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A% prc Why We Need Datal

A project of CAHMI

> ldentifying/documenting needs and
performance

> Building partnerships

» Educating Ourselves and Policymakers

> Advocacy
> Grant Writing

> Research
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Learn About

Resource Centar the Surveys
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Browse the Data

Survey Fast Facts

Quick Data Search

Browse by State

How to Use This Site
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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
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ﬁ(’ Available Datasets on the DRC Website

www.childhealthdata.org
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A project of CAHMI
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about the surveys

national, state, and regional
survey results for subgroups of children (age,
race, sex, income, insurance and health status,
etc.)
o Over 100 indicators and each survey item, including:

« Each CSHCN Systems of Care Core Outcomes

 Data relevant to 34 of 45 Title V Block Grant/Needs
Assessment Focus Areas

« 18 Healthy People 2020 Measures
e 16 Outcomes and Quality Measures Endorsed by NQF

[DataSpeakSanuanAHO 2004
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About the Data
Resource Cente

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

Telephone numbers are randomily
called to find households (HH's)

National Survey of Children with Special Health Care N¢
(2009/10 NS-CSHCN)

FAST FACTS about the SURVEY

What is the National Survey of CSHCN?

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

Learn About

- Brow
the Surveys

Mational Survey of Children’s He
{NSCH)

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

Mational Survey of Children with

Special Health Care Needs (CSHA ° Telephone numbers are randomly generated and called to find households with one or more childre

under 18 years old. Trained interviewers ask parents or guardians a series of questions for all

Guide to Survey Topics and children in the household to identify those with special health care needs

children under 18 years old from 196,159 households were
pecial health care needs. Final Screener datasets have 371,617

{2009f1l} NS-CSHCN} rder to maintain confidentiality of respondents.

Sampling and Survey Administration Process interviews were collected during 2009-2010; at least 750 intervies
d the District of Columbia

utes, on average, to complete

Mh administered in English, Spanish, Mandarin, Cantonese, Vietnamese

— = Farertor guardian |s asked about the age and
gender for all chilldren In HH
(About 3,700 to 5,500 HHs with chifdren

“Soim HHs were eonlected on a coll phons. Is Bhis

ﬂb-ﬂ L i By i
[']]

If more than 1 CSHCM in

househald, randomly pick one
CSHCN im HH as target child for

CSHCHN Interview

with children under 18 years old ) confasted in each state)” able for EACH state?
case, the parst or guasdian was sakn IF they have § mber CSHCN in the state population, and the estimated percent o
[T W s, vt Moshy W wepsld b arswaned i
o guaedian doss nat hine o m one or more CSHCM under 18 years old
. - oviding detailed information about each state's CSHCM population
Al children In HH are screened for having special L ] i
healtn care needs as age, race/ethnicity, family structure, household income, etc.
(About E_Qm L] Z‘I:'_.?x chlaren screenad n esch siate)
Pravalance of CESHCN: 15.1% b thE CSHCN Inter\fiew7
CSHCN MNon-CSHCN 5; including current conditions and functoning difficulties
'I"EE Do amy children in HH have NO ¥ flons
y special health care needa? n d adequaq.-' of coverage

Completad 750-850 CSHCN
Interviews per siats

] types of health care services needed and any unmet needs for ca

are, and specialty services received

AER NS-CEHCN Inferview Survey |

e S




." 6 Ask us a question | Request a dataset
e e Storv » Open your data briefcase

Data Resource Center for Child & Adolescent Health
Guide to Topics & Questions Asked

1‘
About the Data A Learn About

Resource Cente the Surveys National Survey of Children with Special Health Care Needs, 2009/10

Mational Survey of Children’s
{MSCH)

MOTE: Telephones are dialed at random to identify households with ane or rmare children under 18 years old. The interviewer asks to
speakto the parent or quardian who knows the most about the child's or children's health and health care. Ifhe or she is not available,
multiple call back attempts are made to reach them. Ifthe parent or guardian's language is not English, arrangements are made to call
back later to administer the survey in another language.

