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4 DRc  Learning Objectives

A project of CAHMI

Increase your understanding of the National Survey of Children
with Special Health Care Needs and the National Survey of
Children’s Health.

Understand how you can easily access these survey data on the
Data Resource Center website.

Become aware of resources available to you through the Data
Resource Center.

Learn about initial findings from the 2009/10 NS-CSHCN and
2007 NSCH on CSHCN with autism spectrum disorders.

Discover more ways that you can effectively use the data
available on the DRC website.


Presenter
Presentation Notes
Key objectives for the audience.
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1 "DRC  Why We Need Data!

ect of CAHMI

> ldentifying/documenting needs and performance

> Building partnerships

> Educating Ourselves and Policymakers

> Advocacy

> Grant Writing

> Research
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Your Data ... Your Story

¥

Data Resource Center for Child & Adolescent Health

About the Data

Learn About

Resource Centar the Surveys

‘needs than privately insured

a@wn®

Browse the Data

Survey Fast Facts

Quick Data Search

Browse by State

How to Use This Site

p

Welcome to the Data Resource Center for Child & Adolescent Health!

Welcome to the newly redesigned DRC website. Take a tour of the site and give us your feedback.

The mission of the Data Resource Center (DR.C) is to take the voices of parents, gathered through the
Mational Survey of Children's Health (NSCH) and the Mational Survey of Children with Special Health
Care Needs (N5-CSHCHN), and share the results through this online resource so they can be used by
researchers, policymakers, family advocates and consumers to promote a higher quality health
careeeee system for children, youth and families. ¥ Learn more about the DRC

DRC Highlights

¥ Child Obesity State Report Cards
M MNew NS-CSHCN Data Trends

w New chartbook comparing CSHCHN with
children who do not have special health
care needs

Most Popular Topics

What you can do on the DRC website?

- Learn about the National Survey of Children’s
Health and the National Survey of Children with
Special Health Care Needs

= Browse national and state findings on hundreds
of child health indicators

- Search data based on numerous important
topics and subgroups of children

=« Download and orint snanshot orofiles on keyv

é Ask us a question | Request a dataset
K Open your data briefcase

Keyword Search

Data at a Glance

At your fingertips—easy-to-read data
snapshots for each state

State/Region MNationwide v

Browse Data Snapshots

Connect with the DRC
Sign up for email updates

. -~

+% childhealthdata Mational study finds

Fiore phat providing insurance to the

poor helps them maintain both
heakth and financial stability:
http:/ft.cofy0X8HIb

4 days 2go * reply * retwest  favorite

i ‘a; childhealthdata 1 in 5 high school
PR ctudents meets the medical
criteria for addiction, according to
a Colurmbia study. Read an article
at http://t.cofa3oxdH2
& d=ys ago * reply * retweet + favaorite




S

” Yy
[ ]

...

1'.‘DRC Data Sets Available on the Data
woecoican Resource Center (DRC) Web Site

- 'H,_H - R

f, . M / Mational Survey of R
/ National Survey of \ [/ Children with Special \
[ Children’s Health '| |' Health Care Needs I'l
(NSCH) ] u (NS-CSHCN) )
2003 & 2007  / \ 2001, 2005/06. & 2009/10 /
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Presenter
Presentation Notes
Data from two national surveys from five years. 


National Survey of Children with

I PBH(% Special Health Care Needs (NS-CSHCN)

> Conducted to produce national and state-based
prevalence estimates of children with special

health care needs (CSHCN), their health and
experiences with the health care system.

» First conducted in 2001.

> Repeated in 2005/06 and in 2009/10.


Presenter
Presentation Notes
It is may first be helpful to provide some basic information on these two national surveys to enrich your understanding of what data are available and how they may be used through the DRC.

More depth could be provided on the survey methodology during the interactive workshop—see PowerPoint #2.
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q" DRC NS-CSHCN Main Topic Areas

ect of CAHMI

>
>
>
>
>
>
>
>
>

Child’s Health and Functional Status

Access to Care—Use of Services and Unmet Needs
Care Coordination

Family-Centered Care and Shared Decision Making
Transition Issues

Developmental Screening

Health Insurance

Adequacy of Health Insurance

Impact on Family
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j"’béc The NS-CSHCN and System of Care

A project of CAHMI

Maternal and Child Health Bureau (MCHB) Core Outcomes
Covered by NS-CSHCN Survey Measures:

Families are Partners in Health Care Decision-Making
Care is Received within Medical Home

Adequate Insurance to Cover Needed Health Services
Early, Continuous Screening for Special Health Care
Needs

Community-based Service Systems Easily Used by
Families

6. YSHCN Receive Services for Successful Transitions into
Adulthood

e N =

o



+“¢  National Survey of Children’s Health

4 DRC (NSCH)

> Conducted to produce national and state
estimates of the health and well-being of
children, youth and families.

> First conducted in 2003 and again in 2007.

> The 2011 NSCH is “in the field.”
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4 brc  The NSCH and Healthy People

A project of CAHMI

Healthy People 2020 Objective Areas with Relevant
2007 NSCH and/or 2009/10 NS-CSHCN Measures

Access to Health Services

Adolescent Health

Disability and Health

Early and Middle Childhood

Hearing and Other Sensory of Communication Disorders
Immunization and Infectious Diseases

Injury and Violence Prevention

Maternal, Infant and Child Health

Mental Health and Mental Disorders

Nutrition and Weight Status

Oral Health

Physical Activity

Respiratory Diseases

Sleep Health

Substance Abuse

Tobacco Use

Vision T

VVVVVVYVVYVYVVYVVYVYVVYYVYY


Presenter
Presentation Notes
The NSCH covers a broader topic range more inclusive of the full context of a children’s lives compared to CSHCN. Many of the NSCH topic areas map to Health People 2010 focus areas and objectives related to child and adolescent health. The DRC is currently mapping the NSCH topic areas to the Healthy People 2020 goals. Similar to the 2009/10 NS-CSHCN, more detail on the 2007 NSCH topic areas can be found in the 2007 NSCH Guide to Topics and Questions and/or Topic Map documents.



q" DRC Both the NSCH and NS-CSHCN

ect of CAHMI

> Are administered using State and Local Area Integrated
Telephone Survey (SLAITS) methodology.

> Include independent random-digit-dial samples for all 50
states plus D.C.

» Screen households for children under 18 years of age.

o Both surveys use the CSHCN screener, but the NS-
CSHCN ONLY includes CSHCN.


Presenter
Presentation Notes
“The State and Local Area Integrated Telephone Survey (SLAITS) is a mechanism that permits survey sponsors to collect data using customized questionnaires and the National Immunization Survey sampling frame. Because the National Immunization Survey contacts nearly one million households annually, this frame can be customized to target particular subgroups of the population (source: http://www.cdc.gov/nchs/slaits/faq_potential_sponsors.htm).”

Other differences exist between the surveys in terms of their methodologies; this information can be found on the DRC website. However, it is important to keep in mind, that CDC’s National Center for Health Statistics is responsible for the administration of these surveys. The DRC produces and disseminates the survey data.
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4 DRC  CSHCN Screener Overview

A project of CAHMI

CSHCN are identified in the NS-CSHCN and the NSCH using the
CSHCN Screener: a five-item, parent-reported tool designed to
operationalize the federal Maternal and Child Health Bureau
(MCHB) consequences-based definition of CSHCN.

» The CSHCN Screener focuses on the health consequences rather than on
the presence of a specific diagnosis or type of disability.

> The screener assesses children's health care needs status by using
questions that ask about need or use of services, prescription
medications, specialized therapies, and having functional difficulties
due to an ongoing condition.

> The non-condition specific approach used by the CSHCN Screener
identifies children across the range and diversity of childhood chronic
conditions and special needs, allowing a more comprehensive assessment
of health needs and health care system performance.



Presenter
Presentation Notes
Note that the Screener does not include the “At-risk” component of the MCHB definition of CSHCN.


.+ Final 2009/10 NS-CSHCN Sample

4 DRC including CSHCN with ASDs

» Data were collected from July 2009 to March 2011.

> 40,242 total interviews were completed throughout the
U.S.

e Minimum: 751 in District of Columbia
o Maximum: 878 in Texas

> 3,055 CSHCN, age 2-17 years, were reported to have
current autism, Asperger’s disorder, pervasive
developmental disorder, or other autism spectrum
disorder.


Presenter
Presentation Notes
More information on the NS-CSHCN and NSCH is provided in the “#2 Introduction to the NSCH and NS-CSHCN” PowerPoint that could be adapted for the interactive workshop component.
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4 DrRc  Weighting and Estimation

A project of CAHMI

» Sampling weights permit national and state estimates of
child health and well-being.

« For example, an estimated 4.8% to 7.9% of CSHCN age 2-17
years have current autism spectrum disorders (ASD) nationwide.

o According to the 2009/10 NS-CSHCN, current prevalence of ASD
among CSHCN age 2-17 years ranges across states, from a low
of 4.5% in Mississippi to a high of 14.3% in New Jersey.

> Sampling weights are adjusted for potential non-
response biases and to account for non-coverage of non-
telephone households.
o Sampling weights are further adjusted to match American

Community Survey (ACS) population totals for various
demographic groups.


Presenter
Presentation Notes
More detailed information regarding weighting and estimation can be found on the DRC website.
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j’"'DéC On the DRC Website...

A project of CAHMI

What normally would have to be done to
get data findings:

1. Dow tudy content
| elect topics,
up alysis
soft g

(hou / clean, code for
missin putation if
neede

2. Determin coring, construct
variables concepts and
coding, ding

3. Subpo nstruct subgroup
varia

4. Co \ustment to
st sampling

Now people can:

Click on a topic

Get tables and graphs
already made

Compare across all

states and subgroups of
children with a point and
a click!

Download and use in
presentations, reports,

data briefs, etc.
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4 brc  What Features are Available?

A project of CAHMI

» Search and compare national, state, and regional survey
results for subgroups of children (age, race, sex, income,
iInsurance and health status, etc.)

» (et topically focused data snapshots and profiles

> Get expert help — by e-mailing us your questions, plus get
links to other data sets and resources




9 Askous a question | Request a dataset
B Sign Into Access Your Briefoase

.y

Your Dat Your St

L PR wur Data ... Your Story
1 Data Resource Center for Child & Adolescent Health

Keywiord Search

e J

Home = Get Help = Azk Us a Question

Ask Us a Question

Hawe a question? We're here to help.

Get Help

How to Llse This Site

Ask Ls a Cuestion

+ Perhaps there is an answer in our Frequently Asked Questions.
Rerguest a Dataset + Take an Online Tour of the DRC website to learn how to search for data and use this site.
Slegsa + Get Fast Facts about the NSCH and NS-CSHCM sunvey's.

+ Review Guides to Topics and Questions in the surveys.

Additional Resources . . .
Still hawe a question? Please email us.

Cur goal is to provide quick, thorough replies to your questions and requests for information.
DRC staff members make every effort to respond within 2 to 3 business days.

Data Toaols

(Get Print Yersion To ensure delivery to yaur inbox (not junk mail) please add donotreply@childhealthdata.org to your email

Download PDF address book.

Ermail Page
Kl Share Fage

E  Tweet Page
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*  Common Technical Assistance

4’ “DRC
ect of CAHMI Requests

Website Assistance/Where to Find Information
Indicator/Measurement Development
Downloadable Data Sets and Variable Codebooks

Conceptualizing Research and Application of the
Data

Interpretation of Data
Understanding the Surveys
Resource Location

New Data Analysis Needs

vV VYV V V

vV VYV V V



4" DRC Other Features Available

ect of CAHMI

Get resources
findings in a valid and effective manner

> Download cleaned, labeled state-specific
national survey datasets with pre-constructed
Indicators and additional variables (SAS &
SPSS)

> Sign up for regular e-updates, twitter and
Facebook posts

» Find out about and access the latest

publications, reports and abstracts using the
national survey data




'S ...

4 prc  Your Data Briefcase

A project of CAHMI

s 6 fsk us a question | Reguest a dataset
.' -
. M W elcome, Julie
& \v.n At bur Ston

1 Data Resource Center for Child & Adolescent Health

W Access Your Briefoase

Kenynvord Search

Put Data m
into &ction

Browse the Data

Your Data Briefcase

Prafila Chverviaw An online "ariefcase” allows you to save your data query results, state data snapshots, and content pages in a folder
far future reference. You can return to this folder at any time to view and print sawved briefcase items. Any page on
Update Profile the Data Resource Center (DRC) can be added to your Briefcase by clicking on "Save to Briefcase” on the |eft

e Peserias column of each page.

Mote: You will need to be logged into your account to save items into wour briefcase. The "Save to Briefcase" data

Change Email Address tool will not be available if you are not logged into your account.

“iew Briefcaze

x Browse by Survey and Topic--Data Resource Center for Child and Adolescent Health
Logout

Examples of Data Use--Data Resource Center for Child and Adolescent Health
CSHCMN 2005406: % of childrenfyouth (ages 0-17) with special health care needs, Mationwide

MSCH Mental Health Profile

State-Specific Survey Results for Title % Meeds Assessment

X X X % X

How to Use Data Effectively--Data Resource Center for Child and Adolescent Health

Sign up for E-updates dbout CAHMI Contact Us : by L and PHw




o ., Sy National Survey of Children with Special Health Car

[ R b t. EJ'J- Data ... ‘:/D.'_.CF:SELO.-;” f (20097'0 NS-CSHCNJ
dla nesource wenter 1or
A project of the Cllsemmmmmmmeee! Health Me: FAST FACTS about the SURVEY

What is the National Survey of CSHCN?

e Anational telephone survey conducted for a third time during 2009-2010; previous
administrations of the survey took place in 2000-2001 and 2005-2006

About the Data Learn About

. c Browse v = D
Resource Cente the Surveys .

