Executive Summary

Prevalence and Demographics of CSHCN in North Dakota and Nationwide

» Approximately 16,500 children in North Dakota, 12.2% of all children younger than 18,
have special health-care needs as defined by the Maternal and Child Health Bureau
(MCHB), based on findings of the 2005-2006 National Survey of Children With Special
Health-Care Needs.

» The prevalence of Children With Special Health-Care Needs (CSHCN) in North Dakota
(12.2%) is slightly lower than nationwide (13.9%), but the difference is statistically
significant at the 95% confidence level.

» The prevalence of CSHCN in North Dakota did not change between 2001 (12.4%) and
2005-2006 (12.2%).

» About four in 10 (39.1%) of North Dakota’s CSHCN live in urban core areas of the state; just
over one-third (34.9%) live in small towns or isolated rural areas.

» Compared to children without special health-care needs, CSHCN in North Dakota are
significantly more likely to be male (59.1 % of CSHCN vs. 50.3% of non-CSHCN) and
school-aged (72.9% of CSHCN vs. 65.4% of non-CSHCN).

» The proportion of children who are white, non-Hispanic (85%), American Indian (9%), or
some other race/ethnicity (6%), is the same among CSHCN as it is among non-CSHCN in
North Dakota.

Health Characteristics of CSHCN in North Dakota

» Compared to the U.S. overall, North Dakota has a significantly higher percentage of CSHCN
whose health conditions are managed by a combination of prescription medication and
specialized services or therapies (26.7% in North Dakota vs. 20.7% nationwide).

» An estimated 6,300 to 7,800 CSHCN (42.4%) in North Dakota depend primarily upon
prescription medication to manage their chronic health conditions.

» Another 5,300 to 7,400 CSHCN (39.5%) in North Dakota require one or more types of
medical, mental health, educational or other specialized services, either alone or in
conjunction with prescription medications, to manage their ongoing health conditions.

» Almost one in five or approximately 2,600 to 3,700 CSHCN (18.1%) in North Dakota
experience one or more limitations in functioning as a result of chronic health conditions,
whether or not they also need specialized health services and/or prescription medication.
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MCHB Core Outcomes for CSHCN in North Dakota

Outcome #1: CSHCN'’s families are partners in decision-making and are satisfied with the
services they receive.

» 63.0% of CSHCN in North Dakota met the criteria for successfully receiving health care
services in which parents feel partnered and satisfied with child’s care, significantly more
than in the U.S. overall (57.4%).

» Although most CSHCN in North Dakota are a great deal more likely to have families that
feel included as partners by their children’s doctors (91.0%), only about two-thirds (64.4%)
report being “very satisfied” overall with the services their children receive.

» CSHCN in North Dakota are MORE likely to meet the criteria for outcome #1 if they are:
A~ White, non-Hispanic (65.3%).
A Privately insured (65.4%).
A Managing their chronic health conditions primarily through prescription medication
(71.2%).
A Living in higher income households (73.1% of CSHCN at 400% of Federal Poverty
Level or higher).

» The percentage of CSHCN in North Dakota who met this outcome changed little between
2001 (61.5%) and 2005-2006 (63.0%).

Outcome #2: CSHCN have coordinated, ongoing, and comprehensive care within a
medical home.

» 51.2 percent of CSHCN in North Dakota receive care within a medical home, about the same
proportion as at the national level (47.1%).

» Among CSHCN in North Dakota, 92.7 percent have at least one doctor or nurse
who knows them well, and 90.9 percent have a place they usually go to for
preventive care and medical treatment.

» Nearly one-third of CSHCN in North Dakota (30.7%) do not have family-
centered care, according to medical home criteria.

» Two-thirds of CSHCN in North Dakota (66.2%) did not need a referral to see a
specialist or receive services in 2005-2006. Of the one-third who did need a
referral, more than 80 percent had no problems getting it.

» Three of every four CSHCN in North Dakota (73.5%) needed help with care
coordination; 63.0 percent of CSHCN who DID need help received all the care
coordination they needed.

» CSHCN in North Dakota are MORE likely to have care that meets outcome #2 if they are:
A~ White, non-Hispanic (53.8%).
A Privately insured (57.5%).
A Living in higher-income households (65.0% of CSHCN at 400% of Federal Poverty
Level or higher).
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A Managing their chronic health conditions primarily through prescription medication
(67.2%).

Outcome #3: CSHCN have adequate public and/or private insurance to pay for the

services they need.

In 2005-2006, 68.2 percent of CSHCN in North Dakota had insurance that was adequate for
their needs; 5.3 percent reported having no insurance coverage.

From 2001 to 2005-2006, the proportion of CSHCN in North Dakota who had adequate
insurance coverage increased from 62.0 percent to 68.2 percent.

CSHCN in North Dakota are LESS likely to have adequate insurance coverage if they:

A Live in households with income just above the poverty line (51.3% of CSHCN
between 100% and 200% of Federal Poverty Level).

A Are Hispanic, African American, Asian or multiethnic (53.5%).

A Have health-related functional limitations (60.1%).

Most CSHCN in North Dakota had continuous insurance coverage over the previous 12
months (90.4%); however, one-quarter (26.0%) report that they have insurance that does not
adequately meet all of their special health-care needs.

Although North Dakota performed significantly better than the national average on Outcome
#3 (68.2% in North Dakota vs. 62.0% nationwide), more than three in 10 (31.8%) still do not
have consistent and adequate insurance coverage.

