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Investigation of the Utah C.H.S. CSHCN Rate

At thetimethat the 2000 Utah Child Health Survey was being designed, the Foundation for Account-
ability (FACCT) instrument for ng childrenfor special health care needswas a so under devel opment.
At thetimethe 2000 Utah Child Hedlth Survey went into thefield, themaost current draft version of the FACCT
survey was obtained, and embedded in the Child Health Survey instrument.

The FACCT survey instrument has been administered on several occasions, indifferent states, and to
different survey populations. Onall of these occasions, the FACCT survey hasproduced estimatesfor the
prevalence of Children With Specia Hedth Care Needs (CSHCN) that are substantially higher than what was
found in Utah. Utah'srate of CSHCN was estimated by the survey to be 12.6%, while others’ estimates
around the country ranged from 16% to 19%. With a95% confidenceinterval for the Utah survey of only
+1.0%, the differences don’t seem to be explainable as survey sampling error. However, there are other
methodological issuesthat could account for Utah’slow rate, and Utah desiresto explore these potential
causesfor thedifference, and, hopefully, rulethem ouit.

Anexamination of thelow rate, and dl potentia causesfor thelower survey estimate, wasundertaken.
The examination took theform of several discussions, meetings, phone conference calls, dataanalyses, and
sharing of datain an attempt to ascertain gaugethe validity of Utah’slower-than-expected observedrate.

PARTICIPANTS/CONTRIBUTORS:

Utah Department of Health
PO. Box 142101
Salt LakeCity, UT 84114-2101

John Eichwald - Division of Community and Family Health Services(801) 584-8219

Karen Zinner - Division of Community and Family Health Services (801) 538-6869

LoisHaggard - Office of Public Health Assessment voice: (801) 538-9455 fax: 536-0947
E-mail: Ihaggard@doh.gtate.ut.us

Early Intervention Research Indtitute
Utah State University voice: (435) 797-1224
6580 Old MainHill fax: (435) 797-2019
Logan, UT 84322-6580

DianeBehl

Foundationfor Accountability (FACCT)

520 SW Sixth Ave. voice: (503) 223-2228
Suite 700 fax: (503) 223-4336
Portland, OR 97204 E-Mail: info@facct.org
DebraRied
ChriginaBethdl
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Survey and Eval uation Research Laboratory

VirginiaCommonwedth University voice: (804) 828-8813
Ginter House fax: (804) 828-6133
901 West Franklin Street Email: msarkar@saturn.vcu.edu

P.O. Box 843016
Richmond, Virginia23284-3016

Mousumi Sarkar

DEFINITIONS:

CAHPS. Consumer Assessment of Health Plans Survey, asurvey conducted with membersof specific hedth
plansto assesstheir satisfaction with various aspects of the plan.

Utah CHS2000. 2000 Utah Child Health Survey, apopul ation-based tel ephone survey including 5,979
children, designed to berepresentative of all childrenliving in Utah. To measure specia health care needs
among children, Utah adapted the October 1999 draft of the FACCT instrument. It looked at 10 conditions/
behaviors

Rx meds

Needsmore carethan most children

Redtricted activity

Physi cal/speech/other therapy

Menta health problems

Durablemedicd equipment/specia equipment

Life-thresteningdlergies

Specid diet

|EP (Individualized Ed. Plan, Spec. Ed.)

10 Learningor behaviord difficulties

©Woo~Nok~wWNE

FACCT/LWI. (LivingWithllIness)instrument. Thefina version of theinstrument that looksat 5 conditions/
behaviors

Rx meds

Morecare

Redtricted ectivity

Physi cal/speech/other therapy

Menta health problems

absrowbdpE

FACCT Field Trial Survey. Thissurvey wasconducted in Oregon by the Foundation for Accountability
(FACCT). Weareusing it asacomparison to explorereasonsfor our lower CSHCN rate.

VCU Survey. TheVirginiaDepartment of Health contracted with the VirginiaCommonwealth University’s
Survey and Evaluation Research L aboratory to administer atel ephonesurvey to ageneral population sample
including 888 childrenintheir state. Their questionnaireincluded adraft version of the FACCT questionsthat
wasvery smilar to thedraft version administered aspart of the 2000 Utah Child Health Survey. Weareusing
it asacomparison to explorereasonsfor our lower CSHCN rate.
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AT RISK vs. DURATION QUESTIONS. For each of the conditions/behaviorsexamined, therewasa
screener, or “at risk” question and oneor two “ duration” follow-up questions. Thefirst question askswhether
the condition currently appliesto the child, theremaining question(s) ascertain whether theconditionischronic
(haslasted or isexpected to last 12 months).

