
Partnering for Success: 

How Family Organizations and 

Title V Agencies Can Utilize the 

Data Resource Center for 

Child and Adolescent Health

Hosted by:



 About the CAHMI and DRC

 Using the Data Resource Center to advance 

data from National Survey of Children’s Health

 Discussions and Q&A

Agenda

Presentation Overview

Facilitators from the Child and Adolescent 

Health Measurement Initiative, 

Johns Hopkins Bloomberg School of Public 

Health (Department of Population, Family 

and Reproductive Health)

• Christina Bethell, PhD, MBA, MPH

• Narangerel Gombojav, PhD, MD

• Mary Wahl, MPH



Child and Adolescent Health 
Measurement Initiative (CAHMI)

The CAHMI is a national collaboration committed 

to measuring and improving the quality of health 

care for children and adolescents. 



“The mission of the CAHMI is to
promote the early and lifelong 
health of children, youth and 
families using family-centered data 
and tools that put children, youth 
and families at the center of quality 
measurement and improvement.”

CAHMI Mission



Quick Snapshot of the CAHMI
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Transformative Goals 
for Child Health

Transfomational 
Partnerships

Actionable Data

Promote Child 
Health and 

System 
Excellence

Inspire and Inform

Key  Strategic  Areas

• Measures: Family-centered MCH measurement & improvement at 

the national, state & local levels 

• Tools: Tools to inform and activate families as quality measurement 

and improvement partners

• Translation & Policy: Stakeholder facilitation to inspire, inform and 

track transformation and best practices

• Inside-Out: Facilitation, Partnerships & Innovation

Example Content Areas:

• Populations: Early Childhood; Transition to Adulthood; CSHCN

• Quality and Outcomes: Medical Home, Screening, Obesity, School 

Readiness and Engagement Flourishing, Family Health

• Mediators and Other Topics: Adverse Childhood Experiences; 

Flourishing, Resilience; Socio-Emotional Well Being; Mindfulness



How does the CAHMI achieve this mission? 
Top-Down; Bottom-Up; Inside-Out Strategies

• The CAHMI keeps the focus on family-centered health care. 

• Frameworks, education, advocacy, assistance

• The CAHMI builds the supply for family-centered measurement improvement strategies.

• Develops, translates, adapts, fills gaps

• The CAHMI builds the demand for family-centered measurement and improvement.

• Engage and empower families, facilitate family-system partnerships; demonstrates value and 
impact of family engagement (or cost of not doing so!); activate the “well-being” 
instinct/commitment among people, communities, organizations



CAHMI Project: 
Data  Resource Center for Child 
and Adolescent Health (DRC)

The DRC is a national center assisting in the design, development, documentation 

and public dissemination of user friendly information about, data findings on and 

datasets and codebooks for the National Survey of Children’s Health (NSCH).
childhealthdata.org

This project is supported by the Health Resources and Services Administration (HRSA) of the U.S. 
Department of Health and Human Services (HHS) under grant number U59MC27866, National 
Maternal and Child Health Data Resource Initiative, $4.5M. This information or content and 
conclusions are those of the author and should not be construed as the official position of or policy of, 
nor should any endorsements be inferred by HRSA, HHS or the U.S. Government.



 Learn to access, interpret, and use data from the 

National Survey of Children’s Health

 Learn to use the DRC website data query and related 

resources with a special focus on CSHCN

• Learn about the National Survey of Children’s 

Health 

• Use the Interactive Data Query

• Access across-state U.S. maps and comparison 

tables

• Get NSCH datasets, codebooks and assistance

• Tips on data in action

Objectives



1) To make available NSCH findings at the national, state, and regional level 
through an online, user friendly data query and website; 

2) To support Title V Maternal and Child Health Services Block Grant 
programs and partners in accessing and effectively utilizing national, state, 
and regional level data from the NSCH.