Outcome #4: CSHCN are screened early and continuously for special health care needs.

»

In 2005-2006, 57.5 percent of CSHCN in North Dakota received health care that included
preventive medical and dental care, significantly fewer than nationwide (63.8%).
CSHCN in North Dakota are MORE likely to meet outcome #4 if they:
A Are privately insured (61.7%).
A Live in higher-income households (70.8% of CSHCN at 400% of Federal Poverty
Level or higher).

The proportion of CSHCN who did not receive regular preventive medical care is
considerably higher in North Dakota (31.7%) than nationwide (22.9%).

Overall, more CSHCN in North Dakota received preventive dental care (79.1%), than
preventive medical care (68.3%).

Outcome #5: Services for CSHCN are organized in ways that families can use them easily.

[ ]
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In 2005-2006, 92.3 percent of CSHCN in North Dakota had no difficulties using needed
services, a significantly higher proportion than in the U.S. overall (89.1%).
CSHCN in North Dakota are LESS likely to meet outcome #5 if they:

A Are uninsured (74.0%).
A Have functional limitations (83.5%).
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Outcome #6: Youth with special health-care needs receive services necessary for their
transition to appropriate adult health care, work and independence.

» Only about half (51.2%) of CSHCN ages 12 through 17 in North Dakota receive health care
that appropriately addresses their eventual transition to adult health care.

» CSHCN ages 12 through 17 in North Dakota are LESS likely to have adequate transitional
support if they are:
A Male (44.1%).
A Living in low-income households (32.3% of CSHCN below Federal Poverty Level
and 30.2% of those at 100% to 199% of FPL).

» North Dakota exceeds national performance on outcome #6 overall (51.2% in North Dakota
vs. 41.2% nationwide), and on each of its component measures: anticipatory guidance
(56.6% vs. 47.4% either received or did not need it), and self-management skills (84.0% vs.
78.0%).

» Among adolescent CSHCN in North Dakota, girls are much more likely than boys to receive
help developing age-appropriate self management skills (92.0% of females vs. 78.1% of
males); a similar but slightly smaller differential appears for anticipatory guidance (61.9% of
females vs. 53.0% of males).

Family Impact of CSHCN Needs in North Dakota

» In North Dakota, roughly 6,500 CSHCN (41.3%) have ongoing health conditions that have
impacted their families’ financial status, ability to maintain employment, or required them to
spend considerable extra time and/or money for their care.

» Families of one in five CSHCN (21.9%) in North Dakota paid more than $1,000 out-of-
pocket for medical expenses in the past 12 months.

» Similar proportions of CSHCN in North Dakota have experienced family financial problems
resulting from the child’s health-care needs (18.1%), or family members had to cut back or
stop working (18.5%).

» Onein 11 CSHCN in North Dakota (9.1%) report that family members spend more than 11
hours per week coordinating or providing care for them.

» Significantly fewer CSHCN in North Dakota than in the U.S. overall had family members
who had to cut back or stop working as a result of their chronic health conditions (18.1% in
North Dakota vs. 23.8% nationwide).

» CSHCN whose families are most heavily impacted financially (Indicators #12 and #13) are:

A CSHCN who were not covered by health insurance at the time of the survey.
A CSHCN who have complex health-care needs (functional limitations or health
conditions requiring both prescription medications and specialized services).

» CSHCN whose families are most likely to be impacted by demands on their time are:

A CSHCN living in households with income below federal poverty level.
A CSHCN who have publicly funded health insurance or are uninsured.
A CSHCN who have functional limitations.
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Section I: Children With Special Health-Care Needs in North Dakota



North Dakota: Prevalence of Children With Special Health-Care Needs

The federal Maternal and Child Health Bureau (MCHB) defines children with special health-care
needs (CSHCN) as:

"Those who have or are at increased risk for a chronic physical, developmental,
behavioral, or emotional condition and who also require health and related

services of a type or amount beyond that required by children generally....

1,1

This definition serves as a guide for development of family-centered, coordinated systems of
care for children with special health-care needs and their families who are served by state Title V
block grants administered by the Maternal and Child Health Bureau.

The National Survey of Children With Special Health-Care Needs (NS-CSHCN) uses a validated
screening tool used to identify children meeting the MCHB definition. In 2005/06, 4,027
households in North Dakota were contacted, and 7,755 children were screened for having special
health-care needs. Results from the survey are weighted to reflect the state’s non-
institutionalized child population ages birth through 17.

Based on the 2005-2006 NS-CSHCN...

»

Approximately 16,500 children (12.2%)
in North Dakota meet the MCHB
definition for having special health-care
needs.

The prevalence of CSHCN in North
Dakota is significantly lower than the
national average.
12.2 percent prevalence of CSHCN
in North Dakota is statistically
different from the 13.9 percent
prevalence of CSHCN nationally.

CSHCN prevalence in North Dakota is
not increasing.
The prevalence of CSHCN in 2005/06 is
basically the same as found by the NS-
CSHCN in 2001 (12.2% vs. 12.4%,
respectively).

Compared to children not identified as
having special health-care needs, CSHCN
in North Dakota are more likely to be:

A Male.

A School-aged.

The prevalence of CSHCN in North
Dakota is similar among children:

A Of different race/ethnicities.

A With different household income levels.

