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Introdugsion

Thisreport isintended to provide an overview of theinformation collected in the 2000 Utah Child
Hedth Survey. Thesurvey wasdes gned to addresstheimportant health issuesamong Utah children, including
hedlth insurance coverage, specia hedth care needs, and patternsof health caredelivery and utilization. Two
overview reports have been produced, onethat providesinformation on asamplerepresentative of al Utah
children, and thisreport, that providesinformation on the subgroup of childrenwith special health careneeds.
A report oninsurance coveragefor children, and onetaking amorein-depth ook at children with special
health care needs are a so planned for publication.

Thisreport presentsa Summary of Findings, followed by seven sectionsthat provide demographic
breakoutsand age/sex graphsfor sel ected questionnaireitems. Although wewould havelikedto providerace
and ethnicity breakouts, the sample sizesin most race categorieswere not large enough to providereliable
estimates. Wewere, however, ableto provide Hispanic ethnicity estimateswith reasonable precisonfor most
survey variables. TheHighlightsand Reference Tables sectionisorganized in thefollowing sections.

» Hedth Statusand Risk Factors

» HedthlInsurance Coverage

* Problemswith Accessto Care

* Medicd Home

» Satisfactionwith Care

o Utilization of Services

*  Family Support Services

A Technical Notesappendix provides detail ed information on the survey methodol ogy, and other
appendices provide survey respondent characteristics, open-ended responses, and the survey questionnaire.

The datawere collected by telephone by Pegus Research, Inc., in Salt Lake City, Utah, between
November 11, 1999 and February 10, 2000. Interviews were conducted with the adult who was most
knowledgesbl e about the heal th of the childreninthehousehold. 1n97% of theinterviews, thisperson wasthe
child'sparent, most often themother. Theresponseratefor the survey was53%, with an upper-bound rate of
61%. A totd of 18,488 phone numberswere caled, of which, 4,814 were dligible Utah househol ds (house-
holdswith children age 0-18 living there) and 13,674 were not working phone numbersor non-digible house-
holds.

Thesurvey sample consisted of 2,536 Utah householdswith children, 5,979 total children, and 753
individua childrenwith specid hedlth careneeds. Childrenwho had dready turned 18 wereoriginaly included
inthe survey samplesothat analyses of hed th insurance statuscouldincludedl childrenwhoweredigiblefor
Medicaid and the Children’s Health Insurance Program (CHIP). For the purposes of the two overview
reports, only children age 0 through 17 wereincluded (n=5,749). It wasbelieved that this, more standard,
agerangewould be more useful for purposesof reporting child health statusinformation and comparing with
other datasources. A report on hedlth insurance statusis planned by the Office of Public Health A ssessment,
and will include anayses of those childrenwho had aready turned 18.



Theestimatefor the prevaence of specia health careneedsinthisreportisbased onal 5,749 children
age0-17inthesurveyed households. Thescreening questionnaireused toidentify childrenwith specia hedth
care needswas adapted from the October 1999 draft of the Foundation for Accountability (FACCT) Living
With IlInessquestionnaire. According to thisquestionnaire, achild wasconsidered to have specia hedth care
needsif he or she had any of thefollowing conditionsthat had |asted or were expected tolast for at least 12
months
Prescription medications
Needsmoreservices(medica, educationa, mental health) than most children
Redtricted activity
Physi cal/speech/other therapy
Mentd health trestment
Durable medica equipment / specid equipment
Life-thresteningdlergies
Specid diet
Individuaized Educationa Plan, Early Intervention, Special Education classes
10 Learningor behaviord difficulties

©Woo~No~WNE

After the screening questionswere asked about all childrenin the household, all remaining survey
questionswere asked about up to three children with specid health care needs per household (n= 696 for age
0-17).