Mational Survey of Children
Special Health Care Meeds |C

Guide to Survey Topics ang

**Denotes that ariginal version of the variakle is not released publicly. Variable may be recoded or omitted in public use data files.
Questions
CLICK on the question numbers in hlue text below ta view the full text of the question and its response options.
Survey FAQs o
& SECTION 1: MISISLAITS Eligibility

Fast Facts about the Surveys e SECTION 2: Initial Demographics

1t
SLI CSHCN2009 e
CSHCN2009
Welcome to the Da Section 2. INITIAL SCREENING
Welcome to the FIEWl‘_-,‘ i INTRODUCTION The next questions are about any kind of health problems, concemns, or canditions that
may affect your (child/children)'s physical health, behavior, learning, growth, or physical
development. Some of these health problems may affect your (child/children)’s abilities
The mission of the Data and activities at school or at play. Some of these problems affect the kind or amount or
serices your (child/children) may need or use.
National Survey of Child CSHCN{ (IF S_UNDR18=1, INSERT 'Does your child” IF S_UNDRIS > 1, INSERT 'Do any of
Care Meeds {NS_CSHC your children’) currently need or use medicine prescribed by a doctor, other than
witarmins?
researchers, policymak top
' P Y 1) YES
careeeee system for ch 12) NO [SKIP TO CSHEN]
77 DONT KNOW [SKIP TO CSHCMZ2] |
DRC High Lights (49) REFUSED [SKIP TO CSHCNZ] i
. . READ IF HECESSARY: This applies to AHY medications prescribed by a doctor, Do not include
® Child C'I:IESI'[E.F State B over-the-counter medications such as cold or headache medications, or any vitamins, t—og
minerals, or supplements that can be purchased without a preseription. THESE QUESTIOHNS
» New NS-CSHCN Dat REFER ONLY TO A CURRENT CONDITION, THE RESPONDENT SHOULD OHLY REPLY WITH "VES™ IF
THE CHILD CURRENTLY HAS A SPECIAL HEALTH CARE HEED.
» MNew chartbook comp




What data can you get on the

ﬂr/ojectE?CE{I—% DRC Website?

o View Topic Specific Snapshots

o View and compare all states at the same time
o Get maps comparing each state to the nation

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

« Compare all states on individual items,
Indicators or outcomes

o Trend across survey years where possible

DataSpeakaanuarny 92014



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

DataSpeakianuan/Aa9s2044:



Step 2: View a range of measures
and select any of your choice

200910 Mational Survey of Children with Special Health Return to Snapshot Selection
Care Needs Compare Survey Years 2001-05/06
Nationwide Profile Compare Survey Years 2005-09410

2001 Profile

2005/08 Profile

Click on any rowe of data in the table below to view detailed results by age |, racelethnicity, household income and ather subgroups.

nce of CSHCH State 3% Ration % Mational Charthook Indicators State %6 Mation %

CSHCH Prevalence Child Health

Percent of children who have 15.1 151 CEHCM whoze conditions affect their activities uzually, alvways, 2741 271
special heatth care needs or & great deal

CSHCH Prevalence by Age CEHCM weith 11 or more days of zchool abzences due toillness 155 1545
Age 0-5 years 9.3 93 Health Insurance Coverage

Age B-11 years 17.7 177 CEHCH without insurance st some point in past year 9.3 93
Age 12-17 years 18.4 184 CEHCM without inzurance st time of survey 3.5 34
CSHCH Prevalence by Sex Currently insured CSHCM whose insurance iz inadeguate 343 343

Access to Care

Male

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

CEHCH whose families have adequate private andfor public insurance to pay for the services they need c\ﬂ_n) 60.6 G0.6
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

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

CEHCM whose conditions cause financial proklems for the family 21,6 216

CEHCM whoze families spend 11 of more hours per week 131 131

[T || |y ey | [ | PR gy | P pp—



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

Current Search Cniteria Edit Search Criteria
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