North Dakota
Prevalence of Children With Special Health-Care Needs
(CSHCN) in Non-institutionalized
Child Population, ages birth through 17, 2005-2006
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North Dakota: Children With and Without Special Health-Care Needs

Figure A_1: Geographic distribution of CSHCN population versus all children: North Dakota, 2005-06
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Figure A_4: Race/ethnicity distribution for CSHCN vs.
non-CSHCN populations: North Dakota, 2005-2006
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North Dakota: Who Are Children With Special Health-Care Needs?

Identifying CSHCN

The information about children with special health-care needs presented in the report comes
from the 2005/06 National Survey of Children With Special Health-Care Needs (CSHCN). The
CSHCN Screener, a well-tested, validated instrument, is used to identify CSHCN for the survey
according to the federal Maternal and Child Health Bureau’s non-categorical definition of special
health-care needs.>** Children are classified on the basis of experiencing one or more current
functional limitations or service use needs that are the direct result of an ongoing physical,
emotional, behavioral, developmental or other health condition.

The CSHCN Screener is composed of five questions. The first part of each question asks if the
child experiences one of the following:

Question 1: Needs or uses medication prescribed by a doctor (other than vitamins)

Question 2: Needs or uses more medical care, mental health or educational services than
typical for most children of the same age

Question 3: Experiences functional or activity limitations not typical for others of same age
Question 4: Needs or uses specialized therapies (OT, PT, speech, etc.)

Question 5: Has emotional, developmental or behavioral problems that require treatment or
counseling

When the first part of a screening question is answered YES, two follow-up components are
asked to determine whether the health consequence is due to an ongoing medical, emotional or
other type of health condition lasting or expected to last for at least 12 months.

Responses of YES to all three parts of a screener question (in the case of question 5, two parts)
are required for a child to have special health care needs. Children can qualify by meeting the
criteria for a single screening question or any combination of two or more of the five questions.
(Figure B_1). In the 2005-2006 NS-CSHCN, approximately 16,500 children in North Dakota
met one or more CSHCN Screener criteria for having special health-care needs. A technical
summary of the CSHCN Screener is included in Appendix D.

Figure B_1: CSHCN Screener criteria for identifying children with special health-care needs
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Differentiating Special Health-Care Needs

The diversity of health and services needs in the CSHCN population presents a special challenge
for the state and federal programs and agencies charged with developing community-based
systems of care responsive to the needs of CSHCN and their families. Fortunately, recent
research > supports using qualifying CSHCN screener criteria as the basis for differentiating the
array of special needs identified under the broad, inclusive MCHB definition.

In this report, we assigned CSHCN into four mutually exclusive subgroups in order to examine
system performance for children with different underlying types of special needs. (See Fig. B_2.)
CSHCN were classified into these four subgroupings as follows:

RX MEDS ONLY: Children in this group experience chronic health conditions that are
managed primarily through prescription medication — often quite successfully as long as
they have access to medical care and needed medication.

ELEVATED or ABOVE ROUTINE SERVICES USE: Children in this group qualify on
one or more of the three screening criteria addressing elevated need or use of specialized
services or therapies. The children in this group rely on one or more of a wide array of
services — such as pediatric specialist care; early intervention; mental health care;
developmental disabilities; special education; physical, occupational or speech therapies
— to manage their chronic health conditions.

ELEVATED SERVICES USE and RX MEDS: Children in this group experience health
needs that require both medication management and specialized services or therapies.
These children qualify on one or more of the three screening criteria addressing elevated
service use AND on the prescription medication screening criteria.

FUNCTIONAL LIMITATIONS: Children in this group qualify on the functional
limitations criteria, nearly always in conjunction with one or more other screening
criteria. In addition to other types of special needs, these children currently experience
one or more functional limitations as a result of their ongoing health conditions.

Figure B_2: CSHCN subgroupings based on types of qualifying screener criteria
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North Dakota— Who Are Children With Special Health-Care Needs?

Figure B_3: Distribution of special needs subgroupings based on types of qualifying screener criteria
CSHCN: North Dakota, 2005-2006 CSHCN: North Dakota vs. Nationwide, 2005-2006
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In North Dakota...

» The distribution of subgroups based on types of qualifying screening criteria in the state’s CSHCN
population is similar to that found nationwide — with one exception: North Dakota has a
significantly higher percentage of CSHCN managed by a combination of prescription medication
and specialized services or therapies (26.7% vs. 20.7%).

» An estimated 6,300 to 7,800 CSHCN (42.4%) in North Dakota depend primarily upon prescription
medication to manage their chronic health conditions. This group of CSHCN represents a “success
story” of sorts because they experience little, if any, disability or functional limitations as long as
they have access to the medical care and the prescription medicine they need.

» Another 5,300 to 7,400 CSHCN (39.5%) in North Dakota require one or more types of medical,
mental health, educational or other kinds of specialized services, either alone or in conjunction with
prescription medications, to manage and treat their ongoing health conditions.

» Finally, almost one in five, or approximately 2,600 to 3,700 CSHCN (18.1%), in North Dakota
experience one or more limitations in functioning as a result of their chronic health conditions — in
addition to needing specialized health services and/or prescription medication management.

What specific types of health problems do CSHCN in North Dakota experience as a result of
their chronic conditions or disabilities?

For the first time in 2005/06, the NS-CSHCN collected information about the types of health
issues CSHCN experience as a result of their current health conditions. Parents were asked if
their children have any of 14 specific health problems or difficulties from a list in the survey.

