered Tools 
are in the public domain-WWW.CAHMI.ORG

• Promoting Healthy Development Survey (PHDS) * State, 
• Health Plan, and Provider/Office Level Applications
• Standardized Developmental and Behavioral Screening  

Measure (SDBS)
• Young Adult Health Care Survey (YAHCS)*
• CSHCN Screener* (integrated into numerous national surveys). 

Adolescent & Adult versions also available.
• CSHCN Quality Module/CAHPS CCC*: includes alternative 

sampling and/or scoring models to obtain information on all measures 
for CSHCN as well as Medical Home and other measures

• Medical Home Measurement Module 
• Standardized Ambulatory Care Sensitive Condition 

Hospitalization measure (ASCH) (negative indicator of overall 
primary care access and quality)

• Hospital Quality for LEP Children (toolkit and paper; survey in filed 
testing phase)

All tools are non-proprietary. Papers, reports, and/or toolkits are available.

* Endorsed by the National Quality Forum for voluntary use.



National Frameworks and Aspects of 
Care: CAHMI Tools

CONSUMER INFORMATION FRAMEWORK
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EXAMPLE:  Measuring the Quality of “Well” 
Child Care Services

Referral & Care 
Coordination

Medical History

Physical Exam

Procedures

Developmental and 
Behavioral 

Assessment

Anticipatory Guidance 
and Parent Education

Sensory 
Screening

MeasurementsImmunizations

Family Psychosocial
Assessment





Example from the Promoting 
Healthy Development Survey

• Six quality of care measures evaluated
• Measures 1-3: Anticipatory guidance and parental education

measures using a “needs met” scoring approach.
• Physical care of child
• Injury Prevention
• Child development and behavior

• Measure 4-5: Developmental surveillance and screening; 
whether provider asked parents about any concerns they may 
have about their child’s development and/or behavior

• Measure 6-7: Assessment of the Family: Whether provider 
asked about one of five core topics on family and parent 
emotional and mental well-being and smoking, alcohol and drug 
abuse in the home

• Measure 8: Family Centered Care: Whether provider interacts 
with the parent and child in a respectful manner, engages the 
parent as a partner in care and listens to and addresses parent 
concerns.



“Swamping” the System: 
Same PHDS Metrics Applied at All Levels of 
Change

Health plan, type of health care provider 
(Pediatrician, Family Medicine)

Medical group, office, individual 
health care provider

National, State, geographic region, county

Patient:

Parent & Child









Example Parent-Centered Intervention to Improve 
Quality



Advocacy Success 
Stories



Legislative Roles to Support 
Child Health Care Quality

1. Establish and regulate policies and allocate 
and monitor resources the support quality 
health care for children and adolescents

2. Assure that reimbursement policies support 
provision of good quality services

3. Assure that the provision and quality of 
services is monitored

4. Foster effective referrals and care 
coordination across health, public health, 
education, and human services





General Questions or Inquiries
cahmi@ohsu.edu
www.cahmi.org

Christina Bethell, Director, 
Child & Adolescent Health Measurement Initiative

bethellc@ohsu.edu
503-494-1892

Thank You

mailto:cahmi@ohsu.edu
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