State/Region: N3
Topic: MCHE Co

Chuestion: Outco
coardinated, ango
medical home (de

Cutcome #2: Cf
comprehensive

Mationwide

California

DOutcame successiully achieved Cutcome not achieved

] I Mationwide B Califomia
Cl. = 95% Confide

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




Step 3: Select a subgroup to view
your state findings for

Edit Search Criteria

Compare States:

Current Search Cntena

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

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

| California

State/Reqgion: Mationwide vs. California select a Subgroup
. oelect a Subgroup
Topic: MCHE Core Outcames for CZHCN Age - 3 groups
Cuestion: Outcome #: CSHCN who receive Sex of chil_d_
coordinated, ongoing, comprehensive care within a EE!CE*“E”}WCHY or Hi - CEHEN
- - rimary language for Hispanic
medical home (details) Specific types of special health needs
Emationalibehavioral/developmental issues
Farnily structure
Insurance status

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

Consistency of insurance coverage
Adequacy of current health insurance

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

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: Mationwide
Topic: MCHE Caore Outco

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

Sub Group: Outcome sucg
of insurance

Cutcome #2: CEHTMN wi
within a medical home [a

Select a response categar

Matiomwide %

C.l. (4
n
Faop. Est.
Califarnia %o
Cl. (3
h

Fop. Est.

Cl. = 95% Confidence Interval.
n = Cell zize. Usze caution in intg

Estimates bazed on samp

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

Matiorwide

California

The relative standard errar is greater than 30%.

Compare Subgroups:

~ Private
Insurance
anly

Yo 51.2
C.l (50.1 - 52 4)
Fl 12,124

Fop. Est. 2810,2Mm
Yo 47.0
C. (41.2-52.8)
y 212

Fop. Est. 260 211

- Fublic
Insurance
only

34.0
(32.4-359.5)
4,115
1,252 062
254
(17.4-33.4;
22
b4 748




Z”XDRC Subgroup Comparison Options

A project of CAHMI

> All 50 states, D.C., & 10  » Special Health Care Needs
HRSA regions Status
> Age > Type of insurance
> Sex of child > Consistency of insurance
> Race/ethnicity of child > Presence of a medical
> Primary household home
language > Presence of an emotional,
> Household income level behavioral or
N T T developmental problem

(SCHIP) » Adequacy of health
> Family structure NSHIGHICE

DataSpeakIanuany O 2Z0ld:



Step 4. See where your state ranks
across all states by selecting “all
states” as comparison group

Current Search Critena

Survey: 2009410 Mational Survey of Children with
opecial Health Care Needs

Starting Point: MCHE Core Outcames and Key
Indicatars

State/Reqion: Mationwide vs. California
Topic: MCHE Core Outcomes for CoHCN

Chuestion: Dutcome #2: CEHCM who receive

coordinated, ongoing, comprehensive care within a
medical home [details)

Sub Group: Outcame successfully achieved x Type
of insurance

Cutcome #2; CSHCM who receive coordinated, ongoing, 4
within a medical home (details)

Edit Search Criteria

Compare States:

All States

Unselect State or Heiinn

All Regions
Alabama
Alaska
Arizona
Arkansas
Califarnia
Colorado
Connecticut
Delaware
District of Columbia
Florida
(Seargia
Harwali
[dahio
Mlinois

=elect a response category | Cutcome successfully achieved

Indiana

lowea
llansas

35.3
- 356

51.2
(50.1-52.4)
12,129

34.0
(32.4 - 35 &)
4115

Matiomwide
.l

i

(32.1
1,01

242
(108.9- 28 8)

1 38




Current Search Criteria | Step 5: Click on your state to

Survey: 2009410 Mational Survey of Children with

Special Health Ca Outcome #2: CSHCMN who receive coord get baCk tO querylng by Other

Starting Point: b home (details)

Indicators Su bg rO u pS I n yO U r State

State/Region: All

Hotes: Click on the Column Header to sort the resulty
HOVER ower the text in the table.