Figure B_5 on the next page shows the frequency of different health problems experienced by
CSHCN in each of the four qualifying screening criteria subgroups. Details about the type and
relative frequency of health problems experienced by different groups of CSHCN provides
useful context for interpreting the performance results in this report and can help guide program
planning and improvement.



Figure B_5: Percentage of CSHCN in North Dakota experiencing specific problems as result of their health conditions, by qualifying screening criteria subgroups*
(Presence of health related difficulties is based on parent-reported responses to a discrete list of problems asked in 2005/06 NS-CSHCN)
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*The number of responses for vision difficulties even with glasses or contacts, use of hearing aids, and problems with blood circulation were too low in some
groups to be displayed. The results for these health issues are included in the conditions table on the next page.
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What specific chronic conditions do CSHCN in North Dakota currently experience?

In addition to information about CSHCN health problems and difficulties, the 2005/06 NS-
CSHCN also collected for the first time information on a limited number of childhood chronic
conditions. Table 1 below shows the percentage of CSHCN in each of the qualifying screener
criteria subgroups reported to currently have one or more of 16 different chronic conditions
asked about in the survey.

When using these data, it is important to keep in mind that the list of chronic conditions asked
about in the survey is not comprehensive — and the long list of other conditions that CSHCN may
have is not represented. Other limitations to these data include being based on parent-report,
rather than clinical records. Although the results are listed separately, at least 50 percent of
CSHCN in North Dakota experience two or more of the conditions asked in the survey. Finally,
the population prevalence of certain childhood chronic conditions (e.g., cystic fibrosis) is so low
that it is difficult or impossible to obtain reliable state-level estimates using random sampling
methodology. In these instances, the national prevalence estimates are reported in the table
below.

Table 1: Percentage of CSHCN in North Dakota with specific chronic conditions based on parent report,
by qualifying screening criteria subgroups: 2005-2006 NS-CSHCN

= deno::lsi:bsltiltr;sa:;s];;zrsneetlng Functional limitations  Elevated services use Elevated services use AND Managed primarily by || CSHCN
due to small sample size group group Rx medications group Rx medications group overall
% % % % %
ADD/ADHD 35.1 26.1 60.0 20.0 33.9
Allergies 49.3 21.0 35.9 47.5 415
Anemia or sickle cell disease* 47 2.1 2.0 14 2.3
Arthritis or other joint problems* 10.5 35 35 1.8 4.2
Asthma 31.7 = 30.2 39.3 31.3
Autism or ASD* 16.7 6.7 3.7 = 5.4
Cerebral palsy* 6.5 1.6 0.4 04 1.9
Cystic fibrosis* = = = = 0.3
Depression, anxiety, or 29.9 27.9 39.0 53 20.6
other emotional problems
Diabetes* 18 0.4 35 1.0 1.6
Down Syndrome* 3.7 0.7 = = 1.0
Epilepsy or other seizure disorder* 9.1 1.1 3.7 1.4 3.5
Heart problems, including 7.7 47 3.3 1.2 35
congenital heart disease*
Mental retardation or 34.7 17.9 6.8 = 11.0
developmental delay
Migraine or frequent headaches 20.7 = 15.2 10.6 13.3
Muscular dystrophy* 0.9 = = = 0.3
Other health issues:
Vision difficulties even with 6.1 3.1 1.4 1.8 3.6
glasses/contacts*
Problems with blood circulation* 6.4 1.6 1.6 = 2.1
Uses hearing aids* 25 1.7 = = 1.0

* National estimates are presented for conditions in bold text because state level samples are too small for reliable estimate
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Section Il: MCHB Core Outcomes Measures



MCHB Core Outcome #1:

Families of children with special health-care needs will partner in decision-making at
all levels, and will be satisfied with the services they receive.

This outcome is evaluated using two questions from the National Survey of Children With
Special Health-Care Needs (NS-CSHCN): whether the doctor makes the parent feel like a
partner in the child’s care, and the parent’s level of satisfaction with the child’s health services.
Children whose parents reported that they usually or always feel like a partner and that they are
very satisfied with care are considered to meet the overall criteria for the outcome.’

Highlights...

[ J

More than six in 10 CSHCN in North

Dakota successfully meet this outcome.
In 2005-06, more than 10,000 CSHCN
(63%) in North Dakota met the criteria
for successfully receiving health-care
services in which parents feel partnered
and satisfied with child’s care.

North Dakota is one of 10 states doing
better than the national average on this
outcome.
CSHCN in North Dakota are
significantly more likely to meet this
outcome than CSHCN nationally (63%
vs. 57.4%). See Appendix C.

Similar percentages of CSHCN in North
Dakota met this outcome in 2001 and
2005-2006 (61.5% vs. 63.0%,
respectively).

CSHCN in North Dakota successfully
meeting this outcome are more likely to
be:

A White, non-Hispanic.

From higher income families.

Insured.

Managing chronic conditions primarily
through prescription medication.

The percentage of CSHCN meeting this
outcome in North Dakota did NOT vary
meaningfully across:

A Age groups.

See Appendices for details and additional
results for Outcome #1.
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Figure 1.1: North Dakota vs. Nation
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MCHB Core Qutcome #1: Families of children with special health-care needs will partner in decision-
making at all levels, and will be satisfied with the services they receive.

Outcome #1: Key Findings for North Dakota

» Less than half of American Indian CSHCN have families who feel like partners in
decision-making and are satisfied with services children receive.

