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Children and Youth with Special Health
Care Needs in Colorado

Who are children and youth with special health care needs?

Children and youth with special health care needs (CYSHCN) are “those [children and
youth] who have or are at increased risk for a chronic physical, developmental, behav-
ioral, or emotional condition and who also require health and related services of a type or
amount beyond that required by children generally”” This is a broad and inclusive defini-
tion that does not focus on specific health conditions.? The definition is based on how
children’s conditions affect their lives and their need or use of health services.?

What is the prevalence of children and youth with special
health care needs?

In Colorado, 13.7 percent of children and youth ages 0-17 years have special health care
needs.* The Colorado prevalence for this age group is not significantly different from the
prevalence of CYSHCN at the national level (15.1 percent).* This translates to approximately 168,000 children and youth ages
0-17 years with special health care needs in Colorado.

Since national survey data are only available every four years, Colorado added questions to the annual Child Health Survey in or-
der to monitor prevalence more frequently (see note at bottom of page 1). In 2013, 16.7 percent of Colorado children and youth
ages 1-14 years had special health care needs.’ Data for 2004 to 2010 show an upward trend in the prevalence of CYSHCN, but
changes and improvements to the 2011 through 2013 survey methodology prohibit any comparison with data from earlier years.
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Note: Data in this issue brief come from the National Survey of Children with Special Health Care Needs (NS-CSHCN) and the Colorado Child Health
Survey (CHS). These two population-based surveys use the same validated, non-condition specific, consequences-based screening tool to identify
CYSHCN." However, comparisons between the two sets of survey results should not be made because the age groups are different: the NS-CSHCN
covers children and youth ages 0-17 years and the CHS covers children and youth ages 1-14 years.*®




Demographics of Children and Youth with Special Health Care Needs

The prevalence estimates shown below are from the Colorado Child Health Survey (ages 1-14 years) and represent the
proportions of the total child population that have special health care needs.

Figure 2. Prevalence of children and youth with special health care Figure 3. Prevalence of children and youth with special health care
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Almost one in five (18.0 percent) males ages 1-14 years in One in ten (9.6 percent) Colorado children ages 1-5 years has
Colorado has special health care needs. This is not signifi- special health care need. This is significantly different from
cantly different from females (13.5 percent). children ages 6-10 years (18.8 percent) and youth ages 11-14

years (19.1 percent).

The Child Health Survey did not reveal any significant
difference in the prevalence of children and youth with special
health care needs based on household poverty level or on
urban/rural residence.

Figure 4. Prevalence of children and youth with special health care needs Figure 5. Prevalence of children and youth with special health care needs

ages 1-14 years in Colorado by race/ethnicity, 2012-2013.% ages 1-14 years in Colorado by insurance type, 2012-2013.°
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Almost one in five (17.9 percent) White, non-Hispanic chil- Based on Child Health Survey data, among children and
dren and youth has special health care needs. There are no youth insured by Medicaid or CHP+, an estimated one in five
significant differences between different racial/ethnic groups. (20.6 percent) has special health care needs. Among children

insured by private insurance at the time of the survey, an
estimated one in seven (13.7 percent) has special health care
needs. These are significant differences.




What are the challenges experienced by children and youth with special health care needs
and their families?

Fifteen national indicators are used to describe the well-being of CYSHCN and their families.” These key indicators are
grouped into five areas: child health, health insurance coverage, access to care, family centered care, and impact on family.

Table 1. National indicators for children and youth with special health care needs ages 0-17 years, Colorado and the Nation, 2009-2010.*

Colorado Nation

Indicator (%) (%)
Child Health

CYSHCN whose conditions affect their activities usually, always, or a

great deal 26.1 271

CYSHCN with 11 or more days of school absences due to illness 17.7 15.5
Health Insurance Coverage

CYSHCN without insurance at some point in past year 10.6 9.3

CYSHCN without insurance at time of survey 4.6 3.5

Currently insured CYSHCN whose insurance is inadequate 44.8* 34.3
Access to Care

CYSHCN with any unmet need for specific health care services 26.1 23.6

CYSHCN with any unmet need for family support services 8.1 7.2

CYSHCN needing a referral who have difficulty getting it 30.5 234

CYSHCN without a usual source of care when sick (or who rely on the

emergency room) 10.4 9.5

CYSHCN without any personal doctor or nurse 8.6 6.9
Family Centered Care

CYSHCN without family centered care 33.5 35.4
Impact on Family

CYSHCN whose families pay $1,000 or more out of pocket in medical

expenses per year for the child 30.3* 22.1

CYSHCN whose conditions cause financial problems for the family 29.2* 21.6

CYSHCN whose families spend 11 or more hours per week providing

or coordinating child’s health care 11.0 13.1

CYSHCN whose conditions cause family members to cut back or stop
working 25.9 25.0