Mational Survey of Children’s Health
{NSCH)

e Independent random samples taken in all 50 states and the District of Columbia

Mational Survey of Children with

Special Health Care Needs (CSHCN) e Telephone numbers are randomly generated and called to find households with one or mar

under 18 years old. Trained interviewers ask parents or guardians a series of questions for
1 children in the household to identify those with special health care needs

Guide to Survey Topics and

: . . . . 0, atotal of 372,698 children under 18 years old from 196,159 households wer
10 National SUI’VE}" of Children with SPEBIE| Health Care Needs identify those with special health care needs. Final Screener datasets have 371

{2009”1} NS-CSHCN} er 18 years old, in order to maintain confidentiality of respondents.

242 detailed CSHCM interviews were collected during 2009-2010; at least 750

Sampling and Survey Administration Process
ed in EACH state and the District of Columbia

takes about 33 minutes, on average, to complete
m 110 NS-CSHCN was administered in English, Spanish, Mandarin, Cantonese, Vie

—_— Farent ar guardlan Is asked about the age and
genger for all children In HH
{About 3,700 to 5500 HHs with chifdren

contscred in ecn state)” ation is available for EACH state?

=d prevalence and number CSHCN in the state population, and the estimated p
m ith children having one or more CSHCN under 18 years old

A% GhgrEn In HH a7 serezned for having spacil CSHCM interviews providing detailed ImIfnrmaan about each state's CS.HCN po

healtn cara naeds for subgroups such as age, race/ethnicity, family structure, household income,

{About ..'_‘_E'm o .‘I:'_ J00 chfdren screened n esch siaie)
Prayalance of CSHCON: 15.1%

s are covered by the CSHCN Interview?

1 CSHCN in ' CSHCN Non-CSHCHN h and functional status; including current conditions and functioning difficulties
idamly pick one - .
e et TES Do any children in HH have due to health conditions
Interview special health care nesda? n .
A n h insurance status and adequacy of coverage

50-B50 CEHCH
8 per atata alth care — including types of health care services needed and any unmet nee

edical and dental care, and specialty services received

Ak NE-CSHCON Interdiaw Survey
Sl T FRm O e mmmerdard T s




." 6 Ask us a question | Request a dataset
P P s ¥ Open your data briefcase

Data F{es mL]rCéA(')ént"er for Child & Adolescent Health

j’ '
About the Data ~ Learn About
Resource Cente the Surveys

Guide to Topics & Questions Asked

Browse 1 »

Mational Survey of Children’s Health
{MSCH)

Mational Survey of Children with Special Health Care Needs, 2009/10

Mational Survey of Children with
Special Health Care Meeds {CSHCH)

MOTE: Telephones are dialed at random to identify households with one or mare children under 18 years old. The interviewse
speak to the parent ar quardian who knows the maost about the child's or children's health and health care. [fhe or she is not
multiple call back attempts are made to reach them. Ifthe parent or guardian's languade is not English, arrangements are m

Guide to Survey Topics ang hack later to administer the survey in anather language.

Questions

**Denotes that original wversion of the variahle is not released publicly. Variable may be recoded ar amitted in puhlic use data
Survey FAQs
CLICK on the question numhers in hlue text below ta view the full text of the question and its response options.

Fast Facts about the Surveys e SECTION 1- NIS/SLAITS Eligibility

& SECTION 2: Initial Demographics
(dlth and Functional Status

Survey Methods and Documentation

12009 B |Care—Use of Senvices and Unmet Meeds
lination
CSHCN2009 intered Care and Shared Decigsion Making
1l5sUes
ction 2. INITIAL SCREENING 1ental Screening (B-17 years)
TRODUCTION The next questions are about any kind of health problems, concerns, or conditions that rance
may affect your (child/children)'s physical health, behavior, leaming, growth, or physical iTHealth Care Coverage
development. Some of these health problems may affect your (child/children)'s abilities -armily
and activities at school or at play. Some of these problems affect the kind or amount or 10 Guestions
senices your (child/children) may need or use. phics
 HCH1 (IF 5_UNDR1S8=1, INSERT 'Does your child/ IF S_UNDR13 = 1, INSERT Do any of Dernographics
your children’) currently need or use medicine prescribed by a doctor, other than
vitamins?
AITS Eligibility
a1 YES
(02) MO [SKIP TO CSHCN2] than 18 years old live in this househald? (S_UNDR1 &)
(771 DONT KNOWY [SKIP TO CSHCMZ] |
99) REFUSED [SKIP TO CSHCNZ) |

READ IF HECESSARY: This applies to AHY medications prescribed by a doctor. Do not include )
guer-the-counter medications such as cold or headache medications, or any vitamins, Dem‘:"gl aPhICS
minerals, or supplements that can be purchased without a prescription. THESE QUESTIOHS

REFER OHLY TO A CURRENT CONDITION. THE RESPOHDENT SHOULD ONHLY REPLY WITH "VES™ IF
THE “HI I TI1IPPEHTI VHAT A CDECIAL HEAI TH ~ADE HEED kAt racod Arriecea Feodicine rreecrrilBad Foos Aectar Atlhar fadu] B el TE RS
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j’"béc Data Available on the DRC Website

A project of CAHMI

Interactive Data Snz E)f",il()'[i‘)

> Interactive State Ranking Tables
o View and compare all states at the same time
o Get maps comparing each state to the nation

> Interactive Query for Individual Outcomes,
Indicators and Single ltems

o Search by state, region, and nationwide
o Stratify by numerous population subgroups

o« Compare all states on individual items, indicators or
outcomes

o Trend across survey years where possible



é Ask us a question | Request a dataset
K Open your data briefcase

¥,
LR

7, e MYyt e — -
® .5y Your Data ... Your Story

Data Resource Center for Child & Adolescent Health

Pord Search

About the Data Learn About
Resource Center the Surveys

Browse the Data

Get Help

Data at a Glance

Survey Fast Facts

At your fingertips—easy-to-read data
snapshots for each state

Quick Data Searc

Browse by State

‘needs than privately insured

a«anw How to Use This

Welcome to the Data Resource Center for Child & Adolescent Health!

Welcome to the newly redesigned DRC website. Take a tour of the site and give us your feedback.

State/Region MNationwide

The mission of the Data Resource Center (DRC) is to take the voices of parents, gathered through the Browse Data Snapshots
Mational Survey of Children's Health (NSCH) and the Mational Survey of Children with Special Health
Care Needs (NS-CSHCN), and share the results through this online resource so they can be used by 7' ~t with the DP°

20 up tu,

. o

v#  childhealthdata National study finds

researchers, policymakers, family advocates and consumers to promote a higher quality health
careeeee system for children, youth and families. ¥ Learn more about the DRC

What you can do on the DRC website?

DRC Highlights _ _ T10% that providing insurance to the
_ _ - Learn about the National Survey of Children’s poor helps them maintain both
W Child Obesity State Report Cards Health and the National Survey of Children with health and financil stabilty:
. http://t.co/y0xaHlb
'b | LN (.
New NS-CSHCN Data Trends _ Special Health Care Needs 4 dmye 2o reghy - retwrest - Favarie
» New chartbook comparing CSHCN with - Browse national and state findings on hundreds et 1 10 5 hih schodd
. . ATy chi aaithaaca In I SCnoo
children who do not have special health of child health indicators e students meets the megiml
care needs - Search data based on numerous important Crgelﬂa fg_f E‘Sdt'jiz‘l—'tic'gr E'gcmdi:jtﬁ_' ItD
d LolumDR@ study. kead an arcicle
topics and subgroups of children at http :_,-.,-t,c.:,_,-ag.:,mHg

go * rephy * retweet + favaorite

Most Popular Topics « Download and orint snanshot orofiles on kew & day



OPTION 1: The DRC 360 “Get Started” Tour
Step 1: Just click on your state.

HRSA Regions

HE=A Region ]
HRESA Region 11

HE.SA Region 111
HE=48 Region IV
HE.ZA Region W
HE.ZA Region Wi
HEZA Region WII
HE.ZA Region WIII
HESA Region I
HESA Region X




Drovese Dy oUdifive y G 1 Upic

el Step 2: Select a profile of interest.

Browse Data Trends choose youl

Get Us Data Maps To wiew your data snapshot, follow the two easy steps below:
tedical Home Data Portal 1. Click on the map (a state, region or nationwide) to wiew your snapshot.

2. Select a snapshot from the list of categories below.
Browese Title % Topics

1. Click on your state, HRSA Region, or Nationwide to view your snapshot.

HRSA Regions

HRESA Region |
HRSA Region
HRESA Region 1
HRESA Region W
HRESA Region W
HRESA Region Wl
HRSA Region vl
HRZA Region wIll
HREA Region I
HRESA Region =

Get Print “ersion

Download POF
Em=zil Fage
E3 Share Page

E  Tweet Page

2. Select a Snapshot from the Categories below. Customizable profiles, where you can choose
your own indicators, are marked with an asterisk™.
MNationwide

=l Owerall Health and Health Care Topics
Kevy Indicators of child health status, insurance and health care accecess, and famiky'social content

2007 MNECH Mational and State Chartbhook Pages

2007 MECH Child Health Indicators Custamizable Snapshot*

2003 MESCH Mational and State Chartbook Pages

2003 RMSCH Child Health Indicators Customizable Snapshot*®
20032-2007 MSCH Comparison Mational and State Charthook Fages
20091 0 MNS-CSHCK Mational and State Profile Pages

200506 ME-CEHCMH ~ational and State Chartbook Pages
2001 BES-CEHCK Mational and State Charbook Fages
2005/06-2009M1 0 MS-CEHCM Comparison Mational and State Profile Fages
2001-200506 MNS-CSHCK Comparison Mational and State Chartbook Pages
*l Health Care System Cuality and Performance
Topic-Specific: Quality indicators, Medical Haorne & Health People 2010

+l Disparities in Child Health Across Populations
Tonic-Snecific: C2SHCR wvs BNopn-CS2SHCR Race/EthAicity & Rural-Lirban Status




Step 3: Then view a range of
measures and select any.

200910 National Survey of Children with Special Health
Care Needs

Return to Snapshot Selection
Compare Survey Years 2001-05/08
Compare Survey Years 2005-02/510

2001 Profile
2005506 Profile

Nationwide Profile

Click on any rowy of data in the table below to views detailed results by age, racefethnicity, household income and other subgroups.

CSHCH Prevalence

Chilad Health

Percent of children who hawve
special health care nesds:

CSHCH Prevalence by Aae

Age 0-5 yvears

Age 611 years

Age 1217 years

CSHCH Prevalence by Sex

CSHCM whose conditions affect their activities usually, always,
ab & grest deal

CSHCM wwith 11 or more days of school absences due to illness

Heahlth Insurance Cowverage

Pzl 17.4 17.4
Female 12.T 127

CSHCH Prevalence by Hispanie Origin and Race

CSHCM wwithout insurance st some point in past year
CSHCM wwithout insurance at time of surwey
Currently insured CEHCR whose insurance is inadeguate

Access to Care

Mon-Hizpanic 14.5 14.5
Wahite 14.6 14.6
Black 15.% 159
Crther 11.8 11.5

Hizpanic .6 95
Spanizh Language Household 6.4 5.4

CEHCM with any unmet need for specific health care services
CEHCM with any unmet need for family support services
CEHCH needing a referral who hawve difficulty getting it

CEHCH wwithout & usual source of care when =sick (or who rely on
the emergency room)

CEHCM wwithowut any personal doctor or nurse

Famiby Centered Care

CEHCH wwithout family-certered care

CEHCM whoze families are partners in decizion making st all levels, and who are satizfied with the services they receive

CEHCM wwho receive coordinated, ongoing, camprehenzive care within a medical hame {b

CEHCH whose families have adequate private andfor public insurance to pay for the services they need

CEHCM who are zcreened early and continuausly for special health care needs

CEHCM whose services are arganized in ways that families can use them easily

Youth with special health care needs who receive the services necessary to make appropriste transitions to adult health

care, wark, and independence

CESHCM whose services are organized in way s that families can use them easily

Youth with special health care needs who receive the services necessary to make appropriate transtions to adult heath

care, work, and independence

Estimates based on sample sizes too small to meet standards for reliakility or precision. The relative standard error is grester than or

ecual to 509




This takes you to your state’s findings
for that measure.

Current Search Cniteria
Survey: 200910 Mational Sunvey of Children with

Special Health Ca MCHB Core Outcome #2: CSHCN who receive coordinated, ongoing, comprehensive care
Starting Point: within a medical home
Indicators CSHCM age 0 -17 years

Nationwide vs. California

Edit Search Criteria

State/Region: N3
Topic: MCHE Co

Chuestion: Outco
coardinated, ango
medical home (de

Cutcome #2: Cf
comprehensive

Mationwide

California

Cutcome successfully achieved Cutcome not achieved

] I Mationwide B Califomia
Cl. = 95% Confide

n = Cell size. Use caution in interpreting Cell sizes less than 20.




Step 4: Select a subgroup to view

your state findings.