Topic: MCHE Cor

Chuestion: Outco
coordinated, ongoi
tnedical home (det

—

Alabama
Hertucky
Kanzas
Messy Hampshire
Indiana
Mebraska

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
Mevadla
Florica
Arizona
ey Mexico

District of Columbiz




...and back to CA vs. Nation... continue
searching subgroups on this measure..or...

Current Search Critena Echt'Search Critaria

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/Reqgion: Nationwide vs. California ISelect a Subgroup

Topic: MCHB Core Outcomes for CSHCN » Change question, topic or survey

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

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

% 13.0 57.0
eill (421-438)  (56.2-57.9)
n 18,279 20671
Pop. Est. 4613661 6,126,183
California % 383 61.7
cl. (339-427)  (57.3-66.1)
n 299 492
Pop. Est. 365,908 589,751

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




A :.00

A4 prc  Trending Across Survey Years

A project of CAHMI

Keyword Search

Get Help p ﬂ

the Data

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

Browse by Survey & Topic Current Search Cntena
Survey: 2009410 Mational Survey of Children with
Special Health Care Meeds

Get US Data Maps Starting Point: MCHE Care Outcomes and kKey
Indicators Compare Subgroups:

Edit Search Criteria
(5et =tate Snapshots Compare States:

Select a State or Region M

Medical Home Data Portal

Select a Subharous

W Compare this measure across years

State/Reqgion: Mationwide

Browse Title % Topics Topic: CSHCN Health and Functional Status
Cuestion: Indicator 1: CSHCN whose health w Change guestion, topic or survey
conditions consistently affect their daily activities
(details)
Get Print “Wersion
— Indicatar 1; C3HCM whose health conditions consistently and often
- Download POF . . o )
greatly affect their daily activities (details)
Email Page Daily Daily Daily Total %
activities activities activities
consistently moderately  never affected
Kl Share Fage affected, affected
often a ?reat some of the
E  Tweet Page dea time
S 271 38.5 344 100.0
.. (26.2-27.9 (377 -39.4) (33.6-350
h 4,730 15,611 14,795

Fop. Est. 2,896,614 4,265,088 3,806,433



Other Options: Obtain US Maps and
State Ranking Tables for Measures

- 9 &sk us a question | Request a dataset
" e W Sign In to Access Your Briefoase
& vour Data ... Your Story

Data Resource Center for Child & Adolescent Health

A project of the Child and Adolescent Health Measurement Initiative

Keyword Search

Browese by Survew & Topic

Home = Br * Results

Get State Snapshots

Get US Data fMaps Edit Search Criteria

Set State Snapshots guwn.ay;r: fhedical Home Data Potta Compare States:
pecia

Browse by Survey & Topic Currei

E Title W Taopi Califarnia
St US Data Mg Starting Bowse THe V Topies |

Indicators Compare Subgroups:

Medical H Data Portal
Bibal mome Lt Fors State/Reqgion: Mationwide vs. Califarnia |SE|E':t a Subgroup

Browse Title % Topics Topic: MCHE Core Outcomes far CSHCN w Change guestion, topic or survey

Cuestion: Outcome #2: CSHCM who receive
coordinated, ongoing, comprehensive care within a

Data Tools medical home (details)

Get Print “ersion
“*  Download POF Cutcome #2: CSHTM who receive coordinated, ongoing,
- e comprehensive care within a medical home (details)

Ermail Page Cutcome Cutcome not Total %
successfully achieved

Kl Share Page achieved
Matianwide 43.0 57.0




About the Data Learn About 2 Put Data : p
Resource Center the Surveys BERGE e Data into Action Get Help

Home = Browse the Data
Browse the Data

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

Browse by Topic
2005 National Survey of Children with Special Health Care Needs

Browse by State

Browse State Rankings

Data Snapshots

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

Browse by Medical Home

Browse by Title W
District of Columbia Mationwide
Data Tools b 36.9 411
B Cl (32.6-41.1) (46.3-48.0)
B Add fo Your Briefcase
n 34 18,977
Get Print Version Pﬂp.ESL 5701 4583731

T Download PDF

35% Confidence Interval. Percentages are weighted to population characteristics.