CSHCN. A childinasurveyed household was defined asa Child with Specid Health Care Needs (CSHCN)
if, for any given condition or behavior, the survey respondent answered “yes’ to BOTH the*“at risk” and
“duration” questions. For instance, if achild had an activity restriction (at risk) that had lasted or wasexpected
tolast for at least 12 months (duration), that child would be considered CSHCN. Alternatively, if thechild had
anactivity restriction that wasNOT expected tolast atotal of 12 months(e.g., brokenarminacast) that child
would not be categorized asaCSHCN.

HYPOTHESZED REASONSFORUTAH'SLOWERRATE:

1. Utahratecould belower because of interviewerscoding or respondentsindicating “no” responsesonthe
screener questions so they wouldn'’t haveto go through thefollow-up questions.

2. Utah'slow rate could beduetothedifferencein questionwording. The FACCT Utah Draft collapsed two
follow-up questions, the FACCT/LWI brokethem out.

3. Sampling framesaredifferent. After ashort timeonthe phone, it wasdiscovered that the two survey
sampleswerequitedifferent. Theagedistribution of Utah kidsmay be more weighted toward theyounger
kids, and special health care needsare often not identified until achildisagetwo or older.

4. Utahhasalower rate of CSHCN.

Hypothesis1: Poor interviewing techniquesor respondent nea-saying.

If Pegusinterviewerswere opting out of the screener questionsto savetime, or if savvy
parentswere doing the same, we should have systematically fewer “yes’ responsesto the screener
questions. Thereweretwo sourcesof datawith whichto compare our Utah survey results. FACCT
had conducted amail version of the FACCT Draft survey, and the Virginia Department of Health had
conducted ageneral population telephone survey with asimilar instrument. We compared there-
sponseson thescreener questionsfor most itemsinthe FACCT Draft surveys(thethree surveyswere
conducted at different pointsin the devel opment of the questionnaire, so not al questionswereadmin-
istered acrossall threeversions).
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Table 1. Percentage of " Yes' Responsesto the Screener Question

FACCT

FIELD
ITEM UTAH % TRIAL % | VIRGINIA %
Rx meds 12.1 23.3 21
Needs more care than most children 6.0 10.0 7
Restricted activity 4.6 5.8 7
Physical/speech/other therapy 3.3 2.9 6
Mental health treatment/counseling 3.1 4.7 4
Durable medical/special equipment 2.1 4.9 3
Life-threatening allergies 3.3 n/a n/‘a
Special diet 1.6 2.3 2
IEP (Individualized Ed Plan, Spec Ed.) 4.7 4.1 5
Learning or behavioral difficulties 4.8 8.5 n/a

FromexaminingtheTablel, itisclear that for certain items (prescription medicationsand
learning or behaviora difficulties) the Utah samplehad fewer “yes’ responses, but for other items
Utah had similar or higher responses. Therewasno easily discernible pattern of “ nea-saying”
among the Utah respondentsor theinterviewers. Thedatado not support hypothesis#1.

Thisfindingisinteresting inlight of the conventiona wisdomthat Utahisastatethat uses
medi cations such as antidepressantsand Ritalin to agreater extent than other places.

SinceUtah'sratefor use of prescription medicationswas so much lower than that foundinthe
FACCT fiddtrial (12.1%in Utah versus 23.3%in FACCT Field Trial), wewanted to ook at the use of
prescription medicinesby ageand hedthinsurance. Whileitistruethat the uninsured group had much lower
rates of prescription medication use (7.0% for uninsured children versus 12.2% for children covered by
hedlth insurance), the proportion of childrenin Utah who werewithout health insurancewas quitesmall
(6.5%, overdl), and thelower prescription medication use ratesdid not changethe overall prescription use
rate substantially (insured childrenonly, 12.2%, al children, 12.1%, see Table 2).

Table 2. Percentage of Children Who Used Prescription
Medications (Q2A) by Age Group and I nsurance Status

Insured Not Insured
AgeGroup | (n=2,332) (n=187)
Age0-1 8.9 5.7
Age 2-4 5.6 3.3
Age5-7 6.7 13.0
Age 8-10 11.6 8.5
Age11-13 16.6 7.9
Age 14-18 194 5.7
All Ages 12.2 7.0
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Hypothesis2: Differencein questionwording/structure.