Current Search Cntena

Survey: 200910 National Survey of Children with
apecial Health Care Meeds

Starting Point: MCHE Core Outcomes and Key
Indicators

State/Region: Mationwide vs. Califarnia
Topic: MCHE Core Outcames for CZHCN

Cuestion: Outcome #: CEHCM who receive
coordinated, ongoing, comprehensive care within a
medical home (details)

Cutcome #2: CSHCMN who receive coordinated, ong
comprehensive care within a medical home {details)

Outcame not
achieved

Clutcome
successfully
achieved

Matiomwide % 43.0 57.0
C.l. 421-43.3 (56.2- 4T 49)
fi 18,279 20,671
Fop. Est 4 613,661 6,126,183
Califarnia % 38.3 61.7
Cl (339-42N (57.3-66.1)
h 249 493
Fop. Est. 365,908 589,751

Edit Search Criteria

Compare States:

California

Compare Subgroups:

zelect a Subgroup

oelect a Subgroup

Age - 3 groups

Sex of child

Race/ethnicity

Primary language for Hispanic CSHCHN
Specific types of special health needs
Emationalibehavioral/developmental issues
Farnily structure

Insurance status

Type of insurance

Consistency of insurance coverage
Adequacy of current health insurance

100.0

C | = 35% Confidence Interval. Percertages are weighted to population characteristics.

n = Cell zize. Usze caution in interpreting Cell zizes less than S0.




Current Search Critena
Survey: 200940 Mational Survey of Children with

Special Health Care Meeds

Starting Point: MCHE Core Outcomes and Key

Indicatars
State/Region: Nationwide
Topic: MCHE Caore Outco

Ouestion: Outcome #£2: C5
coordinated, ongaing, comp
medical home [details)

Sub Group: Outcame sucg
of insurance

(

Select a response categar

Matiormwide S
C.l.
n
Faop. Est.
Califarnia %o
Cl. (3
h

Fop. Est.

Cl. = 95% Confidence Interval.
n = Cell zize. Usze caution in intg
Estimates bazed on samy

Matiorwide

Califarnia

The relative standard errar is greater than 30%.

This takes you to your state’s
Medical Home findings by insurance

type.

Yo

Cl

n
Fop. Est.

Yo

Cl

N

Fop. Est.

~ Private
Insurance
only

1.2
(20.1-52.4)
124,124
2,810,201
47.0
(41.2-52.8)
212
260,211

- Fublic
Insurance
only

34.0
(324 -359.9)
4115
1,282 062
254
(17.4-3535.4)
o
64 745




1 DRC
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ect of CAHMI

YV V V V Y

Y VYV

All 50 states, D.C., and 10 »
HRSA regions

Age

Sex of child >
Race/ethnicity of child >
Primary household >
language

Household income level *»

Household income
(SCHIP)

Family structure

Full Menu of Subgroups Available

Special health care needs
status (NSCH only) and/or

type
Type of insurance
Consistency of insurance

Presence of a medical
home

Presence of an emotional,
behavioral or
developmental problem

Adequacy of health
Insurance



Step 5: See where your state
ranks across all states by selecting
“all states™ as the comparison

Current Search Criteria grOU p
Survey: 2009410 Mational Survey of Children wi

opecial Health Care Needs

B e e

All States
Starting Point: MCHE Core Outcames and Key Unselect State or Region

Indicators All States
State/Reqion: Nationwide vs. California All Regions
Alabama

Topic: MCHE Core Qutcomes for CEHCN Alaska

Cuestion: Outcome #: CIHCMN who receive Arizona
. . . L Arkansas
coordinated, ongoing, comprehensive care within a

, : California
medical home [details) Colorado

Sub Group: Outcome successfully achieved x Type Connecticut

. Delaware
of insurance s i
Oistrict of Columbia

Flarida
(Seargia

L . _ Haraii
within a medical home (details) Idaha

Cutcome #2; CSHCM who receive coordinated, ongoing, 4

linais
Indiana

: : oy
Frivate Public Both pu .ocoe

insurance Insurance  pPrivaes
only only Insurance

Matiomwide % 51.2 34.0 35.3 24.2
.. (501-524)  (32.4-355  (321-386  {18.9-285)
i 12,129 4114 1,011 318

oelect a response category | Dutcome successfully achieved




Current Search Cntena Step 6: C“Ck on yOur State tO
Survey: 2003410 Mational Survey of Children with get baCk to q ueryi ng by Other

special Health Ca Dutcome #20 CSEHCHN who receive

et frome (detais) subgroups in your state

Hotes: Click on the Columin Header to sort the

State/Region: AR yoyer over the text in the table.

Topic: MCHE Cor

Top 10
States

—

Alabama
Hertucky
Kanzas
Messy Hampshire

Indizna

Outcome #2; (]
home (details)

Metbrazka

Minnesota
Hotes: Click on the

Pennsylvania
HOVER owver the te

L = L B S I R o}

Morth Dakota

-y
=

e

Texas
hartana
Mes ark
Mewy Jersey
Miszizsippi

Bottom

Florida

1 O Arizong
S My Mexico
tates District of Columbiz




Then you are back to CA versus the
nation. Continue searching subgroups
Current Search Critera on thlS measure or...

Survey: 2009/10 National Survey of Children with
Special Health Care Needs

Compare States:

California
Starting Point: MCHE Core Outcomes and Key
Indicators Compare Subgroups:

State/Region: Nationwide vs. California Select a Subgroup

Tﬂl}il:: MCHB Core Qutcomes for CSHCN » Change queatlan' tDp“: or SUr\‘,’eY

Question: Outcome #2: CSHCN who receive
coordinated, ongoing, comprehensive care within a
medical home (details)

3| home (details)

Outcome  Outcome not
successfully achieved
achieved
Nationwide % 43.0 57.0
C.l. (42.1-43.8) (56.2-57.9)
n 18,279 20,671
Pop. Est. 4,613,661 6,126,183
California % 38.3 61.7
C.l (33.9-42.7) (57.3-66.1)
n 299 492
Pop. Est. 365,908 589,751

Cl. = 95% Confidence Interval. Percertages are weighted to population characteristics.
n = Cell size. Use caution in interpreting Cell sizes less than 50.




Trending Across Survey Years

Keyuward Search

Jo

Put Data
into Action

Browse the Data

Home = Browsethe Data = Browse by Survey = Survey Resufts

Browse by Survey & Topic Current Search Critena Edit Search Criteria

Survey: 200910 National Survey of Children with Compare States:

(Get State Snapshots .
Special Health Care Needs

oelect a State or Region

Get U Data Maps Starting Point: MCHE Core Outcomes and Key
Indicators Compare Subgroups:
Medical Home Data Portal State/Region: Mationwide =elect a Subgroup
Erowse Title % Topics Topic: CEHCN Health and Functional Status ¥ Compare this measure across years

Cuestion: Indicator 1; CEHCMN whose health

_ conditions consistently affect their daily activities
Data Tools -
(details)

W Change gueston, IOpic or sUrvey

Zet Print %ersion

Indicator 1: CSHCM whose health conditions consistently and often

Dol [Pl greatly affect their daily activities [details)

Email Page Daily Daily Diaily Total %
actiities actmities actiities
consistently  moderately  never affected
Bl Share Fage affected, affected
often a ?reat same of the
E  Tweet Page dea time
% 271 g5 344 100.0
C.l (26.2-27.9) (37.7-39.4) (336-35.2)
n 8,730 15,611 14,795

Faop. Est. 2,946,614 4,265,084 3,806,433


Presenter
Presentation Notes
When trending is available for a particular outcome, indicator or question, “Compare this measure across years” will appear as an option.
--This will allow you to compare survey results between the 2009/10 NS-CSHCN and the 2005/06 and 2001 NS-CSHCN. However, this is not available for all outcomes and indicators due to changing in measurement.
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Trending Across Survey Years
DRC :
A project of CAHMI Wlth SUbgroupS

Home = Browese the Data = Browese by Survey = Survey Results

se the Data

Browse by Survey & Topic Current Search Criteria Edit Search Criteria

Survey: Compare all years - Mational Survey of Compare States:

(Get State Snapshots _ , ,
Children with Special Health Care Meeds

select a State or Region

Get US Data Maps Starting Point: MCHE Care Cutcomes and Key
Indicators Compare Subgroups:
Medical Home Data Porta] State/Reqion: Nationwide Select a Subgroup
: : . : select a Subgroup
Browse Title ' Topics Topic: CSHCM Health and Functional Status Age - 3 groups &
Ouestion: Indicator 1: CSHCM whose health Inaurance. status
W conditions consistently affect their daily activities Sex of child
Data TIZ_:IIZ_le.':- [dEtEIIlS:l

Get Print Yersion

Indicator 1. CSHCN whose health conditions cansistently and often greatly

- Download PDF affect their daily activities (details)

i Email P
ek select a Response Category: | Consistently affected M
share Page
6 : 2001 200506 2009410
E  Tweet Page Mationwide % 23.2 24.0 271
Cl. 1224-240 0 (232-247 0 (262-274)

C 1. = 95% Confidence Interval. Percentages are weighted to population characteristics.



Presenter
Presentation Notes
Only select subgroups are available, due to changes in the way they were measured over the three years. At this time, only age, sex, and insurance status are available for trending.
You can toggle between the response category: Consistently affected, Moderately Affected, Not Affected



rending Across Survey Years
oo WIth Subgroups by State

Home = Browse the Data = Browwsze by Survey = Survey Results

Browse the Data

Browse by Survey & Topic Current Search Critena Edit Search Criteria
Survey: Compare all years - Mational Survey of Compare States:

Get State Snapshots ) ) )
Children with Special Health Care MNeeds

District of Columbia [V]
set US Data Maps Starting Point: MCHE Core Outcomes and Key
Indicators Compare Subgroups:
Medical H Data Portal
FriEalTiome Lata rore State/Region: Nationwide vs. District of Columbia Insurance status [v]
Browse Title % Topics Topic: CSHCM Health and Functional Status » Eeturn to single year data results
e conditions consistently affect their daily actiities
Oata Toaols (details)
et Print Yersion Sub Group: Consistently affected x Currently insured

“T Download PDF

Indicator 1: CSHCH whose health conditions consistently and often greathy

Ernail Page affect their daily activities [details)
Kl Share Page =elect a Hesponse Category: | Consistently affected [Y]
E  Tweet Page select & Sub Group Category: | Currently insured [V]
2001 2005/06 2009410
Matianwide ¥ 22.8 23.6 26.8
Cl (21.9-238)  (229-244) (259-2T.6)
District of Columbia % 23.5 21.1 21.7
c.l. (19.0-27.9) (17.5- 24 6) (17.4-2519)




OPTION 2: The DRC “Full Search”
Step 1: Click on “Browse by Survey & Topic”

:'l .q».'r' M Sign In to Access Your Briefcase

q/ Data Reéoﬁfoe Center for Child & Adolescent Health

Keyuword Search

Put ['11’1

into &ct

Browse by Survey & Topic

+ Results

Get State Snapzhots
Browse by Survey & Topic Currei Get US Data Maps T TR e e
Get State Snapshots ;'"ﬂﬁ_}:‘;: fhedical Home Data Portal h Compare States:

pecia -

B Title W T Select a State or Region -

et US Data Maps VY oo T e 9 ]
Indlcatnrs Compare Subgroups:

Medical Home Data Portal State/Reqgion: Califarnia =elect a Subgroup ["]
Browse Title % Topics Topic: MCHE Care Outcomes far CSHCMN w Change guestion, topic or survey

Chuestion: Qutcome #2: CSHCN who receive
coordinated, ongoing, comprehensive care within a
medical hame [details)

et Print %ersion

Dutcome #2) CSHCMN who receive coordinated, ongoing,

DR (Rl comprehensive care within a medical hame (details)

2 Email Page Cutcome Cutcorme not Total %
successfully achieved
E? Share Page achieved
% 38.3 61.7 100.0
- UuEe! Pege C.l. (33.9-42.7)  (57.3- B6.1)
n 2499 4492
Fop. Est. 365,908 589,741

C 1. = 95% Confidence Interval. Percentages are weighted to population characteristics.
n = Cell size. Use cadtion in interpreting Cell sizes less than S0,



. <4 |Step 2: Select a survey, a survey year and
Data R4 geographic area.

F\EWDFH SEEH’C

Put Data

into Act

Home = Browwse the Data = Browse by Survey
Browse by Survey & Topic

To begin your interactive data search: 1) Select a Survey, Survey Year, and State or Region. 2) Select your desired Topic/Starting Point.
5et State Snapshots 3 Selectyour indicatar ar measure.

Browse by Survey & Topic

Erowse Data Trends This will direct you to a results page where you can compare across states, regions and by numerous subgroups.