Share This Link ""': : i . : v
n = Cell size. Use caution in interpreting Cell sizes less than S0.

"H-\..—'T& l'rlf I AR Y T T T T R RS S YT T ST T

[ Higher than U.S. but not significant

[F77] Lower than U.S. but not significant

[ | Significantly lower than U.5.
Statistical significance: n<, 05




What Other Features Are

¥ DRC Available?

A project of CAHMI

> — by e-mailing us your
guestions, plus get links to other data sets
and resources

> and ideas on how to report
your findings in a valid and effective manner

DataSpeakanuany A9 2044



) Dala Hesouroe Cehtgr for C_hild & Adolescent Health

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

Effective promotion of health and health services for children with special health care needs (CSHCN) requires a system
of care that is [

towards these goals, the Federal Maternal and Child Health Bureau blished the following six core that
facilitate integrated systems of care for CSHCN:

1. Partners in Decision-Making
2. Medical Home
3. Adequate Health Insurance

The National Survey of Children with Special Health Care Needs {N5-CSHON), which has been conducted every four years
since 2001, is designed Lo provide inft on the CSHCN population and te assist in the measurement of these core
outcomes. The survey measures each core outcome with bow-threshold criteria. Outcome #1 is measured through
questions that assess the extent 1o which health professionals engage families in decision-making about their child's
health care. Based on data from the 2009/10 NS-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 ather subgroups of
CSHCN Is eritical to ping and policy

4. Early and Continuous Screening
5. Ease of Community-Based Service Use
6. Transition to Adulthood

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

We want to know about haw [S.C.] ather pravid with you decisions about [hisfher]
health care services and treatment. During the past 12 months...

€6021 How often did [5.C.1's doctors or other health care providers discuss with you the range of options to consider for
[his/her] health care or treatment?
€6022 How often did th age you to ask o raise
€6023 How often did they make it easy for you to a5k questions or raise concerns?

€5024 How often did they consider and respect what health care and treatment choices you thought would work best far
[s€1?

.. Would you say never, sometimes, usually, or always?

Proportion of CSHCN Meeting Outcome #1 by Presence of
a Medical Home and Personal Doctor or Nurse * CSHCN with a personal doctor or nurse (PON)

. . . are more likely 1o receive care where their
Have a PDN - families are partners in decision making than

Do not have a PDN CSHCN without a PON,

* CSHCN with a medical home are more likely
to meet Outcome #1 than CSHCN without a
medical home.

Have a medical home
Do not have a medical home

**National and state-level pi

are available online at childhealthdata.org

57.6% 61.5% 65.9%  70.3% 76.0%
Uninsured CSHCN with one or  CSHCN with more Privately insured
CSHCN mare EBD* issues complex needs All CSHCN CSHCN

Data Resgurce Center (DRC) s a project of the Child and Adolescent Health Measunement Initiative at Oregon Health & Science University,
DAC |5 sponsored by the Maternal and Child Health Bureau. Health Resowrees and Services Adminkintion. Created November 2011

www.childhealthdata.org

and family centered. Ideally, these systems are easy to navigate
and foster positive experiences between families and health service providers. Advancing integrated systems of care for
CSHCN and their families is a national mandate under Public Law 101-239 and ks a priority reflected in the Healthy People
goals set forth by the U.5. Department of Health and Human Services frem 2000 to 2020, To help determine progress

Setting the stage for optimal
health trajectories.

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

Trending Across Survey Years:

M changed significantly for
2009/10 N5-CSHCN, and therefore
cannot be compared to 2001 or
2005/06 MS-CSHCM survey findings.