The FACCT Utah Draft collapsed two follow-up questions, the FACCT/LWI brokethem
Out.

Utah follow-up question: “Isthisbecauseof ANY medical, behaviord or other heath
conditionlasting or expectedtolast for AT LEAST 12 months?’

FACCT Field Tria follow-up questions. “Isthisbecause of ANY medical, behav-
iora, or other health condition?’ “Isthisaconditionthat haslasted or isexpected to
last 12 monthsor longer?’

Two sources of evidence speak against thishypothesis. First, if Utah’slower CSHCN rate
wasdueto the question structure, then wewould have had similar rates on the screener questions, and
differencesinthefollow-up questions. But it appearsthat we start out with different rateson the
screener questions.

Inaddition, DebraRied and ChristinaBethell indicated that they havetested for effectsof this
methodological differenceintheir work, and thetwo question structuresyielded very smilar results.
They indicated that thewording changewould not makeadifferencein phonesurveys. They haveaso
tested thetwo- versus one-question follow up with behavior coding', and said that the one-question
follow-upversonheldupwell.

Hypothesis3: Different sampling frames.

The Utah samplewasarandom sampleof al children age O through 18inthegenera popula-
tion, whereasthe FACCT Field Trial sample (and similar surveysthat had been yielding the 18%
estimates) wasaCAHPS sample- dl the children had health insurance, and had been enrolled intheir
current health insurance plan for at least 12 months. This alone should account for much of the
differenceinthetwo rate estimates, as CSHCNsaremorelikely to have hedth insurance. Totest this
hypothesis, welooked at the CSHCN rate among children in the 2000 Utah Child Health Survey who
had been continuoudy insured for the past 12 months. Although these childrenwerenot necessarily on
the same health plan during that time, they should besimilar tothegroup inthe CAHPS sample.

Had this hypothesis accounted for the difference, wewould expect the Utah CSHCN rate
among thisgroup of childrentoincreaseto alevel near 16%. Instead, the CSHCN rateamong these
childrenincreased only modestly, so we continued to pursuethe other hypothesesfor thelower Utah
edimate.

1 Behavior coding is aprocess in which survey questions are pilot tested while a coder listens-in and codes for certain
interviewer or respondent behaviors that would indicate a problem with the question. The coder would typically look for
behaviors such as respondents asking for clarification, hesitating, giving irrelevant answers, interviewers needing to
clarify aquestion, reread a question, etc.
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Table 3. Percentage of Children in the Utah CHS2000 Who Were
Considered CSHCN by Health Insurance Status

Index Kids With
Health Insurance
Throughout Last 12
All Index Kidg Months(1)
12.7% 13.1%

(2)Not necessarily the same health plan the entire 12 mos.

Hypothesis4: Agedistribution of Utah children.

Theagedistribution of Utah children may be more weighted toward the younger kids, and
special health care needs are often not identified until achildisagetwo or older. Hereistheage
distribution of childreninthe CHS2000 survey compared with the agedistribution of kidsin Utah and
kidsintheU.S.

Table4. AgeDistribution of Utah Survey Subjects Compared With That of
the Utah Population and FACCT Field Trial Subjects

CHS2000 FACCT Field

Age Group | Survey (1) | UtahPop (2)| Trid (3)
Age0-1 14.1% 16.5% 4.0%
Age 2-4 19.8% 23.0% 26.5%
Age5-7 24.6% 20.9% 24.2%
Age 8-10 21.3% 20.4% 23.7%
Age11-13 20.2% 19.2% 21.5%

(1) Weighted survey data, kids insured for at least 12 mo., (2) GOPB Jan 2000 projections for July 2000,
(3) FACCT field trial sample (3 health plans: 2 commercial, 1 Medicaid)

Table5. AgeDistribution of Utah Survey Subjects Compared With That of the
Virginia Children’s Health Access Survey

Utah CHS2000]| Virginia Child
Age Group Survey Health Survey
Age0-5 33.3% 31.1%
Age 6-9 20.9% 23.5%
Age 10-14 25.7% 24.7%
Age 15-18 20.0% 20.7%