Get US Data Maps .
1. Select a Survey, Tear, and Geographic Area

Medical Home Data Portal Select a Survey Mational Survey of Children with Special Health Care Needs [

Browse Title % Topics Select a Year 2009/10

Select a State/Region | platiorwide

Data Tools Matiohwide
All States

Get Print Wersion 2. Select a Starting Pointy All Regions
Alabama

= MCHE Core Outcomes| Alasks
CSHCM performance me| Arizona

Ermail Fage O MCHB Core Cutcomes Ark_ansgs [;S
California

© CSHCN Heatth and Furl ~glarado

) Health Insurance Covel Connecticut
Delaware

District of Columbia
C‘ Care Coordination and| Florida

O Impact on Familiss Georgia

Dowenload PDF

El chare Fage

E  Tweet Page ) Health Care Meeds and

Hanraii
Idaho
# CSHCHN Prevalence an Minais
Child or househald level | |ndiana
+ Subcomponents and [y lowea
ansas ["l

Additional measures, SLILIL,LIlllpqu::lub AT TETATS O EG0TT OT e OTE OOTLOTTTE S

= 2009/10 NS-CSHCN Survey Sections
Responses to questions asked in each section of the CSHCMN Interview

e




2. Select a Starting Point/Topic Step 3 SeleCt 3
. MCHB Core Outcomes and Key Indicators (Content Map)

CSHCN performance measures and key indicator results measu rement tOpIC
1 CSHCN Prevalence and Demographics (Content Map) and measure

Child or household level data for children with and without speci

Subcomponents and Details for Core Outcomes
Additional measures, subcomponents and details on each of the Core Outcomes

2009/10 NS-CSHCN Survey Sections

Responses to questions asked in each section of the CSHCN Interview
O Inttial Screening for Special Needs (Survey Section 2)
O CSHCN Health and Functional Status (Survey Section 3)
O CSHCN Access to Care: Use of Services and Unmet Needs (Survey Section 4)
O cSHCN Care Coordination (Survey Section 5)
O CSHCN Family Centered Care and Shared Decision Making (Survey Section 6a)
O CSHCN Transition Issues (Survey Section Bh)
® csHe Developmental Screening (Survey Section 6¢)
O CSHCN Health Insurance (Survey Section 7)

O CSHCN Adequacy of Health Care Coverage (Survey Section 8)
O CSHCN Impact on the Family (Survey Section 9)
O CSHCN ADD/ADHD Questions (Survey Section 9.5)

O CSHCN Family Composition and Income (Survey Sections 10 & 11)

3. Select a Survey Question (click the O for more information on the question)

Developmental Screening, age 1-5 years only €9
/ Parent filled out questionnaire about specific developmental or behavioral concerns, CSHCN age 1-5 years

o



r 8@

Set Print “ersion

Download PDF
Email Fage
Share Page

Tweet Page

Curing the past 12 months, was [child's name] screened for being at
risk for developmental, behawvioral and social delays using a parent-
reported standardized developmental behavioral screening (SDES)
tool during a health care wisit? (details)

Matiomwide % 62.6 37.4 100.0
ol | (BD.5-B48) | (352-39.5
n ' 4,375 ' 2,289
Pop. Est. 1,327,089 | 781,341
Arkanzas e ' 78.8 ' 21.2 100.0
ol CBEF-osSEEy | (11.2-31.3
n | a2 ' 25 '
Pop. Est. 22,381 6,030
Z 1. = 95% Confidence Interval. Percentages are weighted to population characteristics.

n = Cell size. Use caution in interpreting Cell sizes less than S0.

Parent completed standardized developmental screening tool
CSHCHN age 12 months-5 years

Nationwide vs. Arkansas
100%: 7

0%
0%
TO%
G051
S0%:
405 1
305
20%:

10%: 4

0% -

Did nat complete SDBS Comgleted SDBS
B Nationwide B Arkansas

Edit Search Criteria

Compare States:
|Arkansas

Compare Subgroups:

<

|State Subgroup data not available


Presenter
Presentation Notes
This feature can enable you to see how your state compares to the nation—variation exists between Arkansas CSHCN and CSHCN nationally on this measure of parent-reported standardized developmental screening of CSHCN aged 1-5 years.


A DRc Other Data Snapshots and Topical
woacn Profiles Avallable through the DRC

2. Title V Needs Assessment

3. Core Outcomes Profiles

4. Family to Family Profiles

5. Medical Home Profiles ——

6. Conditions-Specific Profiles

/. Disparities Profiles _

2009/10 NS-
CSHCN Versions
Coming Soon!



Who Are CSHCN? Profile

DRC

A project of CAHMI

«
gy

Iy
1 Data Resource Center for Child & Adolescent Health

www.childhealthdata.org

Who Are Children with Special Health Care Needs?

Definition

The federal Maternal and Child Health Bureau defines children
with special health care needs (CSHCN) as

“those who have or are al increased risk for a chronic physical,
1 condition and who also

e 1 b i or
require heaith and related services of a type or amaunt beyond
that required by children generaily #

This definition is used to guide the development of family-
centered, coordinated systems of care for children and families for
children with special needs served by the state Title V block grants
administered by the Maternal and Child Health Bureau

The National Survey of CSHCN (NS-CSHCN) and the National
Survey of Children’s Health (NSCH) — two child health prevalen
surveys - use a validated non-condition specific, consequenc
based screening tool to identify children meeting the Maternal and
Child Health definition of CSHCN with the exception that the “at
risk™ component is not included.”

Prevalence Profile

% CSHCN % CSHCN —>

84.9

Children 0-17 years. Households with Children

According to the 2009/10 National Survey of

Children with Special Health Care Needs:

® Approximately 11.2 million children ages 0-17 years in the
United States (15.1%) have special health care needs.

® Prevalence of CSHCN ranges from 10.6% to 19.8% across the
50 states and the District of Columbia.

@ Over | in 5 households with children in the United States have
at least one child with special health care needs. This translates
into almost @ million households nationally.

ta Resource Center (DRC) 15 a project of the Child and Adolescent Healtk
RC is sponsored by the Maternal and Child Health Bureau, Health Resourt

Demographic Profile

+ Compared to children not meeting CSHCN criteria (non-
HCN), CSHCN are more likely to be male (17.4% vs.
12.7%) and older, 17 years (18.4%) compared to 0-3
years (9.3%) and 6-11 years (17.7%).
* While estimated by the NS-CSHCN to be about 15.1% of the
child population, CSHCN account for 40% or more of
medical expenditures for children overall”

Health Status Profile Among CSHCN

All CSHCN eurrently have a condition with health and related serviee
<onsequences. In the 2009/10 NS-CSHCN, prevalence of twenty specific
conditions was included in the survey. 87.7% of CSHCN have at least 1
condition on the list and 29.1% of CSHCN have 3 or more of these
conditions

Condition Cond
ADD/ADHD E Headaches
Depression E Head Injury
Anxiety Heart Problem
Behavioral problems Blood Problems
Autism, ASD 9 Cystic Fibrosis
D il Delay Cerebral Palsy
Tntell | Disability Muscular Dystrophy
Asthma Down Syndrome
Diabetes Arthritis 2

[Epilepsy Allergies 156
“Condition prevalence in 2009/10 was asked using, two questions: prevalence of
conditions ever or currently. Only current prevalence was asked in 200506,
“+Condition was either ol asked about in the 2005/06 NS-CSHCN or was not
comparable. Note: This is prevalence among CSHCN

Functional difficultics are difficulties that impact the day-to-day life of
CSHON. 91.2% of CSHCN experience at least 1 of the following
functional difficulties and 45.6% of CSHCN have 4 of more of the
difficulties listed.

Functional Difficulty
reaihing or olher respiratory problems
Swallowing, digesting food. or metabolism
lood Circulation
epeated o chronic physical pain, including headaches
eing even when wearing plasses or contact
caring oven when using a hearing aid or other device
‘aking care of self, such as eating, dressing or bathing
¥ or meving around
Using his'her hands
Learning, understanding or paying aftention
Speaking, communicating, or being understood
Feeling anxious or depressed
Behavior problems
Making and keeping friends

1 Measurement Initlative at Oregon Health & Science University.
ces and Services Administration.

Data Resource Center olescent Health Measurement Initiatiy
DRC s sponsored by the M: and Child Health Bureau, Health Resources and Services Administration.

2 - .
g il
j" Data Resource Center for Child & Adolescent Health www.childhealthdata.org

Comparing CSHCN to Children without Special Health Care Needs (Non-CSHCN)
Health Status and Utilization School and Home Profile

2+ Chronic Health Conditions Promoting School Success Index

1+ Usn;net Need ed 11 or More School Days

136 hg 2 135

Adequacy of Insurance Positive Home Environment

2.1 298
294 28

Parental Stress

- 7.9
20
Met Quality Health Care Index Neighborhood Safety and Support Index
426 H 518
359 486

Presence of a Medical Home

HENonCSHCN M CSHEN WNon-CSHCN WCSHCN

Source: 2007 National Survey of Chiren’s heath, www.chidheathdata.org Source: 2007 Nationai Survey of Children’s hashh, www.childheathdats.ory

Identifying CSHCN

CSHCN are identified in the NS-CSHCN and the NSCH using the CSHCN Screener® - a five item, parent-reported tool designed

to rell!zcl the federal Maternal and Child Health Bureau’s consequences-based definition of children with special health care

needs

* The CSHCN Screener® operationalizes the MCHB definition of CSHCN by focusing on the health consequences a child
experiences as a result of having an on-going health condition rather than on the presence of a specific diagnosis or type of
disability.

» The screener assesses children’s health care needs status by using questions that ask about need or use of services, prescription
medications, specialized therapies, and having funetional difficulties due to an ongoing condition

+ The non-condition specific approach used by the CSHCN Screener® identifies children across the range and diversity of
childhood chranic conditions and special needs, allowing a more comprehensive assessment of health needs and health care
system performance

Developed by The Child & Adolescent Health Measurement Inttiative (CATMI at www.cahmi.org); National Data Resource

Center for Child and Adolescent Health; Oregon Health & Science University, School of Medicine, Department of Pediatrics

Visit the Data Resource Center
to learn more about CSHCN in your state

Oregon Health & Science University.
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4 Drc  Condition Specific Profiles

A project of CAHMI

PartI: % of CSHCN with Autism or autism spectrum disorder

% of CSHCN overall with condition: 5.4
Estimated number with condition: 544,181

% of CSHCN with Condition % of CSHCN with Condition

By Age Group Nationwide By Insurance Nationwide
0-5vyears 5.2 Private insurance ocnly 4.3
6 - 11 years 6.0 Public insurance anly 6.2
12 - 17 years 4.9 Both public and private 11.0

By Sex Uninsured 5.3
Male 7.2 By SSI Status
Female 2.8 Receives 551 for disability 19.4

Part II: Selected Health Characteristics among CSHCN with
Autism or autism spectrum disorder -- NATIONWIDE

Type of functional difficulties for CSHCN % of CSHCN with and without condition
with and without conditiont qualifying on specific types of special
health needs criteriaz
A00.0% 5
80.0% 4
B0.0% 4
T0.0% 4
60.0%
60.0% 4
40.0% A
30.0% 4
20.0% 7 Among CSHCN Among CSHCN
. WITH condition [%) WITHOUT condition (%)
. 1 46.0 38.6
Difficulty with amy Drifficulny with Emational or
bodily function | participation many | behavioral
activily difficulty B9 Functicnal limitations {alone or with any other type)
|| Among CSHCN WITH condition (%) = Managed by prescription medications
[ Among CSHON WITHOUT condition (%) 3 Above routine needluse of services only
9 Rx medications AND elevated service use



Presenter
Presentation Notes
This is from the 2005/06 NS-CSHCN—updated condition-specific profiles including one on CSHCN with ASDs coming soon.


DRC National Profile of CSHCN with ASD

A project of CAHMI

Home, School and Neighborhood Environments

The health and well-being of each child is influenced
by his or her interconnectsd home, school and
neighborhood enviranments. Contextual factors from
these environments and other child level factors may
interact during certain periods of a child's lifespan
ultimately promoting  resiliency  and  healthy
development or increasing risk for adverse health
outcomes. Together, several sSUmmary measures from
the 2007 NSCH provide a more comprehensive picture
of how CSHCN, indluding thase with ASDs, compare to
non-CSHCN in terms of their home, school and
neighborhood emvironments

Figure 6. CSHCN with ASDs in Home, School and
Neighborhood Environments Relative to CSHCN
without ASDs and Non-CSHCN

HCSHON W/ASDS  WCSHON W/DASDS B MOD-CSHOM

Positive Home Environment

‘School Success

neighborhood safety and

Data Source: 2007 NSCH

Takeaways

> CSHCN with ASDs generally experience a greater burden
of iliness in terms of the types of special health care
needs they have as well as the number of comorbid
conditions and functional difficulties that they experience
compared to CSHCN without ASDs

> Theimpacton families of CSHCN with ASDs is greater
than that experienced by families of CSHCN without ASDs

> CSHCN with ASDs are less likely to meet each system of
care core outcome and all age-relevant core outcomes
compared to CSHCN without ASDs.

»  CSHCN with ASDs are also less likely to experience a
positive home environment, school success and
neighborhood safety and support compared to CSHCN
without ASDs and non-CSHCN.

> System-wide improvements are needed to enhance the
health and well-being of CSHCN with ASDs.

References

2010, Autism Spectrum Disorders (SDs) subandsyn'pmw) web pag

As reflected in Figure & CSHCN with
less likely to meet age-relevant ¢
positive  home  environment® con
CSHCN without ASDs and non-CSHI
with ASDs age 6-17 years were also l¢
meet school success criteria® than s
CSHCN without ASDs and non-CSH(
neighborhood safety and  suppart
measure?, CSHCN with ASDs were
than CSHCN without ASDs and non
meet all age-relevant criteria

Positive Home, School Success and
Safety and Support Criteria
*Positive home environment was me=
following sge-relevant criteriz: (1) n
household smoking; [2) family shares
mars days per wask;
hours oftalevision par day (age 1-1
sung to every day (age 0

telavision in bedroom (age 6-17); (52)
breastfed ever [age 0-5); (5b) children us
required homework (sge 6-17]
childran have met most/allof child's friz
*5chool success was measurad only ama
5-17 yaarsusingtha following critaria: {1

always engaged in scho

ated in extracurricular

falways felt safe at schoal
“Neighborhood safety and support were
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National Profile of Children with Special Health Care Needs and Autism Spectrum
Disorders: Key Findings from the 2009/10 N5-CSHCN & 2007 NSCH

‘Who Are Children with Autism Spectrum Disorders?