Taking it a Step Further

/- Number of Shared Decision Making Elements Met \
100%
BO%
BO%
a0%
20%

Core OQutcome Profiles

(could be tailored to your state)

www.childhealthdata.org
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Experience with care for CSHCN who do and do not meet Outcome #1

No unmet needs for specific B2.4
health services 62.5

Had no problems getting 833
needed referrals 64.1

Care coordination needs met | 68.7
({for CSHCN needing care
coordination only) 28.1

Never frustrated getting 703
services for child .7

o 20 40 60 B0
| Meet Outcome #1 o Do not meet Outcome #1
CSHCN who meet Outcome # 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
CSHCN who meet Outcome 1 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 it 1

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.

P

The following are questions relating to Outcome #1 that cannot b i by this national v data but are imp to

consider when eval how early and
- s

Current I

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

Do families have the !W;ﬂl‘l they need

DataSpPEakTanuany/ 92014

d - are families working 1 these critical

to play the most positive role possible in their child’s development?
‘What do health eare providers do to educate families on how they can best support their ehild's development?
‘What is the family doing in the day-to-day life of their child 1o promate or maintain health?

Are families involved in the policy decisions that affect them?
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o 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,
devel L, behavioral, or ional condition and who also
require health and related services of a type or amont beyond
that required by children generally -

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 prevalence
surveys - use a validated non-condition specific, consequences
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 2

Prevalence Profile

xcsu:naP

Children 0-17 years.

of Chitiren with th Cars Wesds,
v

% CSHCN —> h

Households with Children

According to the 2009/10 National Survey of

Children with Special Health Care Needs:

® Approximately 11.2 millien children ages 017 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 1 in 5 households with children in the United States have
at least one child with special health care needs. This translates
into almost 9 million households nationally.

P, Fok H, o °A e CRTIN of NN Wil 0224 PR Care RS PECRITS, 1998 102 137140
Sten, R, Bumter, S, lewner

www.childhealthdata.org

Demographic Profile

* Compared to children not meeting CSHCN criteria (non-
CSHCN), CSHCN are more likely to be male (17.4% vs.
12.7%) and older, 12-17 years (18.4%) compared to 0-5
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 mare of
medical expenditures for children overall.”

Health Status Profile Among CSHCN

All CSHCN currently have a condition with health and related service
consequences. In the 2009/10 NS-CSHCN, prevalence of twenty specific
conditions was included in the suwvey. 87.7% of CSHCN have atleast |
conditien on the list and 29.1% of CSHCN have 3 or more of these
conditiens.
Condition Condition
ADD/ADHD . Headaches
Depression E Head Injury
Anxicty Heart Problem
Behavioral problems Blood Problems
Aulism, ASD Cystic Fibrosis
Developmental Delay K Cerebral Palsy

Intellectual Disabality uscular Dystrophy

Asthma i Dovn Syndrome
Diabetes Arthritis

Epilepsy P Allergies 8.6
“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 cither not asked about in the 2005/06 NS-CSHCN or was not
compamble. Note: This is prevalence among CSHCN

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

Functional Difficulty
Brea or other respirat oblems

Swallowing. digesting food. or metabolism
Blood Circulation

Repeated or chronic physical pain, including headaches
Seeing even when wearing plasses or contact lenses
Hearing even when using a hearing aid or other device
‘Taking care of self_ such as eating, dressing or bathing
Coordination or moving 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

i, Hewnreck; ° Vst s I

e, 202

M Jouma ity 2007
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Comparing CSHCN to Children without Special Health Care Needs (Non-CSHCN)
Health Status and Utilization School and Home Profile

Promoting School Success Index
_ 62.7
511

Missed 11 or More School Days

2+ Chronic Health Conditions
18

1+ Unmet Need
.3

135
Positive Home Environment

28

tal Stress
79
20
Neighborhood Safety and Support Index

486
WNon-CSHCN WCSHCN

org

BNon-CSHCN B CSHEN
of Children’s heali,

Identifying CSHCN

CSHCN are identified in the NS-CSHCN and the NSCH using the CSHCN Screener® - a five item, parent-reported tool designed
to reflet the federal Maternal and Child Health Bureau’s consequences-based definition of children with special health care
needs.