Figure 1.3: Percentage of CSHCN in North Dakota

meeting Outcome #1 by race/ethnicity, 2005-2006
80% In North Dakota...

Non-Hispanic white CSHCN are
more likely than other groups to
meet this outcome.

American Indian CSHCN are
44.8% significantly less likely than other
CSHCN in North Dakota to meet
this outcome — a performance gap
observed in each of the seven states

with data for American Indian
CSHCN in 2005/06.

60%

40%

20%

0%

White,non- American All other
Hispanic Indian races

» CSHCN from families with higher incomes are more likely to feel like partners in
decision-making and to feel satisfied with services children receive.

Figure 1.4: Percentage of CSHCN in North Dakota
In North Dakota meeting Outcome #1 by income level, 2005-2006
Less than one-half of 0% 20% 40% 60% 80%
CSHCN living at or below
poverty level ha_lve p_arents 0-99% FPL
who report feeling like
partners in decision-making
and being satisfied with 100-199% EPL
services children receive.

In contrast, almost three-

quarters of CSHCN in the 200-399%FPL
highest income group

successfully met the criteria

for this outcome. 400% + FPL

11



MCHB Core Qutcome #1: Families of children with special health-care needs will partner in decision-
making at all levels, and will be satisfied with the services they receive.

» Uninsured CSHCN in North Dakota are significantly less likely to have families who
feel like partners in decision-making and feel satisfied with services children receive.

Figure 1.5: Percentage of CSHCN in North Dakota meeting
In North Dakota... Outcome #1 by insurance status and type of insurance, 2005-2006

Having health insurance 80%
makes a dramatic

difference in whether

CSHCN successfully meet 60%
this outcome (64.7% vs.

34.1%, respectively).

On the other hand, type of
insurance is not as strongly
associated with the
likelihood of meeting this
outcome. Publicly insured

40%

20%

CSHCN were only 0%

somewhat less likely than

those with private coverage With Without Private Public
to meet Outcome #1. insurance  insurance insurance insurance

only only

» CSHCN whose conditions are more complex or require a wider range of services are
somewhat less likely than other CSHCN to meet this outcome.

Figure 1.6: Percentage of CSHCN in North Dakota meeting In North Dakota...
Outcome #1 by type of qualifying special needs, 2005-2006 Of CSHCN whose chronic
health conditions are managed
primarily through prescription
medicine (Rx meds only), about
seven in 10 meet Outcome #1
criteria for shared decision-
making and satisfaction with
care.

In contrast, only slightly more
than half of CSHCN with more
complex health conditions or
elevated services needs
experienced shared decision-

Rxmedsonly Aboveava., Rx 1 need for Funcllimits making and high family
use of services satisfaction.
sorvices
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MCHB Core Outcome #1: Families of children with special health-care needs will partner in decision-
making at all levels, and will be satisfied with the services they receive.

Outcome #1: Key Subcomponent Findings for North Dakota

MCHB Core Outcome #1 is measured using responses from two questions asked in National
Survey of Children With Special Health-Care Needs (NS-CSHCN). The questions are:

1) During the past 12 months, how often did (child name)’s doctors or other health-care
providers help you feel like a partner in his/her care? Would you say never, sometimes,
usually or always?

2) Thinking about (child name)’s health needs and the services he/she receives, how
satisfied or dissatisfied are you with those services? Would you say very satisfied,
somewhat satisfied, somewhat dissatisfied or very dissatisfied?

A response of “Usually or Always” to feeling like a partner AND a response of “Very
Satisfied”” with services received are needed to meet Outcome #1. CSHCN with one or both
responses that do not meet these criteria are classified as not meeting Outcome #1. The
percentages of CSHCN in North Dakota with qualifying responses on each of these questions
overall, and by selected subgroups, are presented below.

In North Dakota ...

Overall, the families of CSHCN in North Dakota are a great deal more likely to feel included as partners by
their children’s doctors than to report being “very satisfied” overall with the services their children receive.

At the same time, the families of CSHCN in North Dakota are significantly more likely to be “very
satisfied” overall with services than are families of CSHCN nationwide (64.4% vs. 59.8%).

Although North Dakota performed better than the national average on OUTCOME #1 overall, there are still
at least one in three CSHCN in the state whose families are less than “very satisfied” with the services their
children are getting.

100%
Figure 1.7:
North Dakota vs. Nation 63% of North Dakota CSHCN
Percentage of CSHCN with 80% —— overall meet OUTCOME #1

qualifying responses on
each of the subcomponents

of Outcome #1, 2005-2006 o T % & &8 e & & & &

64.4%
a0% — North North
Dakota Dakota
20% ——
0%
Child's doctors USUALLY or ALWAYS make Child's family VERY SATISFIED
family feellike a partner with services
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MCHB Core Outcome #1: Families of children with special health-care needs will partner in decision-
making at all levels, and will be satisfied with the services they receive.

» The families of non-white CSHCN are less likely to be “Very satisfied” with the services
their children receive. A lower level of satisfaction with services is a strong contributor to
variation in performance on OUTCOME #1 for CSHCN from different race/ethnicity
backgrounds (Fig.1.8).