According to the Centers for Disease Control and Prevention (CDC):
“#utism Spectrum Disorders [ASDs) zre = group of developmeantal
disabilities that can cause significant social, communication and behavioral
challenges. . ASDsare ‘spactrum disorders’ That maans ASDs sffect each
person in different ways, and can range from very mild to severs.”*
Conseguently, nearly all children with ASDs gualify as children with
special health care needs (CSHCN), because they experience at least 89.5%
one type of ongoing condition that results in an above routine need
for health and related services.? The CSHCN Screener, which
operationalizes this definition, was used in both the 2009/10
National Survey of Children with Spedial Health Care Needs [NS-
CSHCN) and the 2007 Maticnal Survey of Children’s Health [NSCH) to
identify CSHCN. Based on findings from the 2009/10 N5-CSHCN and
the 2007 National Survey of Children's Health (NSCH), 4.8% to 7.9%
of U.S. CSHCN currently experience ASDs". Prevalence of CSHCN
with A5Ds ranges across states, from 4.5% in Mississippi to 14.3% in
New Jersey according to data from the 2008/10 NS-CSHCN.

Figure 1. Prevalence of Functional
Limitations and Emotional, Behavioral
or Developmental Issues among CSHCN

with ASDs by Severity
¥ Functional Limitations

m EBD Issues Requiring Trestment or Counseling

CSHCN w/Mild CSHCM  CSHCN w/Severe
AEDS wiModerate AEDs
ASDs

Data Source: 2008/10 N5-CSHCN

Four in five (B0.6%) CSHCN with ASDs are boys, and 71.6% of
CSHCN with ASDs were diagnosed between 0 — 5 years of age.
Among CSHCN with ASDs, parents described approximately
half (49.5%) as having mild ASDs, 36.2% as having moderate
ASDs and 14.3% as having severe ASDs. Positivity bias in
parent reports of child functioning may lessen the severity of
conditions described despite notable health impacts® As
depicted in Figure 1, @ larger proportion of CSHCN with
moderate or severs ASDs have functional limitations and/or
emeoticnal, behavioral or developmental (EBD) issues reguiring
treatment or counseling compared to CSHCN with mild ASDs.
Maost CSHCN with ASDs (%3.2%) also have at least one other
condition from a list of 20 conditions asked about in the
2008/10 NS-CSHCW, and 91.6% of CSHCN with ASDs
experience four or more functional difficulties from a list of 14
specific difficulties related to bodily functions, activities or
participation, and emaotional or behavioral factors (Figure 2).

“variations in sampling and administration betwesn the 2005/10 N5-
CSHCN and 2007 NSCH lead to expected variations in prevalence.

Difficulties among CSHCN with ASDs
compared to CSHCN without ASDs

mCSHCN w/ASDs = CSHCN w/o ASDs

Funct oral Difficult les

0% 20% 40% 60% BO0% 100%

Data Source: 2008/10 NS-CSHCN
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Figure 3. Daily A
Oftena Great Deal among CSHCN without
ASDs compared to CSHCN with ASDs & bv

Severity of ASDs

52.1%
0%
23.3%
20%
[

The complexity of health care needs that many CSHCN with
ASDs experience may influence their overall health status
and daily activities. In the 2007 N5CH, a lower proportion of
CSHCN with ASDs (54.6%) were reported by their parents to
have excellent or very good overall health status compared
to CSHCN without ASDs (70.3%) and non-CSHCN (B7.4%).
Further, in the 2008/10 N5-CSHCN, over two-thirds (68.7%)
of CSHCN with ASDs had health conditions that consistently
affected their activities often a great deal compared to only
23.3% of CSHCN without ASDs (Figure 3). Among CSHCN
with severe ASDs, §7.8B% had conditions that consistently

affected their daily activities often a great deal relative to ‘3:?‘;’“ ﬁm “"nn‘sﬁ'“‘“w}m“ﬂm mmm
75.9% of CSHCN with moderate ASDs and 52.1% of CSHCN asDs AsDs
with mild ASDs. Data Source: 2008/10 N5-CSHCN
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Figure 5. Children Meeting All Minimial Crality
Summary Measure Criteria by CSHCN and ASD
Status
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Data Source: 1007 NSCH

m performance for CSHEN with six core outcames
he core cutcomes, plesse see the System of Cone for CSHON data brief on the DRC Web
0 CSHCN without ASDS on each of the six core cuttomes based on
[SHCN with ASDs, only 7.4% met all age-relevant core outcomes compared to 18.7% of
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4 DRc  Who are CSHCN with ASD?

A project of CAHMI

Prevalence of Special
Health Care Needs
Type among CSHCN

with ASD
14%
e 65%
3%

Functional Limitations (with any other)
Managed by Rx Medications Only

Above Routine Need/Use of Services
Only

Prescription Medication Use AND
Elevated Services Use

» 4in 5 (80.6%) CSHCN with ASD
are boys.

» 71.6% of CSHCN with ASD were
diagnosed between 0 — 5 years of
age.

» Nearly half (49.5%) of CSHCN with
ASD have ASDs reported as mild

compared to 36.2% with moderate
ASD and 14.3% with severe ASD.

» Over9in 10 (91.6%) CSHCN with
ASD have 4 or more functional
difficulties.

> 93.2% of CSHCN with ASD have
at least one other condition.

Data Source: 2009/10 NS-CSHCN
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-ﬁi’""DRC Impact on Families of CSHCN with ASD

oo pased on 2009/10 NS-CSHCN data

Family member(s) avoided 30.6%
changing jobs in order to
maintain health insurance for 16/5%
child |

CSHCN whose conditions 51.1%
cause family members to cut 21.6%
back or stop working | '

CSHCN whose families spend 29.9%
11 or more hours per week 10.9%
providing care | :

CSHCN whose conditions 43.0%
cause financial problems for 119 6%
family | '

CSHCN whose families pay
more than $1,000 annually in
out-of-pocket medical 21.2%

expenditures / / P % P %

0% 20% 40% 60% 80% 100%
Data Source: 2009/10 NS-CSHCN

33.3%
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x '{DF;.C System of Care Performance among
seacoion - CSHCN with ASD

MCHB Core Outcomes

CSHCN with

ASD

CSHCN without

ASD

Care Needs receive Needed
Transition to Adulthood
Services

1) Shared Decision-Making 56.7% 71.2%
2) Medical Home 23.9% 44.7%
3) Adequate Health Insurance 49.4% 61.3%
Coverage

4) Early and Continuous 78.5% 80.2%
Screening for Special Health

Care Needs

5) Ease of Use of Community 42.8% 67.1%
Services Systems

6) Youth with Special Health 21.1% 41.4%

Data Source: 2009/10 NS-CSHCN
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A project of CAHMI

www.childhealthdata.org
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1 Data Resource Center for Child & Adolescent Health

Outcome #1:
Families are partners in decision making at all levels

Effective promation of health and health services for children with special health care needs [CSHCN) requires a system
of care that s integ d, comprehensive, i d and family centered, Ideally, these systems are easy to navigate
and fester positive experiences between families and health service providers. Advancing integrated systems of care for
CSHCM and their families is a national mandate under Public Law 101-239 and is a priority reflected in the Healthy People
goals set forth by the LS. Department of Health and Human Services from 2000 to 2020. To help determine progress
towards these goals, the Federal Maternal and Child Health Bureau established the following six core outcomes that
facilitate integrated systems of care for CSHCN:

1, Partners in Decision-Making 4, Early and Continuous Screening
2. Medical Home 5. Ease of Community-Based Service Use
3. Adequate Health Insurance 6. Transition to Adulthood

The Natkonal Survey of Children with Special Health Care Needs [NS-CSHCN), which has been conducted every four years
since 2001, is designed to provide information on the CSHCN pepulation and to assist in the measurement of these core
outcomes. The survey measures each core outcome with low-threshold criteria. Outcome #1 is measured through
questions that assess the extent to which health professionals engage families in decision-making about their child's
health care. Based on data from the 2009/10 N5-CSHCN, 70.3% of CSHCN nationwide meet Outcome #1, with states
ranging from 61.8% - 77.6%. Assessment of the variation between states and within demographic or other subgroups of
CSHCM is critical o ping approp i lons and policy resps 3

Measurement
CSHCN meet Dutcome 1 when the respondent answers usually or always to all four of the following questions:

We want to know about how [5.C.]'s doctors or other health care providers work with you to make dedisions about [his/her]
health care services and treatment. During the past 12 months...
€621 How often did [5.C.]'s doctors er other health care providers discuss with you the range of options 1o consider for
[his/her] health care or treatment?
€6022 How often did they encourage you to ask questions or raise concerns?
€6Q23 How often did they make it easy for you to ask questions or raise concerns?
C6024 How often did they consider and respect what health care and treatment choices you thought would work best for
[5.CJ*

- Would you say never, sometimes, usually, or olways?

Propertion of CSHCN Meeting Outcome #1 by Presence of
a Medical Home and Personal Doctor or Nurse * CSHCM with a personal doctor or nurse [PDN)

are more likely to receive care where their
Have a PDN families are partners in decision making than

] ST
Do not have a PON IR 8.1 CSHEN without a PDN

Have a medical home MMM 599  + CSHCN with a medical home are more likely
Do not have a medical home N 56.3 te meet Outcome #1 than CSHCN without a

v y medical home,
] W 40 60 B0 100

**Mational and state-devel prevalence of all outcames by demographics & subgroups are available online at childhealthdata.org

57.6% 61.5% 65.9%

Uninsured CSHCN with one or  CSHCN with more =
CSHCN more EBD*® Issues complex needs All CSHCN

70.3%  76.0%

Privately insured
CSHCN

Ith &

Data Source: 2009/10 NS-CSHCN

B
I Data Resource Center for Child & Adolescent Health

Setting the stage for optimal

health trajectories.

A partnership between a child’s
family and their health care providers
allows for an apen and intentional
diglogue about his or her unigue
health needs. This leads to
individualization of care and the
ability to identify foctors that may
negatively affect his or her health. It
also gives children and their families
the suppart they need during critical
periods of development. However,
only about 70% of CSHCN meet this
core outcome.  Vulnerable CSHCN,
especially those with functional
limitations and those living in
poverty, are even less likely to receive
care in which families are partners in
decision making.

Trending Across Survey Years:
Measurement changed significantly for
2009/10 N5-CSHCN, and therefore
cannot be compared to 2001 or
2005/06 NS-CSHCN survey findings.

Taking it a Step Further

* . MCHB Core Outcome Profiles
(Could be tailored to your state for CSHCN w/ASDs)

wwnw.childhealthdata.org

Experience with care for CSHCN who do and do not meet Outcome #1

No unmet needs for specific 824
health services 62.5
Had no problems getting 833
needed referrals 64.1
Care coordination needs met 68.7
[for CSHCN needing care i
coordination only) 28.1
70.
417
20 40 &0 B0

Never frustrated getting 3
services for child

/] 100

B Meet Outcome #1 B Do not meet Qutcome #1

CSHCN who meet Dutcome i 1 have a lower probability of experiencing
frustration seeking services or having unmet needs for specific health
services than CSHCN who do not meet Outcome 1 1

CSHCN who meet Outcome i1 have a higher probability of having their
care coordination needs met and having no problems getting needed
referrals than CSHCN who do not meet Outcome # 1

Number of Shared Decision Making Elements Met

The chart to the left shows the
percentage of parents
reporting various number of
elements of shared decision
making elements met my their
child’s care. Nationally, 6.6%
of CSHCN have families who
experience no elements of
shared decision making.

W Mone

The lollowing are questions relating to Outcome #1 thal cannot be answered by this national survey data but are important to

consider when eval

how early and o

screening can best work to improve the health and well-being of CSHCN:

»  Current measurement is physician-focused — are families working to encourage these critical conversations?
Do families have the support they need to play the mest positive role possible in their child’s development?
What do health care providers do to educate families on how they can best support their child’s development?
What is the family doing in the day-to-day life of their child to promote or maintain health?

Are families involved in the policy decisions that affect them?




.@.{ *»« To Understand the Context of CSHCN with ASDs
4 DRC compared to CSHCN without ASDs and Non-
Crere st CSHCN—2007 NSCH Data Can Also be Used

/X Children with
/ Special Health
Care Needs
in Context:
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Presentation Notes
A key strength of the NSCH is it’s capacity to allow data to be placed in the context of the whole child and where he/she lives and plays.  It is difficult to interpret any single data point without placing it in context—this could be one reason the many health and health care performance indicators previously available have not led to the kind of engaged efforts to improve that they might.  Simply, often these measures are communicated without context and without allowing meaningful perceptions of differences and associations with variable that can be modified.  When the goal is improvement, we are almost always required to think in terms of child level data across a range of variables. 