» The CSHCN Screener® operationalizes the MCHRE 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 chronic 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 (CAHMI 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

1 McPherson M, Arango P, ., et 4 e Gointn of SV wil 5pacs s care eeas, Padiarcs, 1098, 102 137-340

2 Batred €0, Fea] O, S1an, &, Bk, 5, Newschaci ¢, y Pedapce 2007

3By CO, Resn, 0 EAIET]. S, Nowastets P u - - NGH oL 20
# ewachedt, P/ & Kim, SE & B n s 20081500 17

Data Resource Center (DRC) is a project of the Child and Adolescent Health Measurement Initiative at Oregon Health & Science University.

Data Resource Center (DRC) 15 a project of the Child and Adolescent Health Measurement Inftfative at Oregon Health & Sclence University. DRC s sponsored by the Materal and Child Health Bureau. Health Resources and Services Administration,

DRC is spansored by the Maternal and Child Health Bureau, Health Resources and Services Administration.




%

w.“-

q" JIIQ)RC Condition-Specific Profiles

Part I: % 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 Mationwide By Insurance Mationwide
0 -5 vyears 5.2 Private insurance only 4.3
6 -11 years 6.0 Public insurance only 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 S5I for disability 19.4

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

Type of functional difficulties for CSHCN %o of CSHCN with and without condition
with and without condition? qualifying on specific types of special
health needs criteriaz
100.0%
80,0%
B0.0% A
Ti0.0%
G0,0%
50.0% 4
A0,0%
30.0% 4
20.0% 1 Among CSHCN Among CSHCN
100 WITH condition (%) WITHOUT condition (%)
0.0% -
Difficulty with amy Difficulty with Emational or
bodily function | participation n
activity Bé k Janua i mitations (alone or with any other type)

[ B Ao CSEE WTTH remditioe (00 | = Mﬂnﬂged by prescription medications
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o Lsk us a question | Request a dataset

B Sign Into Access Your Briefcase

@ e ¥ \our Data ... Your Story
Data Resource Center for Ch[|d & Adolescent Health

A project of the Child and Adolescent Health Measurement ialive

Kennnord Search

into u|:1‘1||r| I @

Browse the Data

Home = Get Help = Ask Us a Question

Ask Us a Question

Have a guestion? YWe're here to help.

Howe to Llse This Site

Ask s a Cuestion
Ferhaps there is an answer in our Frequently Asked Questions.

Take an Online Tour of the DRC website to learn how to search for data and use this site.
Get Fast Facts about the MSCH and MNS-CSHCM surveys.
Review Guides to Topics and Questions in the surveys.

Request a Dataset

L
-
L

Glossary
-
Additional Resources _ _ _
Still have a gquestion? Please email us.

Data Tools Cur goal is to provide quick, thorough replies to your guestions and requests for information. v )
S DRC staff members make every effort to respond within 2 to 3 business days. B

Get Print Yersion

To ensure delivery to your inbox (not junk mail) please add donetreply@childhealthdata.org to your email
Download POF address book.

Email Page
Bl Share Page

E  Tweet Page
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o o Example Technical Assistance

A DRC  Questions

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

YV V V VY

YV V V VY
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What Other Features Are

¥ DRC Available?

A project of CAHMI

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

> for regular e-updates, twitter and
discussions on Facebook
> about and access the latest

publications, reports & abstracts using the
national survey data

DataSpeakanuany A9 2044



Contact Us

A project of CAHMI

Visit us at

Email us at

Connect with the DRC to Join the

Conversation!
Like us on Facebook:

Follow us on Twitter:

DataSpeakIanuany O 2Z0ld:


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