100%

Figure 1.8:

Percentage of CSHCN in 63% of North Dakota

North Dakota with 80% CSHCN overallmeet |
qualifying responses to OUTCOME #1

Outcome #1

subcomponents, by 60% "™ sasssssssEsmEsmEs

race/ethnicity, 2005-2006

A40%

=
o = = =
o = = = = =
s o :.'i —
= @ - T 3 o
H al B £ & =

20w — S 8 o : 2.
0 = w =] S v

+ =
0%
Child's doctors USUALLY or ALWAYS make Child's family VERY SATISFIED
family feellike a partner with services

» Satisfaction with services is strongly associated with income. Only half of CSHCN living in
households with incomes below or near the federal poverty level (0-199% FPL) have
families who report being “Very Satisfied” with the services their children are receiving.
Although lower income families are also somewhat less likely to report that doctors make
them feel like a partner in their child’s care, the majority of the income-related variation in
performance on Outcome #1 is because families of lower income CSHCN report less
satisfaction with services (Fig 1.9).

100%
; . 97.6% £3% of North Dakota
Eg;;eniaze of CSHCN 92.3% CSHCN overall meet
OUTCOME #1
in North Dakota with ~ 89% ]
qualifying responses
to Outcome #1 69.7% pREEE

subcomponents, by 650%
federal poverty level
(FPL), 2005-2006

40%
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20% ot a2 | i m
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0%
Child's doctors USUALLY or ALWAYS make Child's family VERY SATISFIED
family feel like a partner with services
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MCHB Core Outcome #1: Families of children with special health-care needs will partner in decision-
making at all levels, and will be satisfied with the services they receive.

» Not surprisingly, both satisfaction with services and partnerships with children’s doctors are
significantly lower among uninsured CSHCN in North Dakota. Privately insured CSHCN
have somewhat higher levels of satisfaction and partnership than those with public insurance
— but overall, type of insurance was not a strong factor in determining whether CSHCN in
North Dakota achieved Outcome #1 (Fig.1.10).

Figure 1.10: Percentage of CSHCN in North Dakota with qualifying responses to Outcome #1
subcomponents, by insurance status, 2005-2006

100% 63% of North Dakota
CSHCN overall meet
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= 4] 4]
0%
Child's doctors USUALLY or ALWAYS make Child's family VERY SATISFIED
family feel like a partner with services

» The families of CSHCN whose chronic health conditions are managed primarily through
prescription medicine are generally more satisfied with services and more likely to feel
included as partners by their children’s doctors. Lower level of satisfaction with services is
the main reason why CSHCN whose special needs are more complex or require a wider
range of services are less likely to meet the criteria for Outcome #1.

Figure 1.11: Percentage of CSHCN in North Dakota with qualifying responses to Outcome #1
subcomponents, by type of qualifying special needs, 2005-2006
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MCHB Core Outcome #2:

All children with special health-care needs will receive coordinated, ongoing,

comprehensive care within a medical home.

The American Academy of Pediatrics' concept of "medical home"® lists seven defining
components: accessible, continuous, comprehensive, family-centered, coordinated,
compassionate and culturally effective. Ideally, these seven components are delivered by a
doctor or other health professional who knows the child well. Five of the seven components of
medical home are assessed by the 2005-2006 National Survey of CSHCN. The outcome is
evaluated using a composite score derived from 21 different survey items. To qualify as having a
medical home, a child must have a personal doctor or nurse and meet the five criteria measured:
coordinated, accessible, comprehensive, family-centered and compassionate.’

Highlights...

» About half of CSHCN in North Dakota
receive care within a medical home.
In 2005-06, 51.2 percent or about 8,000
CSHCN in North Dakota met criteria
for having a medical home — about the
same as CSHCN nationwide, but less
than non-CSHCN nationwide.

» North Dakota is one of 17 states
performing close to the national estimate
for this outcome.

CSHCN in North Dakota are
somewhat more likely to meet this
outcome than CSHCN nationally
(51.2% vs. 47.1%), but the
difference is not statistically
significant. See Appendix C.

» CSHCN in North Dakota successfully
meeting this outcome are more likely:
A White, non-Hispanic.
A Living in higher income households.
A Insured.
A Privately insured.
A Managing chronic conditions primarily
through prescription medication.

» The percentage of CSHCN meeting this
outcome in North Dakota did NOT vary
meaningfully by:

A Age group.

See Appendices for details and additional results
for Outcome #2.
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Figure 2.1: North Dakota vs. Nation

Percentage meeting Outcome #2
in 2005706 (Ages 0-17)

0% 20% 40% 60% 80% 100%

2001 vs. 2005-2006
Not Available

In the 2005-2006 NS-CSHCN, significant
changes and additions were made to the
set of questions used to assess the Care
Coordination and Access to Needed
Referrals components of the medical home
composite measure. The result is an
improved and more robust assessment of
these important aspects of the medical
home model.




MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

Outcome #2: Key Findings for North Dakota

» Less than one-third of American Indian CSHCN receive care that meets the medical
home criteria.

Figure 2.2: Percentage of CSHCN in North Dakota
meeting Outcome #2 by race/ethnicity, 2005-06 In North Dakota...

80%
Non-Hispanic, white CSHCN are

significantly more likely than
other CSHCN to receive care
reflecting the medical home
model.

American Indian CSHCN in
North Dakota are at highest risk
for not having a medical home.
About 70 percent did not receive
care meeting the medical home
criteria during 2005/06 compared
to fewer than half of white, non-
Hispanic CSHCN.

60%

40% -

20% -

0% -
White, non- American  Allother races
Hispanic Indian

» Lower income CSHCN are significantly less likely to receive care within a medical
home.