() e _
: '{D'I;C Sample CSHCN in Context Chartbook Page,
oo [NCludes National and State Level Data

State State MNatiomal
%h mon- b L]

Indicator Explanation CSHCN CSHCMN CSHCN
THE CHILD'S HEALTH AND HEALTH CARE
Physical Activity percent of children aged 6-17 who exercise 4 or more days per week 672 571 60.9
Overweight/Obesity Status percent of children aged 10-17 who are overweight or cbese (BMI = 85™ percentile) 27.0 33.2 36.3
Inadaquata Insura noa percent of children with currentinsurance that is not adequate to meet health needs 19.7 23.7 29.4
Preventive Medical Care percent of children with 1 or more preventive medical visits in the past year Q2.8 6.1 1.4
Preventive Dental Care percent of children with 2 or more preventive dental visits in the past year 49,6 59.6 57.1
S pecialist Access percent of children who have problems receiving specialist care when needed 20.3 33.0 27.0
Medical Home percent of children wheo receive comprehensive, ongoing, and
coordinated care within a medical home &0.0 53.1 49.8
Personal Doctor or Nurse percent of children with at least one personal doctor or nurse 92.0 94.9 o4.7
Usual Source of Care percent of children with a usual source of care when sick 932 o954 94.8
Family-Centered Care percent of children whe receive family-centered care 659.6 71.3 65.5
THE CHILD'S HOME AND FAMILY
Smoking in the Home percent of children who live in households where someone smokes inside the home 6.9 8.6 10L7
Talavision and Madia percent of children aged 1-17 who watch more than 1 hour of TV per weekdany 49.5 50.1 543
Family Meals percent of children who share meals with their family on 4 or more days per week 738 72.8 76.0
Inadequate Sleep percent of children aged 6-17 who do not get adequate sleep every night of the week 394 56.6 41.1
Maternal Health percent of children who live with mothers who are in excellent or very good health 655 54.5 47.8
Parental Coping percent of children whose parents feel they are coping wvery well with demands
of parenthood 63.1 48.5 51.9
Parent-Child Relationship percent of children whe share ideas with their parents very well FO.0 55.5 62.6
Parantal Strass percent of children whose parents usually or always feel stress due to parenting 6.5 241 20.0
THE CHILD AT SCHOOL AND IN THE COMMUNITY
School Engageameant percent of children aged 6-17 who are adequately engaged in school 82.3 71.0 69.5
Missed School Days percent of children aged 6-17 who missed 11 or more days of school in the past year 2.9 12.0 13.5
Repeating a Grada percent of children aged 6-17 who have repeated one or more grades
since kindergarten 8.3 15.2 18.5
Meighborhood Resourcas percent of children whao live in neighborhoods with a park, sidewalks, a library,
and a community center 48.5 57.9 47.9
Safety of Child in Neighborhood percent of children whe live in neighborhoods that are always safe 52.4 47.8 492
SUMMARY MEASURES
Quality of Care Summary percent of children wheoe meet a minimum quality of care index 475 43.0 35.9
Home Environment Summary percent of children who meet criteria for a home environment summary measure 31.6 2a.8 22.7

MNeighborhood & School Summary percent of children who meet criteria for a neighborhood/s school safety
and support measure 54.3 54.9 48.6
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Sample chartbook page


.C Minimum Quality of Care Summary

wocaaioan— Mleasure using 2007 NSCH Data

100%
80%
60%
40% e .- NO(@CL
AW% 0.9%
0% CS@SD,

0%

Data Source: 2007 NSCH
The minimum quality of care summary measure is based on the following 3
criteria:
(1) Adequate health insurance coverage;
(2) Receipt of coordinated, ongoing, comprehensive care within a medical home;
and

(3) Had at least one preventive medical visit in the past 12 months.
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JT D. Home, School and Neighborhood

awaicn  Environments of CSHCN with ASD

The 2007 NSCH
includes the
following summary
measures of:

> Protective Home
Environment

» Factors Promoting
School Success

» Neighborhood and
School Safety and
Support




Oy
:

Home, School and Neighborhood Summary

¥ DRC |
1f Measures among CSHCN with ASD

CSHCN with ASD CSHCN without ASD Non-CSHCN

]JS.Z%
Protective Home Environment 22.2%
‘ 27.6%
Factors Promoting School .7

Success S

‘ ‘ 62.7%
42.2%
Neighborhood Safety and Support 48.8%

| | 51.8%

0% 20% 40% 60% 80% 100%

Data Source: 2007 NSCH



R Other Ideas for Maximizing the Use

| RC
A project of CAHMI O f YO u r D at a

1. Use the data to motivate and inform
partnerships

2. Leverage data points provided to conduct more
In depth analyses and tell a story!

3. Local area synthetic estimates

4. More ideas provided in the additional slides
section
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¢  How the DRC can Support

i DR -
10 Program Improvement Partnerships

[ d

Understand Your
Population

User generated tables, bar and pie charts, and customizable
reports supply prevalence estimates and population counts to
help define your population of CSCHN and their health needs

Assess System
Performance

Examine
Improvement
Opportunities

Immediate access to over 100 state-specific indicators of child
health and well-being and system performance for children
overall and children with special health care needs (CSHCN).

“Point and click” menu allows users to explore disparities and
gaps in access and services for different population subgroups
of children and CSHCN.




How the DRC can Support
¥ DRC .
oo Programs Improvement Partnerships

Select Priorities User generated tables, bar and pie charts, and customizable
reports supply prevalence estimates and population counts to
help guide selection of priority needs.

Set Targets “All States” ranking maps and tables provide benchmark data
to assist in identifying state-negotiated performance measure
targets.

ldentify Promising | Information on national, within and across States variation
Improvement using standardized indicators helps identify where quality is
Models better and can help in cross-state learning for purposes of
identifying promising models for improvement as well as
identify key collaborators for improvement.

Monitor Progress Centralized resource for standardized, population-based
survey questions to use in collecting child health and health
care quality data locally.
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0 ¢ "'DF';C Make the Data Come Alive

A project of CAHMI

All of the CSHCN living in
California would fill 24,927
school buses and stretch 170
nES

How far would the buses
span if they were filled with
subgroups of California
CSHCN?

e \White: 52 miles
e Non-white: 92 miles
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Presentation Notes
Another common missed opportunity to maximize the value of data is to relate it to familiar concepts.  For the most part, raw presentation of statistics is less powerful than placing these statistics in a storyline, using analogies and familiar concepts.

40 kids/bus   36ft long


j’ﬂbRC Tell and Enhance the Human Story

A project of CAHMI

» Of CSHCN that are insured:

e« Overlin 3 (34.3%) have insurance that does not adequately meet
their needs.

o This ranges from 1in 4 [25.5% -DE] to almost 1 in 2 [44.8%-CQO]
across states.

This translates into nearly 90,825
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



5 Local Area Estimates

1[950 Something to Consider

Race/Ethnicity California  Marin County Fresno
Adjusted County

Prevalence of CSHCN 14.5% 15.8% 14.5%

Prevalence of Inadequate

24 .9% 24.1% 24 .9%
Insurance

Prevalence of Grade

0 0 o
Repetition 10.6% 9.9% 13.5%

Prevalence of a “Home
Environment” Summary 29.6% 31.6% 20.8%
Measure

Prevalence of Medical
Home

Data Sources: 2007 NSCH and kidsdata.org

49.6% 52.0% 46.9%
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More information on how to calculate synthetic estimates is provided in the additional slides section.


1 DRC  The Importance of Standardization
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Use this slide to reiterate the importance of standardization to learning and that you are now going to review two national surveys that provide standardized data useful for all the reasons you just outlined (partnership, goal setting, identifying improvement ideas, cross area learning, saving scarce resources for new data until it is clear what already exists and where people are committed, etc.)–the NSCH and NS-CSHCN!
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1 bre Be Bold!

ect of CAHMI

d The NSCH and NS-CSHCN are
unprecedented resources!

 State data provides a basis for across-area
learning and building shared understanding
of priorities and impact.
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Presentation Notes
Data makes your case stronger
Know your audience – diff ways of conveying your msg appeal/resonate with diff people
Some people like stories, some (more concrete thinkers) like #s
Use data – but ALWAYS include the “human”/personal side


L/
. ..

4’ DRC  Contact Us

ect of CAHMI

Visit us at www.childhealthdata.org

E-mail us at

Connect with the DRC to Join the Conversation!

Like us on Facebook: Facebook.com/childhealthdata

Follow us on Twitter:


http://www.childhealthdata.org/
http://www.facebook.com/childhealthdata

@ ...

1 bre Thank You!

ect of CAHMI

J ADDITIONAL SLIDES TO FOLLOW
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Presentation Notes
Data makes your case stronger
Know your audience – diff ways of conveying your msg appeal/resonate with diff people
Some people like stories, some (more concrete thinkers) like #s
Use data – but ALWAYS include the “human”/personal side


4 DRC DRC Goals

A project of CAHMI

1) Provide centralized, user-friendly interactive access to
standardized national, regional and state-level findings
from national surveys on child and adolescent health and
well-being.

2) Build common knowledge, capacity, and passion for
using data to stimulate and inform system change locally
and nationally—especially among state health agency
leaders and staff, family advocates and policy leaders.




j, -{D' NSCH and NS-CSHCN Measures

RC Endorsed by the National Quality Forum

A project of CAHMI

Measures Endorsed by NQF—Awaiting final Board ratification
> Number of school days missed due to illness

» Adequacy of insurance for optimal health

» Problems obtaining needed referrals

» Medical home

» Communities perceived as safe

» Schools perceived as safe

» Effective care coordination

Measures Recommended for Endorsement Pending Public Comment and Final Vote
» Usual source of sick care

» Developmental screening

» Obesity status based on parent report of BMI

» Preventive dental care

» Exposure to secondhand smoke inside the home

» Transition services to adult health care for CSHCN

» Weekly physical activity

» Consistency of health insurance coverage

» Family-centered care
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DRC

A project of CAHMI

More Profiles with NS-CSHCN and NSCH
Data are Available on the DRC Website

6 Ask ous a question | Reguest a dataset
¥ Sign In to Access Your Briefcase

TEST

| r Data . ory
q/ Data Resource Center for Child & Adolescent Health

Eeyword Search

Home = Browse the Data = State Data Snapshots = Mational Survey of Children with Special Health Care Meeds

2009/10 National Survey of Children with Special Health
Care Needs

Browse by Survey & Topic Return to Snapshot Selection
Compare Survey YWears 2001-05/06
Compare Survey Years 2005-09/10

20017 Profile

2002/06 Profile

Get State Snapshots
Nationwide Profile

Get US Data Maps

Medical Home Data Paortal
Click on any row of data in the table below to view detailed results by age, racefethnicity, household income and ather subgroups

Browse Title % Topics

Get Print “ersion
Download PDOF
Email FPage
Share Page

Tweet Page

CSHCH Prevalence

Child Health

Percent of children who have
special health care needs

CSHCH Prevalence by Age

Age 0-5 years

Age B-11 years

Age 12-17 years

CSHCH Prevalence by Sex

ZSHCH whose conditions affect their activities usually, always,
or & grest deal

CEHCM weith 11 oF more days of school absences due toillness

Health Insurance Cowverage

hale 1T.4 174
Female 12.7 127

CSHCH Prevalence by Hispanic Origin and Race

CSHCM without insurance at some point in past vear
CSHCM without insurance st time of survey
Currently insured CSHCHN whose insurance is inadeguate

Access to Care

Mon-Hispanic 14.5 145
Wahite 146 146
Black 15.9 1349
Cther 11.8 118

Hispanic 4.6 95
Spanish Language Household 6.4 E.4
Englizh Language Household 12T 127

CEHCHM weith any unmet need for specific heatth care services
CEHCH weith any unmet need for family support services
CSHCM needing a referral who have difficulty getting it

CSHCM without & usual source of care wwhen sick (or vwho rely on
the emergency room)

CEHCM without any personal doctor or nurse

Family Centered Care

CSHCM without family-centered care

Impact on Family

ZSHCH whose families pay $1,000 or more out of pocket in
medical expenses per year for the child

CSHCM whiose conditions cause financial problems for the family

CSHCH whiose families spend 11 oF more hours per week
providing or coordinating child's heatth care

CSHCM whose conditions cause family members to cut back or
stop wworking

CSHCH whose families are partners in decision making at all levels, and who are satisfied with the services they receive

CSHCM weho receive coordinsted, ongoing, comprehensive care within & medical home

CEHCM whose families have adegquate private andior public insurance to pay for the services they need

CEHCK who are screened early and continuously for special health care needs

CSHCM whose services are organized in ways that families can use them easily
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Data makes your case stronger
Know your audience – diff ways of conveying your msg appeal/resonate with diff people
Some people like stories, some (more concrete thinkers) like #s
Use data – but ALWAYS include the “human”/personal side
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Aprojem?ca% Include the MCHB Core Outcomes

TEST

@ #sk us a gquestion | Request a dataset
¥ Zign In to Access Your Briefcase

&

o .- % —
q/ Data Reso

kEeyword Search

£ [ &)

Home = Browwse the Data = State Data Snapshots = Mational Survey of Children with Special Health Care Meeds

Erowse by Survey & Topic 2002/10 National Survey of Children with Special Health Return to Snapshot Selection

Care Needs Compare Survey Years 2001-05/06
Eiet Bicie Shepeheis Nationwide Profile Compare Survey Years 2005-09/10
Get US Data Maps 2001 Profile

2005506 Profile

Medical Home Data Portal i . i 3 . .
Click on any rowy of data in the table below to view detailed results by age, racefethnicity, household income and other subgroups.