*Colorado estimate is significantly different from the national estimate

Colorado prevalence estimates were significantly different
compared to national estimates for three key indicators. In Colo-
rado, 44.8 percent of CYSHCN have insurance that is inadequate
compared to 34.3 percent of CYSHCN nationally. Three in ten
(30.3 percent) CYSHCN in Colorado live in families who pay
$1,000 or more out of pocket in medical expenses compared

to two in ten (22.1 percent) CYSHCN nationally. Three in ten
(29.2 percent) CYSHCN in Colorado have conditions that cause
financial problems for the family compared to two in ten (21.6
percent) CYSHCN nationally. These data demonstrate that

some CYSHCN in Colorado, as well as throughout the nation,
experience barriers to care and lack a well-functioning system of
services. These data also demonstrate that families of CYSHCN
in Colorado experience financial stressors beyond that reflected
in the national data.




Systems Outcomes for the CYSHCN Population

There are six national core outcomes considered critical for a well-functioning system of services for the population of chil-
dren and youth with special health care needs.” All data in this section are from the National Survey of Children with Special
Health Care Needs and refer to children and youth with special health care needs ages 0-17 years.

o  Families of CYSHCN partner in decision-making regarding their child’s health: Two-thirds (66.5 percent) of CYSHCN in
Colorado live in families who are partners in shared decision-making for the child.

o CYSHCN receive coordinated, ongoing, comprehensive care within a medical home: Less than half (43.7 percent) of
CYSHCN in Colorado receive coordinated, on-going, comprehensive care within a medical home. This outcome does not
meet the Healthy People 2020 goal of 51.8 percent.

o Families of CYSHCN have adequate private and/or public insurance to pay for needed services: Half (49.9 percent) of
CYSHCN in Colorado have adequate private and/or public insurance to pay for the services they need. This is significant-
ly different compared to 60.6 percent of CYSHCN with adequate private and/or public insurance nationwide.

o  Children are screened early and continuously for special health care needs: Eight in ten (81.7 percent) CYSHCN in Colo-
rado are screened early and continuously for special health care needs.

« Community-based services are organized so families can use them easily: Six in ten (60.1 percent) CYSHCN in Colorado
can easily access community based services.

o Youth with special health care needs (YSHCN) receive the services necessary to make appropriate transitions: Four in ten
(42.1 percent) YSHCN in Colorado receive the services necessary to make appropriate transitions to adult health care,
work, and independence.*




Focus on Medical Home Systems Outcome for the CYSHCN Population

The medical home is considered one of the most promising approaches to delivering high-quality and cost-effective health
care.® Because the CYSHCN population requires care beyond that of a typical child/youth, the components of a medical home
approach are essential in order to fully meet the needs of the child/youth and their family. The medical home approach refers
to health care that is patient/family-centered, comprehensive, coordinated, accessible, continuous, and culturally effective.’
This approach to care improves quality of care, reduces costs, and improves patient/family experience in receiving care.'

Colorado added the set of medical home questions from the National Survey of Children’s Health to the Child Health Survey
in order to measure the prevalence of medical home at both the state and regional levels, among all children and youth, as
well as among children and youth with special health care needs. All the data below are from the Colorado Child Heath Sur-
vey and are for children and youth with special health care needs ages 1-14 years.

Based on data from 2010-2012, 54.8 percent of CYSHCN in Colorado received coordinated, ongoing, comprehensive care
within a medical home. This is significantly different from the 67.2 percent of non-CYSHCN in Colorado who received care in
a medical home.’

The medical home measure includes five components. Having a personal doctor or nurse is one component of a medical
home approach that supports accessibility to care. In Colorado, 96.1 percent of CYSHCN have a personal doctor or nurse.

A usual source of sick and well care is a medical home component that supports comprehensive care. Almost all CYSHCN
(96.0 percent) have a usual source for both sick and well care.® Obtaining needed referrals is an additional comprehensive
care component. Among CYSHCN who needed a referral, 22.6 percent had difficulty getting it.>

Family centered-care is another critical medical home component. One-third (32.2 percent) of CYSHCN in Colorado did not
receive family-centered care.’

Effective cross-system care coordination is a component of the medical home approach that supports coordinated and con-
tinuous care. Among CYSHCN in Colorado who needed care coordination, 46.6 percent failed to receive all needed care coor-
dination.’ Of the five medical home components, the prevalence of effectively coordinated care is the lowest.
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