Figure 2.3: Percentage of CSHCN in North Dakota meeting
Outcome #2 by federal poverty level (FPL), 2005-2006
0% 20% 40% 60% 80%

In North Dakota...

Only about one-third of 0-99%FPL*

CSHCN living below
poverty level have
medical homes. 100-199% FPL

CSHCN from more
affluent households are
one and one-half to two
times more likely to
have a medical home
than CSHCN living in
the state’s poorest 400%+ FPL
households.

200-399%FPL

*FPL=FederalPoverty Level
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MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

» Insurance status and type of coverage both make a difference in whether CSHCN
receive care that meets the medical home model.

Figure 2.4: Percentage of CSHCN in North Dakota meeting
Outcome #2 by insurance status and insurance type, 2005-2006 In North Dakota...

80% Fewer than one in three
uninsured CSHCN have a
medical home; in contrast,
more than half of currently
insured CSHCN receive
this type of care.

CSHCN with private
health insurance are
significantly more likely to
have a medical home than
CSHCN with public
insurance coverage (57.5%

60%

40%

20%

0%

With Without Private Public -
insurance  insurance insurance  insurance vs. 41.5%, respectively).
only only

» CSHCN whose health conditions require a range of specialized or community-based
services in addition to medical care are less likely to meet the medical home outcome.

In North Dakota... Figure 2.5: Percentage of CSHCN in North Dakota meeting

Outcome #2 by qualifying type of special needs, 2005-2006
CSHCN whose conditions are
managed primarily through
prescription medicine are
more likely than other
CSHCN to meet the medical 60%
home outcome.

CSHCN with the types of
health needs that often require
coordination across services
such as specialist care, mental
health treatment, school or 20%
community-based programs,
specialized therapies, etc., are

LESS likely to have health 0%

care that reflects the medical Rxmedsonly Above avg.use Rx+ needfor  Funcllimits
home model. of services services

80%

40%

18



MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

Outcome #2: Key Subcomponent Findings for North Dakota

MCHB Core Outcome #2 is measured using 21 questions from the National Survey of Children
With Special Health-Care Needs (list of questions provided in Appendix E). The questions assess
five subcomponents, each of which addresses a different aspect of the medical home concept:

Subcomponent # 1: Child has at least one personal doctor or nurse.
Subcomponent # 2: Child has usual sources for both sick and well care.

Subcomponent # 3: Child receives family-centered care from all doctors and other health
care providers.

Subcomponent # 4: Child gets needed referrals without problems.
Subcomponent # 5: Child receives needed types of care coordination.

In a final step, the results from the subcomponents are combined into a single composite measure
of the medical home outcome. To qualify as having a medical home, a child must get care that
meets the threshold criteria for EVERY needed subcomponent of the medical home measure.
CSHCN whose care fails to meet the threshold criteria for one or more needed subcomponents
do not meet Outcome #2. Details of the threshold scoring for each subcomponent are shown in
Appendix E.

Three of the five subcomponents of Outcome #2 assess aspects of medical home care that apply
to all CSHCN; the remaining two subcomponents (getting referrals, care coordination) address
types of care typically needed by only a subset of the CSHCN population. The percentages of
CSHCN in North Dakota and nationally meeting the threshold criteria on medical home outcome
subcomponents are shown below and on the next page (Fig. 2.6 and Fig. 2.7).

Figure 2.6: North Dakota vs. Nation
Percentage of CSHCN meeting threshold criteria on Outcome #2 subcomponents for all CSHCN, 2005-2006

Subcomponent #1: Subcomponent #2: Subcomponent #3:
100% Has a personal Dr. or nurse? Has usual source(s) for care? Gets family-centered care?
0
30.7% 34.2%
No No

80%

60%

40%

20%

0%

North Nationwide North Nationwide North Nationwide
Dakota Dakota Dakota
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MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

Figure 2.7: North Dakota vs. Nation
Percentage of CSHCN meeting threshold criteria on Outcome #2 subcomponents for subsets of CSHCN
needing referrals and CSHCN needing care coordination, 2005-2006

Subcomponent #4: Subcomponent #5:
Neededreferral, | No problems getting needed Received needed care
hadproblems  rs—___ referrals? coordination?
. . N, ~—
getting it A ~~ 100

5.3% TT7.0%

28.6% 26.0%

Needed referral, NO problems getting it

46.3%
60% 46.0%
66.2% 67.0%

Received ALL needed care coordination

26.5%
22.0%

Did not need care coordination

0% I .

North Nationwide North Nationwide
Dakota Dakota

27.2% 31.8%

Did NOT get all needed care coordination

80%

40%

Did not need a referral to see

specialist or get services
20%

In North Dakota ...

North Dakota performed close to the national estimate for medical home overall. In a similar manner,
the medical home subcomponent results for CSHCN in North Dakota did not vary significantly from
those for CSHCN nationally.

Within North Dakota, CSHCN fared better on some aspects of medical home care than on others:

e Nearly all CSHCN in North Dakota have established sources for health care.
More than 90 percent have at least one doctor or nurse who knows them well, and
a similar percentage have places they usually go when sick or need preventive
care (Fig. 2.6).

e Having regular sources for care does not ensure that the care is family-centered.
Nearly one third of CSHCN in North Dakota did not consistently get family-
centered care (Fig. 2.6).

e The majority of CSHCN overall in North Dakota (66.2%) did not need a referral
to see a specialist or receive services, and more than 80 percent of those needing
a referral had no problems getting one (Fig. 2.7; Fig. 2.9).

e Three in four CSHCN in North Dakota (73.5%) needed one or more aspects of
care coordination. Of that group, nearly two-thirds received all needed care
coordination (Fig. 2.7; Fig. 2.11).
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MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

“UNBUNDLING” the Subcomponent Content: The scoring method used to create the composite
measure for the medical home outcome allows further “unbundling” of content for some of the
subcomponents. The next section presents “unbundled” content for the three Outcome #2 subcomponents
where this is most relevant: Family-Centered Care, Getting Needed Referrals, and Care Coordination.