Browse Title % Topics

CSHCH Prevalence Child Health
Percent of children who hawve 15.1 151 CEHCHM whiose conditions affect their activities usually | always, 271 271
special healtth care needs or a great deal
Get Print Yersion CSHCH Prevalence by Age CEHCM with 11 or more days of school absences due toillness 15.5 15.5
Age 0-5 years 9.3 93 Health Insurance Coverage
“* Download PDF
- Aoge B-11 years 17T 177 CEHCM without insurance st some point in past yvear 9.3 9.3
il F'age Age 12-17 years 18.4 184 CSHCM without insurance at time of survey 3.5 35
CSHCH Prevalence by Sex currently insured CEHCM whose insurance is inadegusate 343 34.3
n Share Page Male 174 17 4 Access to Care
Female 12.T 127 CEHCHM weith any unmet need for specific heath care services 23.6 236
E  Tweet Page _ R o N . .
CSHCH Prevalence by Hispanic Origin and Race CSHCHM with any unmet need for family support services T.2 72
Mon-Hispanic 145 145 CEHCH needing a referral who have difficulty getting it 23.4 23.4
Wuhite 146 14 B CSHCHM weithout & wsual source of care when sick for who rely on 9.5 9.5
the emergency room)
Black 15.9 1549
CEHCM without any personal doctor or nurse 6.9 6.9
Cther 11.8 118
Family Cemtered Care
Hizpanic D6 9.6
. CSHCM without family-centered care 35.4 354
Spanish Langusge Household 6.4 E.4
Impact on Family
Englizh Language Househald 12.T 127
CTEHCHM whose families pay 1,000 or more out of pocket in 221 221
medical expenses per year for the child
CEHCM whose conditions cause financial problems for the family 21.6 21.6
CSHCM whiose families spend 11 or more hours per week 131 131

providing or coordinating child's heatth care

CSHCM whiose conditions cause family members to cut back or 25.0 250
=stop wworking

CEHCH whoge families are partners in decizion making at all levels, and who are satisfied with the services they receive T0.3 O3
CSHCM who receive coordinated, ongoing, comprehensive care within & medical home 43.0 43.0
CSEHCH whose families have adequate private andifor public insurance to pay for the services they need 60.6 B0.6
CSHCM who are screened early and continuously for special health care nesds T8.6 786

CSHCR who=e =ervice=s are aorganized in waws=s that familie=s can u=se them eas=ily a5.1 ES 1


Presenter
Presentation Notes
State snapshots including these outcomes are also available on the “State Snapshots” webpage under “Overall Health and Health Care Topics” (Step 2 of creating a state snapshot).
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Home = Browse the Data = State Data Snapshotz = Mational Survey of Children with Special Health Care Meeds

Browse by Surey & Topic 2005/06 vs. 200910 National Survey of Children with Return to Snapshot Selection

Special Health Care Needs Compare Survey Years 2001-05/06
Get State Snapshots Nationwide Profile 2001 Profile
Get US Data Maps 200506 Profile

200910 Frofile

tedical Horme Data Portal

+ = Indicator comparahle across surey Years, @ = Indicator MOT comparable across survey years

Browse Title % Topics Frevalence o Ch 2009510 Mational Chartbook I
CSHCH Prevalence Child Health
Percent of children who 1389 13.1 CSHCM whaose conditions affect their activities usually, 240 274
have special heath care always, oF @ great deal
needs v
. . CEHCM weith 11 ar mare days of school absences due to 143 15.5
Get Print “ersion CSHCH Prevalence by Age iness ¥
— Age 0-5 years 38 23 Health Insurance Coverage
- Download PDF Aos B 160 g
gs B-11 years . " CSHCW without insurance at some point in past year s 8.8 9.3
5 Age 1217 16.8 18.4
Email PSQE g8 years CSHCM withiout insurance st time of survey J 35 3.5
CSHCH Prevalence by Sex
Currently insured CSHCH whose insurance is + 331 34.3
n Share Page hale 16.1 17.4 inscheruste
Female 116 12.7 Access to Care
E  Tweet Page i S
CSHCH Prevalence by Hispanic Origin and Race CSHCM with sy unmet need for specific hesth care J 161 23.6
Ervices
Mon-Hispanic 15.0 14.5 v
i i i 2
White 155 14,6 CEHCM with ary unmet need for family support services 49 1.2
Black 150 15.9 CEHCH needing a referral who hawve difficulty getting it @ 211 234
Cither A, 11.8 CEHCH without & usual source of care wwhen sick [or + a7 9.5
X . wehio rely on the emergency room)
Hizpanic 5.3 9.6
Spanizh Langusge 45 6.4 CEHCH wyithout any personal doctar or nurse @ 5.3 6.9
Housshold Family Centered Care
Englizh Language 131 12.7
Housetold CEHCH without family-centered care + 354 35.4
Impact on Family
CEHCM whose families pay $1,000 or more out of + 200 2241

nocket inm meadical exbenses per wear for the child



A project of CAHMI

Whole System, Whole Child View

Understanding how many CSHCN meet each age-relevant MCHB
Core Outcome provides a clearer picture of how the system of care

Age 0-11
12,

CSHCN wi
more EBL

Age 12-17
6.2

Publicly i
CSH

are performing.

Percentage of CSHCN Meeting the Each Core Qutcome

= 81.7

Age 0-11 years Age 12-17 years

N

W Partners in decision-making

W Medical Home

B Adeguate insurance

B Early & continuous
screening

M Ease of service use

M Transition to adulthood

o Core Outcome #2: Medical Home and core Outcome #6: Transition to Adulthood (CSHCN age 12-17 years only)

are the two outcomes least likely to be met.

* For both age groups, more CSHCN meet Outcome #4: Early and Continuous Screening than any other outcomj

3%
sly insured
SHCN

.2%
ly insured
SHCN




Browse by Survey & Topic
et State Snapshots

Get LIS Data Maps
tledical Home Data Fortal

Erowse Title % Topics

Data Tools
Get Print “ersion
Download PDF
Email Fage

Kl Share Fage

Other Options: Obtain U.S. Maps and
State Ranking Tables for Measures

Pu
intao

Browse by Survey & Topic ¢ Results

Home = Br
Get State Snapzhots

{:UI rel Get 15 Data Maps
Survey:

Special

Medical Home Data Port

Eru:uwse Title W Topics
Starting . B I |

Indicatars
State/Region: Mationwide vs. California
Topic: MCHE Core Outcomes for CSHCN

Cuestion: Outcome #2: CZHCM who receive
coordinated, ongoing, comprehensive care within a
medical home (details)

Dutcome #2: CSHCM who receive coordinated, ongaing,

comprehensive care within a medical home (details)

Outcome  Outcome not
successiully achieved
achieved

Matiomwide 43.0 57.0

é Ask us a question | Request a dataset

B Sign In to Access Your Briefcase

Keyword Search

Get Help p

Edit Search Critenia

Compare States:

Califarnia

Cormpare Subgroups:

oelect a Subgroup

W Change guestion, topic or survey

Total %




é Ask us a question | Request a dataset

& » Open your data briefcase
CYPRRRL ¥ Your Data ... Your Story

Data Hesouroe Cenier for Child & Adalescent iealth

Keyword Search

t the Data Learn About Browse the Data Put .[:la’ga Get Help p g
the Surv into Action
Home = Brows=e the Data
Browse the Data

Browse by Survey Browse State Ranking Maps
Browse by Topic State Ranking Maps provide a visual display of the nation, comparing each individual state's performance to the
national average on key Child Health Indicators in the National Survey of Children's Health (NSCH) and MCHB Core
Browse by State Outcomes and Indicators in the National Survey of Children with Special Health Care Needs (NS-CSHCN).
Browse State Rankings Click on any state within the state ranking map to compare performances on the indicator.
Data Snapshots :
g NSCH State Ranking Maps

Data Trends

CSHCN State Ranking Maps

CORE OUTCOMES/PERFORMANCE MEASURES
Qutcome #1: CSHCH whose families are partners in decision making and satisfied with services
Dutcome #2: CSHCN have a medical home
Outcome #3: CSHCM have adequate private and/or publicinsurance
Outcome #4: CSHCM who are screened early and continuously for special health care needs
Data TDD[S Outcome #5. Community-based senvices are organized for ease of use
Qutcome #6: CSHCM Youth receive senvices needed for transition to adulthood (ages 12-17 only)

_ i Met All 5 Core Qutcomes (CSHCM ages 0-11 only)
K Add fo Your Briefcase Met All 6 Core Qutcomes (ages 12-17 only)

NATIONAL CHARTBOOK INDICATORS
Indicator #1: CSHCMN whose conditions affect their activities
Indicator #2: CSHCM with 11 or more days of school absences due to illness

Browse by Medical Home

Browse by Title V

et Print Version

“-"'_ Download PDF Indicator #3: CSHCM without insurance at some point during past year
Indicator #4: C3HCM without insurance at time of survey
- - Indicator #5: Currently insured CSHCMN whose insurance is inadequate
Share This Link g .

Indicator #6: C3HCM with any unmet need for specific health care senvices
Indicator #7: CSHCM with any unmet need for family support services



About the Data
Resource Center

Learn F'_q.tl out Browse the Data 2 u_t -[]H‘F.? Get Help p Go
the Surveys into Action

Home = Browse the Data
Browse the Data

Browse by Survey
Browse by Topic

Browse by State

Browse State Rankings
Data Snapshots

Data Trends

Browse by Medical Home

Browse by Title W

Data Tools

3 Add to Your Briefcase
Get Print Version
L Download PDF

Share This Link

MCHB Core Outcome #2:CSHCN who receive coordinated, ongoing comprehensive care
within a medical home

2009/10 National Survey of Children with Special Health Care Needs

Nationally: 43.0% of
7 CSHCN met outcome
tate Range: 34.2-50.7

State Ranking

Higher=Better Performance

Il Significantly higher than U.S.
2 Higher than U.S. but not significant
Lower than U.S. but not significant
[ ] Significantly lower than U.S.

Statistical significance: p<.05
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2+ Title V Needs Assessment State
x DRC :
A project of CAHMI P r O f I I eS

é Ask us a question | Request a dataset

> -.: M Zign In to Access Your Briefcase
- - - Yoo Data V=1, Chfcj,r'

Date Fiesou ree Center for ChJId & Adolescent Health

Keywaord Search

Home = Browwse the Data = Title %' = Title % MNeeds Assessment Data

Guide to Using the DRC for Title WV Needs Assessment

Suickly find state estimates for your Title VY needs assessment!

Erowse by Survey & Topic

Set State Snapshots
1. Select wour state.
Erowse Data Trends
2. Select wyour population of interest (Al Children or Children with Special Health Care Meeds).

Set LIS Data Maps . . . . .
S, Click on "wiew data" for wvour state estimates. State estimates can be examined Turther by subgroups or compared

Fdedical Home Data Fortal to other states on the data query pages.
Erowse Title » Topics 1. Choose a geographic area
State/Region/Nation: | Matiornwide et

2. Choose a population for the State, Region or MNation

Set [P Yersiemn Measures for Population of All Children click to showw

. Download POF = = = = =
Measures for Children with Special Health Care Needs click to hide
Email Page Aamong Aamong
) ) CSHCH only. CSHCHN {ws.
E3 =Share Page Measure 200910 NS- non)-, 2007
CSHCHN MSCH
= THEcEt Page Health Status and Outcomes
Morbidity Rates FPopulation prevalence of SSHCR wiews Data
FPrevalence rates for CSHCM may differ between the drom RS-CSHCMN)
two national surveys due to sampling methods. Click Papulation prevalence of CSHC M .
here to find out more information. (fropm NSC|—F|3) Wi Diata
Sewverity of condition Severity of conditions “Hieww Drata
School davs missed wiewe Data wiewe Data
Frovider visits {coming soon) “Wiewy Data Wiy Data
Ermergency room visits (coming N
Soom wiewe Data
Functional limitations Health conditions interfere with
gc}i;itv’ and social participation, age Wiy Data

Health conditions consistently affect

daily activities wiews Data

FHMumber of functional difficulties i
reported from NSt of 15 dificulties Wiews Data

Prewvalence of preventable disease and chronic Cwerall prevalence of chronic health g Diata
diseases conditions

Frevalence of individual chanlc

Feywword Feywword
health conditions (e.d., asthrma; fired o
diabetes) Condition Condition

Cthesity/overweight Bl for CSHCHD Wiew Diata

Mental Health Delaved care Wiews Data



Presenter
Presentation Notes
This is from the 2005/06 NS-CSHCN—updated condition-specific profiles including one on CSHCN with ASDs coming soon.