Age0-17 Age 18 Total: Age 0-18
Asked CSHCN
screening questionnaire 22 1 23
only
Asked entire
guestionnaire 696 34 730
Total identified in 718 35 753

screening questionnaire

Thedatapresented in thisreport have been weighted to represent all non-institutionalized Utah chil-
drenliving in househol dswith telephones on thefollowing characteristics: age, sex, Higpanic status, and geo-
graphic distribution of children currently livingin Utah. Population projectionsfor theyear 2000 were pro-
duced by the Governor’ s Office of Planning and Budget (published January 2000). A moredetailed descrip-
tion of the methodol ogy may befound inthe Technical Notessection of thisreport.



Summary of Findings

Prevalenceof Children With Special Health Care Needs

Resultsof thedraft Foundation For Accountability (FACCT, Portland, OR) Living With IlInessquestion-
naireindicatethat 12.6% (almaost 90,000) of Utah children haveachronicillnessor conditionthat requires
specia health care. Themaost common conditionsamong these Utah children werebehavioral conditions
such asattention deficit, hyperactivity disorder (35% of CSHCN had abehaviora condition), and asthma
or respiratory conditions (19.3%).

The prevalence of special health care needsincreased with the child'sage. Thisisbecause problems
develop asachild getsolder, and al so because many problems, although present, are not detected until a
childmatures.

The CSHCN prevaenceof 12.6% isrelatively low; reports of the prevalenceratein other areas of the
country rangefrom 16% to 19%. Utahnsare healthier in many aspects, and whileaprevalencerate of
12.6% seemed within therange of possibilities, it was|ow enough to warrant investigation of possible
methodol ogy factorsthat may have caused the survey to producean artificially low rate. Severa factors
were ruled out. However, it was observed that the Utah CSHCN rates were lower primarily in the
younger agegroups. Thissuggeststhat, 1) Utah children havefewer of the problemsthat affect younger
children, or 2) compared with childrenin other places, childrenin Utah arelesslikely to beidentified as
being CSHCN whilethey areyoung.

Health Statusand Risk Factors

Overdl, 9% of childrenwith specia health care needs(CSHCN) werereportedin“fair” or “poor” health.
Fair/poor health statuswas more common among children in the youngest age group (age 0-5, 10.3%),
and among girls(12.1%). Hispanic children (14.9%) and childrenin poverty (18.9%) were also more
likely to have been reported infair/poor health.

Fifty-nine percent of CSHCN had one or more daysout of thelast 30 when their physica healthwas* not
good” (includingillnessandinjury). Onaverage, CSHCN experienced 3.9 Sick daysin thelast month.
Approximately 42% of CSHCN werereported to have one or moredaysinwhichtheir mental healthwas
“not good” (including stress, depression, and problemswith emotions). On average, CSHCN experi-
enced 4.2 poor mental health daysinthelast month.

Health Insurance Coverage

Children with special health care needswere morelikely than other children to be covered by sometype
of healthinsurance; 4.1% of CSHCN were uninsured, compared with 6.5%, overal. Themost common
reasonsgiven for the child lacking healthinsurance coveragewere* could not afford premium” and “lost
Medicad/CHIPdigibility.”

CSHCN who were morelikely to bewithout health insurance coverageincluded children age6to 11
(7.2%) and childrenliving in householdswithincomesbe ow thefedera poverty leve (20.1%). Almost dl
uninsured children living bel ow 200% of thefederd poverty level aredigiblefor Medicaid or the Children's
Health Insurance Program (CHIP).

Only 31.1% of parentsrated their health insuranceplan as*“excellent” at covering al the health care costs
associated with their child with specid hedlth care needs. Whilemost (66.6%0) indicated that their annual
out-of -pocket costswere lessthan $500, 1.9% (1700 families) reported annual expenses of $5,000 or
more.
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ProblemsWith AccesstoHealth Care

Thesurvey asked parentsabout variousreasonsthey may have delayed or had problemsgetting medical,
dental, or other typesof health care. Themost common reason for having aproblem with accessto care
was" could not afford services,” cited by 20.9% of parents. Parentsof older children and thosewith lower
incomesweremorelikely to report that cost had prevented or delayed servicesfor their child.