DRC Goals

Resources to 

Learn about the 

NSCH

Technical 

Assistance

Cleaned 

Datasets and 

Codebooks

Data 

Visualizations

(tables & maps)

NSCH 

Interactive 

Data Query



• Directed by the Maternal and Child Health Bureau in partnership with a 

Technical Expert Panel

• Administered by the Census Bureau

• CAHMI close partner since 1999

• Current years of the NSCH – 2016, 2017, 2018 and 2016-2017, 2017-2018 

combined

Archived years – 2003, 2007, 2011-12

Next data cycle will produce 2019 and 2018-2019 combined

• The 2016 version integrated content from the previous NSCH and the National 

Survey of Children with Special Health Care Needs (NS-CSHCN). The  NS-

CSHCN was discontinued. 

Archived years of the NS-CSHCN: 2001, 2005-06, 2009-10

• Annual survey starting 2016

• National and State estimates for all Title V Performance measures (NPMs) and 

Nation Outcome Measures (NOMs) from the 2016, 2017, 2018 and 2016-2017, 

2017-2018 NSCH are now available on the Interactive Data Query

What is the National Survey of 

Children’s Health (NSCH)?







User Friendly Resources to Learn About the NSCH



How do I access data on the DRC?

https://www.childhealthdata.org/



How do I access data on the DRC?

https://www.childhealthdata.org/



NSCH Content Maps



The DRC’s Interactive Data Query



View Findings in Tabular & Graphic Format



View Findings by Subgroups Subgroups

Age in 3 groups

Sex of child

Race/ethnicity of child

Race/ethnicity of child – with Asian 

Parental nativity

Primary language in household

Primary household language for Hispanic children

Family structure – 4 categories

Household income level

Household income level (SCHIP)

Highest education of adult in household

Military status of adult(s) in household

Family resilience

Adverse Childhood Experiences – 8 items

Adverse Childhood Experiences – 9 items

Special health care needs status

Complexity of health care needs

Emotional, behavioral, or developmental issues for 

which treatment or counseling is needed

Family resilience

Medical home

Current insurance status

Adequate and consistency of health insurance

Consistency of health insurance coverage

Type of health insurance

Well-functioning system of care



View Findings By States or Regions or Across All 

States or Regions At the Same Time



Compare Data Across States



Across State Comparison Tables



Compare States Across Multiple 

Measures



Compare States Across Multiple 

Measures



Compare States Using Single-Measure Maps



How Do I Access the NSCH Datasets

The datasets are available to download at:

 DRC website: 

http://childhealthdata.org/help/dataset

 US Census Bureau website: 

https://census.gov/programs-

surveys/nsch/data/nsch2016.html

http://childhealthdata.org/help/dataset
https://census.gov/programs-surveys/nsch/data/nsch2016.html


DRC “Ready to Use” Datasets

DRC data set includes:

 All variables released in the Census public use file 

 All DRC indicators and items shown on the DRC website: coded/constructed 

Child and Family Health Indicators and demographics

 All constructed NPMs and NOMs

Available Formats: 

SAS, SPSS, Stata (some years) and CSV

Labels and Formats: 

Variable, value labels and missing values

are clearly labeled

A codebook, other survey documents, online resources will also 

accompany the datasets.



Why Request a CAHMI DRC Dataset?
Features Census PUF 

file

CAHMI DRC data 

Set

Dataset Format

• SAS  

• Stata  

• SPSS 

• CSV 

Available data

• Single item variables from NSCH questionnaire  

• Coded/constructed Child and Family Health Indicators displayed on the DRC website 

• All coded constructed NPMs and NOMs 

• Basic coded/constructed demographic and other variables  

• Additional coded/constructed demographic variables and subgroups 

• Recoded survey items collapsing categories to produce valid estimates (state) 

Labels and Additional Resources

• Variable, value labels, and missing values created & labeled for coded/constructed variables   (+SPSS; +newly

constructed variables)

• Codebook with measure descriptions (denominator, numerator, how it is constructed, changes across years)

and codes for constructed variables (SAS, SPSS and Stata (coming))




DRC Codebooks
Serve as a resource for researchers and analysts 

to understand how the indicators and measures are 

conceptualized, constructed and interpreted. 

