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One in five Oregon children under age 18 has a 
special health care need. 

Children and youth with special health care needs 
(CYSHCN) either have chronic health conditions, or 
they are at risk for having them. The conditions can 
be physical, developmental, behavioral, or emotional. 
CYSHCN need more health and related services than 
other children.13

Many conditions qualify as special health needs. 
Examples include asthma, autism, cerebral palsy, 
deafness, depression, diabetes, intellectual and 
developmental disability, muscular dystrophy, 
obsessive-compulsive disorder, and sickle cell disease.
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Special health care needs can affect any child. 
Nationally, children and youth with special health 
care needs (CYSHCN) do not enjoy the same levels of 
health care, education, family health, and healthy 
lifestyles as other children.1 Caring for CYSHCN 
affects families, schools, communities, and Oregon as 
a whole. This overview describes some of the 
challenges faced by Oregon CYSHCN and their 
families.

Health care costs impact families of CYSHCN

CYSHCN require more health care services than 
other children. Their families spend more than 
others on medical bills, and related expenses like 
transportation to appointments and child care.2
These additional costs can result in financial 
hardship for families. 

Even though most Oregon CYSHCN have health 
insurance, families of CYSHCN are twice as likely as 
others to have problems paying their child’s medical 
bills.3  Twenty percent of Oregon families
with CYSHCN reported that they stopped working or 
cut down on work hours because of their child’s 
health conditions, compared with four percent of 
other families.4 A 2021 national study estimated that 
the average lost earnings from forgone family 
employment due to a child’s special health care 
needs was about $18,000 per year.5

Health care for CYSHCN can be hard to access in 
less populous parts of Oregon

Families living in rural and frontier areas cannot 
always get the care their CYSHCN need close to 
home. These areas experience more shortages of 
primary care, dental, and mental health providers.6
Most medical specialists in Oregon are located in 
cities or large towns People in rural and frontier 
areas are one and a half times more likely to have 
unmet health care needs than those in urban areas.6
In focus groups with families of Latino CYSHCN in 
Central Oregon, family members often described 
needing to travel to Portland to get quality care.7

Youth with special health care needs need 
support for the transition to adult health care  

Good health and health care are important 
foundations for moving into successful 
adulthood.8 A structured process for 
transitioning youth with special health care 
needs (YSHCN) from pediatric to adult health 
care can help prevent negative outcomes like 
gaps in care, dissatisfaction with care, and 
preventable hospital visits.9 About 73% of Oregon 
YSHCN (age 12 through 17) did not receive the 
services they needed to help them transition 
from pediatric to adult health care.4 In 
interviews with Oregon families of young adults 
with medical complexity, most family members 
reported inadequate or absent guidance for 
health care transition.10



CYSHCN of color do not receive culturally 
responsive care

Services for CYSHCN must be sensitive to differences in 
culture, language, and literacy to be equitable. In focus 
groups with Oregon families of Black and Latino CYSHCN, 
families reported experiencing racism in health care 
settings.11 They reported being subject to racist, 
stereotypical comments and behavior. They also reported 
that health care systems failed to provide quality 
interpretation services, racially concordant providers, 
and/or providers with knowledge about health conditions 
affecting their racial communities.11   Findings from the 
focus groups show that Oregon CYSHCN of color have 
unequal access to health care, and that Oregon’s health care 
systems fail to provide families of Black and Latino CYSHCN 
with culturally responsive and family-centered care.11

CYSHCN continue to need coordinated care

Many CYSHCN require a variety of professionals to meet 
their health care and service needs. Sixty-four percent of 
CYSHCN in Oregon have two or more chronic health 
conditions.4 These CYSHCN are likely to have a number of 
professionals involved in their care. Integrating care and 
services is difficult when there are various programs, 
schools, agencies, and health care providers involved in a 
child’s life. Only 36% of families of CYSHCN in Oregon 
reported that their child got effective care coordination 
when they needed it.4 Parents of CYSHCN were three times 
as likely as other parents to report needing help with care 
coordination.4 About one-third of families of children with 
developmental disabilities reported that health and service 
providers did not collaborate effectively for their child. 12
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Oregon CYSHCN are nearly three times 
more likely to have two or more Adverse 
Childhood Experiences (ACEs) than non-
CYSHCN.4 ACEs (including violence, 
substance abuse, divorce, and 
deprivation) increase risk for health and 
social challenges. 
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