Both surveys reported weighted survey datafor al children,
regardless of insurance
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Table6. Comparison of Age-Specific CSHCN Rates: Utah CHS2000 and
FACCT Field Trial Surveys (% CSHCN in Each Age Group)

Utah Age-

Specific |FACCT Field
Age Group| CSHCN (1) | Trial (2)
Age0-1 5.2% 3.7%
Age 2-4 8.1% 11.9%
Age5-7 8.6% 18.6%
Age 8-10 14.7% 20.9%
Age11-13 19.5% 19.2%

(1) Weighted survey data, kids insured for at least 12 mo., (2) FACCT field
trial sample (3) hedlth plans: 2 commercial, 1 Medicaid

Table7. Utah CSHCN Estimates Age-Adjusted to FACCT Field Trial Survey Standard
Age Distribution

Utah Rate Age-
Utah Age- FACCT Field | Adjusted to

Specific Trial Age FACCT Field
Age Group[ CSHCN (1) Distribution | Tria Survey
Age0-1 5.2% 4.0% 0.0021
Age 2-4 8.1% 26.5% 0.0215
Age5-7 8.6% 24.2% 0.0208
Age8-10 14.7% 23.7% 0.0348
Age11-13 19.5% 21.5% 0.0419

Utah Age-

Adjusted Rate: 12.11%

(1) Includes only index kids who were insured at the time of the survey and at al times
during the previous 12 months.

Table8. Comparison of Age-Specific CSHCN Rates: Utah CHS2000 and VCU Surveys
(% CSHCN in Each Age Group)

Utah Age- VirginiaAge
Age Group | Specific CSHCN | Specific CSHCN
Age0-5 7% 12%
Age 6-9 12% 18%
Age 10-14 17% 26%
Age 15-18 17% 24%

Both surveys reported weighted survey datafor all children, regardless of insurance
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The prevalence of CSHCN increased substantially with agein the Utah sample. Table4 showsthe
Utah survey sample contained morechildren aged 0-1 thanthe FACCT Field Trial sample, which could lower
Utah’'sCSHCN rate. However, the proportion of children agefive and under in the Utah survey wasvery
smilar tothat intheVirginiasurvey (Table5).

In comparing age-specific ratesof CSHCN, the Utah survey identified fewer childrenasCSHCN in
the 2to 10 year age groups compared withthe FACCT Field Trial. By thetimethechildisage 13, Utah
appears to have “caught up” with the FACCT Field Trial samplerate (Table 6). We adjusted the Utah
CSHCN ratetothe FACCT Field Trid agedistribution (Table 7) to seewhat effect the different age distribu-
tionwould have onthe Utah rate (i.e., what would theratelook likeif the Utah survey agedistribution was
identical tothe FACCT Field Tria agedistribution?). After adjustingthe Utahratetothe FACCT Feld Trial
agedigribution, using only those childrenwho wereinsured at thetime of thesurvey and at dl timesduring the
previous 12 months, the Utah ratewas 12.1%, till quitedifferent fromthe FACCT Field Tria rate. Compared
with age-specific ratesfrom the Virginia Child Health Access Survey, Utah’srates appear to belower for

every agegroup.

CONCLUSIONS:

Although therewas evidenceto support the hypothesesfor methodol ogical and agedistribution differ-
encesbetween Utah and other survey data, thedifferencesweredight. 1tisunlikely that methodological or age
distribution differenceswereresponsiblefor Utah’slower CSHCN rate.

Examination of the age-specific ratesdid suggest that Utah ratesmay belower intheyounger age
groups, but areamost identical tothe FACCT Field Trial sampleinthe 11to 13 year agegroup. Thispattern
of results suggests some possible explanations.

(1) Utah hasfewer CSHCN than other places

(2) Younger children arelesslikely to berecognized by parentsandidentified by the health system ashaving
ahedth problem. Childrenwho have not been diagnosed with aspecial hedth careneed will belesslikely
to beidentified by the FACCT instrument asaCSHCN.

(3) We could havefewer of thetypesof problemsthat affect young children, but the same amount of the
typesof problemsthat affect older children.

Compared with the Virginiasurvey data, however, the Utah survey sampleyielded lower CSHCN

ratesin every age group, suggesting that Utah haslower CSHCN ratesoveral. Utahwill continueto examine
age-specific ratesof varioustypesof problemsto attempt to addressthese questionsfurther.
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