Almost 18% of CSHCN had problems getting medical care, 15.1% of CSHCN had problems getting
dental care, and 7.3% had problemsgetting menta health care.

Medical Home

Only 3.2% of parentsreported that their child had no usual provider or place for acute medical care.
Because of thesmall percentage, many of the estimateswere not published (the confidenceintervasin
these caseswerelarger than the estimates). The estimatesthat areavailableindicatethat childrenin
householdswith incomesbel ow thefedera poverty level areamost four timesaslikely to lack aprimary
careprovider.

Children with special health care needs often have more than one health care provider. In order for
appropriatemedical careto bedelivered, it isoften necessary for achild'sprovider to understand all the
health care servicesthat thechildisreceiving. Almost three-quartersof parentsof childrenwith specia
hedlth care needsreported that their providershad athorough understanding of all their child’shealth care
services.

Having accessto achild’smedical recordsfacilitates effective coordination of care: 77.3% of parents
reported that their doctor alwayshad accessto all their child’smedical records.

Satisfaction With Care

Almost al (96.9%) parentsreported that they were satisfied or very satisfied with the health carereceived
by their child or children. Therewasvery littlevariation in therate acrossvarious demographic subgroups.
Some children with specia health care needsreceive servicesfrom several different providers. Some
parents (14.8%) rated services coordination asfair or poor.

Parentsreported that doctors had spoken with thefamily about the child’ sfuture adult life plansin 58.9%
of the cases.

29.8% said that the providersdid not usually speak with them in away they could understand.

Most parents (93.5%) reported that they were*® satisfied” or “very satisfied” with their ability to get the
information they needed to make decisionsabout their child’shealth care needs.

Most parents (82.8%) reported that medical and other staff alwaystreated them and their child with
courtesy and respect.

M ost parentswho responded to the Child Health Survey, regardiess of their race or ethnic background,
reported that their doctor always showed respect for their customs, beliefsand language (93.4%).

Utilization of Services

We asked parents how long it had been sincetheir child’smost recent well-child visit and compared this
informationwiththechild’'sageto ascertain whether the child waslatefor hisor her well-childvigit. 77.7%
of childrenwith specid hedlth care needsin the Child Hedlth Survey had received awdll-child visit ontime.
Among children with special health care needswho wereage 1 or older, 85% had had adentd visitinthe
past 12 months. Only 52.9% of childrenintheyoungest agegroup (age 1to 5) had had adental visitinthe
last year. Therewasamarked gradient for dental visitsalong the poverty continuum, with annual dental
vigtsfor only 73.6% of childrenin householdswhoseincomeswerebe ow poverty level, and for 92.4% of
childreninhouseholdswith thehighest incomes.
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» Atthetimeof the survey, parentsreported that 43.4% of children with specid hedlth careneedsvisiteda
gpecialist or specidty clinic, such asan orthopedist, neurologist, or aspecialty clinic. Younger children
were somewhat morelikely to visit (52.1% of the 0 to 5 age group), and children in householdswith
incomesbelow poverty level werelesslikely tovisit (36.4%).

Auxiliary Services

» Of theparentsinthe Child Health Survey, 42.3% were satisfied with the opportunitiesthey have had to
talk with other CSHCN families, 8.1% weredissatisfied, and 49.6% reported that they had had no oppor-
tunity to do so.

» Family Voicesisaparent-to-parent information and support servicefor familiesof children with special
hedlth careneeds. 18.3% of parentsof childrenwith specia health care needshad received information or
support from organizationssuch asthis. Parentsof younger CSHCN were somewhat morelikely to have
usedthisservice.

» Parentsindicated that, on average, their child was unsupervised for only about 40 minutes each day.
Familiescaring for CSHCN need support and respite care services.
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