Contents:

 Survey information: overview, weighting, 

variance estimation, data availability/access, 

imputation, missing values

 Description of indicators, measures and items

 Notes for data users

 Revisions of the indicators/items across survey 

years

 Syntax and codes

 Unweighted frequency tables



Tips for Data Analysis – Variance Estimation

 Use a statistical software with the capacity to take into account the 

complex sampling design to appropriately calculate the variances, 

the associated standard errors, and confidence intervals required for 

accurate statistical hypothesis testing. 

• SUDAAN 

• SAS survey procedures 

• Stata

• WesVar

• SPSS Complex Samples

Sampling plan should be set up:

• Strata: FIPSST (state of residence) 

and STRATUM (households with 

children)

• Cluster: HHID (unique household      

identifier)

• Weights: FWC (adjustments are 

required in a combined data set)



What Will Happen If You Do Not Apply Weighting and 

Complex Sample Design Adjustments Appropriately?

 Unweighted estimate  Weighted estimate



Accessing Census & MCHB NSCH documents
https://census.gov/programs-surveys/nsch/data.html https://mchb.hrsa.gov/data/national-surveys

https://census.gov/programs-surveys/nsch/data.html
https://mchb.hrsa.gov/data/national-surveys


If you are having trouble with our website or have any 

questions about the DRC and surveys, please visit our FAQ. 

If you’re question cannot be answered, feel free to email us at 

info@cahmi.org * ** We try to respond within 48 hours.

*Due to limited capacity, we prioritize questions submitted by 

Title V leaders, families, and family organizations. As our 

team is able, our goal is to provide quick replies to all 

questions and requests for information

**Every email sent to our TA will receive an auto-reply in 

return.  This auto-reply will address most common questions 

and provide fast links to resources.

To keep our TA efficient, we only respond to questions and TA 

that fall outside the content of our auto-reply. 

Need Help? Get Technical Assistance

mailto:info@cahmi.org


How to Cite DRC

Data Source:

National Survey of Children’s Health, Health Resources and Services 

Administration, Maternal and Child Health Bureau. 

https://mchb.hrsa.gov/data/national-surveys

Citation:

Child and Adolescent Health Measurement Initiative. [Title of the 

document] [Insert name and year of survey]. Data Resource Center for 

Child and Adolescent Health supported by the U.S. Department of Health 

and Human Services, Health Resources and Services Administration 

(HRSA), Maternal and Child Health Bureau (MCHB). Retrieved [mm/dd/yy] 

from [www.childhealthdata.org].



A Short Course in Making 
Data Come Alive



Making Data Come Alive in four easy steps!

Step 1: Select a relevant data point to your research, 

program or policy.

Step 2: Frame your message.

Step 3: Translate the data point into a meaningful concept.

Step 4: Present your findings to your audience.

Example

13.8 million children in the U.S. have 

special health care needs. This would fill 

192,000 school buses and stretch 1,637 

miles—greater than the distance from 

Washington, DC to Denver, CO! (2016-

2017 NSCH)

Example

2.1 million CSHCN have parents 

who cut back and/or stopped 

working due to their child’s 

condition. This is equivalent to the 

number of people who work for the 

US Federal Government. (2016-

2017 NSCH)



All of the CSHCN living in Maryland would fill 3,586 

school buses and stretch 31 miles

How far would the buses span if they were 

filled with subgroups of Maryland CSHCN?

Publicly Insured: 8 miles

Privately Insured: 20 miles

Uninsured: 1.2 miles

White: 11.5 miles

Non-white: 19 miles



Questions and Discussion



THANK YOU!

www.cahmi.org

www.childhealthdata.org

www.wellvisitplanner.org

www.mch-measurement.org

http://www.cahmi.org/
http://www.childhealthdata.org/
http://www.wellvisitplanner.org/
http://www.mch-measurement.org/