Medical Home Profiles
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Prevalence of Medical Home in Louisiana
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Data Resou rce Center for Child & Adolescent Health

H. project of the Child and Adolescent Health Measurement Initiative
(CAHMI)

LOUISIANA

Medical Home Performance Profile for ALL CHILDREN
Data Source: 2007 National Survey of Children's Health

Components of Medical Home

Medical Home Profile at a Glance

) Loulslana. 55 3% )

Range across States: 45.4% - 69.3%

All Children (age 0-17) State HRSA Region VI Nation Accessibility State HRSA Region VI Nation
Met All Medical Home Criteria 55.3% 52.0% 57.5% Has 2 personal doctor or nurse 91.2%% 85305 8229
Age of Child Family-Centered Care (% who report "usually” or "always")
- 5 wears g & 654
s il"“ar’ °"de :;:«; :g';:: ;52::: Doctor spends enough time 76.606 73.6% 79.3%
2‘ 1?\"3—35_@ . Sn’Jl"ﬂ* r_glr_% 53":% Doctor listens carefully B8.8% B6.0% B89.4%
12-17yearsa = ' ! Doctor provides specific needed infarmation 84,50 B0.6% B4,B%
Sex of Child Doctor helps parent feel like partner in care BB.B% B4.4% 87.6%
Male 57.0% 52.7% 56.8% Comprehensive
Female 53.6% 51.2% 58.2% .
Has a problem getting referrals when needed 27.6% 20.2% 17.7%
Household Poverty Level (Federal Poverty Level [FPL] Guidelines)* Has a usual source for both sick and well care 92.9% 90.7% 93.1%
- 95% FPL 36.5% 32.0% 39.4% Coordinated (% among children receiving 2 or more types of services)
100 - 199% FPL 48.6% 42.3% 49.4%
200 - 3899 FPL 65.0% 57.0% 52.5% Received any -’1F_'|3 arranging or co:'diraF ng care 20.4% 22.3% 20.7%
400% FPL or higher 70.7% 75.9% 59.3% :;p:hﬁd getting all help needed arranging care 66.6% 70.3% 68.7%
* For more information on FPL mes pleasa visit: http:/faspe.hhs.gov/poverty/07Poverty. shiml .
ore marmaRen e S ? i PiiRspe T gav pavRrty B HEvEry. e Very satisfied with communication between 72.%% 76.8% 72.3%
Race/Ethnicity of Child doctors, when nesdad
- . Very satisfied with communication between 49.8% 63.3% 62.3%
Hispanic 46.5% 37.7% 38.3% doctors and school, when needed
White, Non-Hispanic 66.4% 68.6% 68.0%
Black, Non-Hispanic 40.9% 36.5% 44,29% Culturally Effective (% who report "usually” or "always")
Multi-Racial/Other, Non-Hispanic 47.9% 53.6% 55.6% Doctor is sensitive to family customs and values 89.4% 86.5% 85.2%
i ilif i i
T i Availability of interpreter, when needed N 64.1% 64.2%

o . - o . Citation format: Child and Adolescent Health Measurement Initiative. 2007 National Survey of Children's
PUSISE ristirarios Stck & Metilcald o 44.9% 38.65% 4545 Heaitn Medical Home State Profile. Data Resource Center for Child and Adolescent Healtn website.
SCHIP Retrieved [mm/ddy/yy] from www.medicalhomedata.org.

Private health insurance 68.6% 66.7% 66.5%
Currently uninsured 31.1% 29.5% 35.7% ** WA Estimates based on sample sizes too small to meet standards for reliability or predsion. The
relative standard error is greater than or egual to 30% and/or the number of responses is less than 25.
Children with Special Health Care Needs (CSHCN) Status
CSHCN 51.3% 49.1% 49.8% For more information on the Medical Home concept, resources related to Medical Home, or more
Mon-CSHCN 56.6% 52.7% 59.4% Medical Home data, please go to www.medicalhomedata.org.

Prepared by the Child and Adolescent Health Measurement Initiative (CAHMI) in collaboration with the American Academy of Pediatrics (AAP), with funding from the Maternal and Child
Health Bureau (MCHBE), Health Resources and Services Administration (HR.SA), U.S. Departent of Health and Human Services. 1.2




j’DF.%C Disparity Profiles

A project of CAHMI

» 2009/10 Disparity Profiles Coming Soon

> 2007 Disparity Profiles

o Special Health Care Needs Status
o Health Insurance

o Race/Ethnicity

o Rural-Urban Commuting Areas

*Disparity Profiles are customizable, in
which you can choose your own indicators
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2 Examples of Variation
1 DRC (e.g. Information) to Look For

ect of CAHMI

EXamole:

> Variations Across States
State Range: 31.7% (NV) to 52.7% (KS)

> Disparities Nationwide (and variation in
disparities!)
Private: 50.2%; Public: 25.8%; Uninsured: 19.6%
Among Insured — Adequate Insurance: 46.2%
Inadequate Insurance: 31.7%
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A DRC Myth Busting Is Essential

A project of CAHMI

are a homogeneag populatio
0 ave diverse needs and experience are
DIrerences are exempliried o ompeae 0 ON&
Aation 10 ThOSE D heed O 2 Pre DTIC edicatlo ®
100 -
77.1 755 80.6 78.6

80 68.1

Outcome #1 Outcome #2 Outcome #3 Outcome #4 Outcome #5 Outcome #6 Met All Age
Appropriate

Outcomes
B CSHCN with Functional Limitations m CSHCN who met Rx Medication Criteria ONLY


Presenter
Presentation Notes
Can Met CSHCN Screener by 5 different criteria. Two groups of CSHCN have greatest differences: CSHCN with functional limitations and CSHCN only meeting Rx criteria. 
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4 DrRc  Myth Busting Is Essential

A project of CAHMI

Myth: Some children identified by the CSHCN Screener don’t have any
ongoing health conditions or functional difficulties.

EFact: All CSHCN identified by the CSHCN Screener experience at least
one ongoing health condition resulting in above routine need for health
and related services. 90.8% of CSHCN reporting no functional difficulties

state that this is because their conditions are being treated and are under
control.

M No Conditions

M 1 Conditions

m No Conditions, No Difficulties 2 Conditions

m No Difficulties, 1+ Conditions m 3 Conditions

1+ Difficulties, No Conditions w 4+ Conditions*

Ml 1+ Difficulties, 1+ Conditions*

* Of the 14 difficulties and 20 conditions asked about in the 2009/10 NS-CSHCN
Data Source: 2009/10 National Survey of Children with Special Health Care Needs


Presenter
Presentation Notes
Of CSHCN reporting no functional difficulties, 90.8% state that this is due to their condition being treated and under control.

The CSHCN Screener condition list is not comprehensive; some CSHCN may have a condition that results in above routine need for health and related services that is NOT ON THE LIST. 
--The majority of CSHCN have 2 or more conditions, showing the co-morbidity of conditions among CSHCN
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A project of CAHMI S u rve r)
Y % repo O ondaitio are der co
0 Y qualified a O 2 pre ol
9.3% had over $1.000C out-of-pocke ad

» Who are the 2.9% of CSHCN reporting none of
4 DRC the conditions or difficulties asked about in the

2009/10 NS-CSHCN: Unmet Needs, Missed School and Medical Expenses for CSHCN by Presence of the
Difficulties and/or Current Conditions Asked About in the Survey

1 ar mare unmet service needs in
the past 12 months

More than 2 weeks of school
missed due to illness or injury in
the past 12 months

More than 51,000 in out of pocket
medical expenses in the past 12
months

25.2%
25.5%

M1 or mare condition and
1 or more difficulty

M 1 or more difficulty, no
conditions

B 1 or mare condition, no
difficulties

B Meither


Presenter
Presentation Notes
All CSHCN have worse outcomes: CSHCN more likely to play with other children their age every day (38.1 vs 30.4, age 1-5 yrs), more likely to be insured (93.9 vs 90.2), more likely to receive preventive medical and dental visits (78.1 vs 70.1),  more likely to receive needed mental health care (61.7 vs 48.6),  more likely to be read to every day (56.2 vs 46.7)
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A DRC Myth Busting Is Essential

A project of CAHMI

Children age 0-5 years who are read to
every day

Children who receive needed mental
health care

Children who have had a preventive
medical AND dental visit in past year

90.2
Child h tly i d
ildren who are currently insure 93.9
Children age 1-5 years who play with
children their own age every day
0 20 40 60 80 100

B Non-CSHCN B CSHCN


Presenter
Presentation Notes
All CSHCN have worse outcomes: CSHCN more likely to play with other children their age every day (38.1 vs 30.4, age 1-5 yrs), more likely to be insured (93.9 vs 90.2), more likely to receive preventive medical and dental visits (78.1 vs 70.1),  more likely to receive needed mental health care (61.7 vs 48.6),  more likely to be read to every day (56.2 vs 46.7)


4 brRc  Myth Busting Is Essential

A project of CAHMI

Myth: All states are essentially the same with regard to
prevalence and type of CSHCN.

Nationwide Variation Across States

Among all Children

1.87 fold
CYSHCN (15.1%) (10.6%-19.8%)
Among CYSHCN
Ongoing Emotional, Behavioral, 1.69 fold
Developmental Problems (31.8%) (24.0%-40.6%)

Health Conditions Consistently
and Often Greatly Affect Daily
Activities (27.1%)

Data Source: 2009/10 National Survey of Children with Special Health Care Needs, Screener & Interview Files

2.11 fold
(21.9%-46.2%)
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4 DRC

A project of CAHMI

Myth Busting Is Essential

Myth: Only CSHCN with rare
conditions, such as Cerebral Palsy
and Muscular Dystrophy,
experience a lot of functional
difficulties.

Fact: CSHCN with common
conditions are likely to experience
multiple difficulties too. Those with
the most commonly reported
condition (allergies) experience a
mean of 3.8 difficulties.

Note that CSHCN with each condition are
likely to have at least one of the other
conditions as well. For example, 80.0% of

CSHCN with current asthma also have one or

more of the other conditions asked about.

Mean & of Mean # of
Difficulies— A  Difficulties
Little or A Lot — A Lot Only

Health Issue Asked About*
[prevalence among CSHCN)

Cerebral Palsy [1.6%)
Intellectual Disability (5.8%)
Head Injury (1.4%)

Autism, ASD [7.9%)
Developmental Delay (17.6%)
Muscular Dystrophy (0.3%)
Down Syndrome [1.1%)
Epilepsy(3.1%)

Behavioral problems {13.5%)
Depression (10.3%)

Arthritis (2.9%)

Anxiety (17.1%)

Headaches (9.8%)

Heart Problem {3.0%)
ADD/ADHD (30.2%)

Blood Problems [1.5%)
Cystic Fibrosis (0.3%)
Allergies [48.6%)

Asthma (35.3%)

Diabetes (1.7%)

*Condition prevalence in 2009/10was asked using two questions:

prevalence of conditions everor cumenthy. Only current prevalence
is included here.

Lid | L | g
| o I S - |

Lid

i !lu._'|
v | s | o |

[ =1 !:.n !:|'| !:|'| !:|'| _-_| |
00 | oo | | | o e | -

Data Source: 2009/10 National Survey of Children with Special Health Care Needs
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j’DF.%C Motivating and Informing

A project of CAHMI Partn ers h | pS

> Partnerships falter or
proceed on faulty ground
as assumptions go
unannounced and

wChildren with emotional,
“ behavioral or developmental
H-pmblems are over

1 twice as likely

" to not be engaged in school

unchecked

° HOW are we dOIng? - Children living in poverty are over

« What and who should we 5 times more likely
focus on?

o How do we know if
anything improved?

W to be exposed to smoke inside
utheir home
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4 brc  Making the Data Come Alive

A project of CAHMI

were filled with subgroups
of California CSHCN?

e 2+ Of 16 more common
conditions: 89 miles

o« Complex needs:109
miles

o Functional difficulties:
44 miles
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4 prc  Make the Data Come Alive

A project of CAHMI

asthma, which is the equivalent ~ ~ "= "
of enough children to fill 20
Staples Centers!

« 11.5 for ADHD

« 1.9 for Autism/ASD
* 1 for Cerebral Palsy
« 1 for Diabetes

« 3.9 for Depression
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4 DRc  Use the NSCH too!

A project of CAHMI

v
Lu%ﬂe Packard

Jor Children's Health

Children with Special
Health Care Needs

A Profile of Key Issues in California

Prepared by

} CAHMI
The Child and Adolescent
Health Measurement Initiative

June 2010

Leverage both the NS-CSHCN and
NSCH to create a unique synthesis
of nationally comparable data

Description
Prevalence and
Demographic
Characteristics

System Capacity
Insurance and
Services Needs
and Access

Quality
Prevention, Medical

Home, Family
Centeredness

Impact

School and
Families
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a ‘Drc  Synthetic Estimate

A project of CAHMI

> Prevalence estimates for local areas by using
descriptive/demographic data of local areas combined
with state prevalence values

» Can calculate county-level estimates based on
demographic distribution of local area

> Similar in concept to an “indirect adjustment”
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Synthetic Estimate:

X DRC

A project of CAHMI What do you need?

> Prevalence of an indicator by selected demographic category
(at state level)

Examples: prevalence of CSHCN, adequate insurance,
medical home, asthma, etc.

Can be anything for which you have state-level data
» Can access at www.childhealthdata.org

> Prevalence of children in your county for the demographic
characteristic you wish to “adjust” for

Examples: Age, Sex, Race/Ethnicity, Income

> Access Census Demographics
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How to Calculate a Synthetic

AjprowctQCBHg Estimate

1. Select indicator of interest:
Prevalence of CSHCN

2. Select geographic area for calculation:
Need State and Local Area:
California (Marin & Fresno Counties)

3. Select demographic category

Race/Ethnicity: Latino/Hispanic, White, Black and
Multi-racial/Other

*Must match to your state-level data
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o “*  How to Calculate a Synthetic
I DRC Estimate

A project of CAHMI
4. ldentify distribution of demographic categories in local
area

Latino/Hispanic 163,560
White 66,283
Black 14,411
Multiracial 6,119
Other 28,157
TOTAL # of Children 278,530

*Data Source: KidsData.org. Combined prevalence of Asian, Native American, and
Multi-racial to match categories in 2009/10 NS-CSHCN data set.
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5. Identify prevalence of selected indicator by demographic
categories (at state level)

Latino/Hispanic
White

Black
Other
TOTAL % of Children

*Data Source: 2009 NS-CSHCN Screener File. Obtained from Data Resource
Center for Child and Adolescent Health, www.childhealthdata.org.


Presenter
Presentation Notes
Also a nice time to state that prevalence of CSHCN comes from the Screener file, NOT the interview file. All statistics such as Outcomes and Indicators are AMONG CSHCN. Therefore, CSHCN prevalence must be conducted on the Screener File.
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6. Calculate synthetic estimate: Marin County

Latino/Hispanic . 1477.44
White 3409.70
Black 187.66
Other : 341.874

TOTAL # of
Children

5,417/53,513=10.1%
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