Subcomponent # 3: Family Centered Care
The Family-Centered Care subcomponent of the medical home outcome is based on five
questions that ask HOW OFTEN the child’s doctors and other health-care providers:

1) Spend enough time with him or her?

2) Listen carefully to you?

3) Are sensitive to the family’s values and customs?

4) Give the specific information you need about your child’s health or health care?
5) Help you feel like a partner in your child’s care?

Responses of “Usually or Always” to all five family-centered care questions (and if applicable,
the availability of interpreter services question*) are required to meet the threshold criteria for
having family-centered care.

» Of the five topics addressed by the Family-Centered Care questions, doctors and other
health-care providers in North Dakota are the least likely to spend enough time with CSHCN
and provide needed information about the child’s health and health care.

» A higher percentage of NEVER/SOMETIMES responses regarding time spent with child
and provision of needed information is what determines the overall results on the Family-
Centered Care subcomponent (Fig. 2.8). This pattern is not unique to North Dakota; these
specific aspects of family-centered care are also those less often experienced by CSHCN
nationally.

Figure 2.8: Percentage of CSHCN in North Dakota usually or always receiving
each of five different aspects of family-centered care, 2005-2006
How often do the child's doctors and other health care providers do each of the following...

100% Sometimes/Never
m Usually/Always

80%

[0)
21 00 85.1%
T Dakota CS rall meet ¢ ia for havi y-centerec
0

40%

o0 . 18:1%

0%
Spend enough time  Listen carefully  Sensitive to family's Provide needed info Work in partnership
values/culture with family

* In the 2005-2006 NS-CSHCN, no CSHCN in the North Dakota sample needed interpreter services during health care visits;
thus, the question about access to interpreter services was not included as part of the Family-Centered Care subcomponent scoring.
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MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

Subcomponent # 4: Getting Needed Referrals
The Getting Needed Referrals subcomponent of the medical home outcome is based on
responses from two questions:

1) In the past 12 months, did (child name) need a referral to see any doctors or receive
services?

2) If YES to question above: Was getting referrals a big problem, small problem, or not a
problem?

» Overall, one in three CSHCN in North Dakota needed a referral to see other doctors or get
services. Among CSHCN who needed a referral, more than 80 percent had no problems
getting one (Fig. 2.9).

» The level of need for referrals ranged from 50 percent of children in the functional
limitations group to about one-quarter of CSHCN with conditions managed primarily by
prescription medicine (Fig. 2.10).

» Compared to other CSHCN in North Dakota, those with functional limitations are twice as
likely to have problems getting the referrals they need (Fig. 2.10).

Problems getting

needed referral Figure 2.9:

- 15.6% Of CSHCN in North
Dakota who needed
referrals, percentage
with no problems
getting one, 2005-2006

No problems
P gettingreferral

Needed referral ’

Did not need a referral
tosee specialist or get
services

’ M YES, needed a referral

Of those who needed referrals,
percentage who had PROBLEMS getting them

Figure 2.10:

Of CSHCN in North
Dakota needing
referrals, percentage
with no problems
getting one, by type
of qualifying special
needs, 2005-2006 0%

20%

Rx meds only Elevated/above avg. use of Rx meds + needfor services  Functional limitations
services
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MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

Subcomponent # 5: Getting Needed Care Coordination

To qualify as needing care coordination, children must first have survey responses indicating
they used one or more health-related services during the past year. The Getting Needed Care
Coordination subcomponent of the medical home outcome uses six questions to identify children
needing one or more of three specific types of care coordination:

1) Needed extra help with coordinating or arranging child’s care among different
health care providers or services during the past 12 months

2) Needed child’s doctors or other health-care providers to communicate with each
other

3) Needed child’s doctors or health-care providers to communicate with his/her
school, child care or other programs

For CSHCN whose families needed extra help coordinating or arranging the child’s care,
responses indicating that they currently get such help or “Usually” received it when needed
qualify as getting needed care coordination. For the groups who needed health care providers to
communication with each other or with school/other programs, responses indicating that their
families are “Very Satisfied” with such communication qualify as getting needed care
coordination.

» Overall, about three-quarters of CSHCN in North Dakota needed one or more of the three
types of care coordination assessed in the 2005/06 NS-CSHCN (Fig. 2.11). Among
CSHCN who needed some type of care coordination, close to two-thirds (63%) received
the support needed (Fig. 2.11).

» The percentage of CSHCN in North Dakota who needed and received all care coordination
is not significantly different from that for CSHCN nationally (63% vs. 59.1%, respectively;
p=.117).

Figure 2.11: Of CSHCN in North Dakota
who needed care coordination,

Didnot need > percentage receiving all needed

care coordination

S o types, 2005-2006
A S
A S
N
N\
N\
A
A S
A S
Needed one or more types RS
of care coordination support RS
> ~
N
S
- Did not receive all
~ - -
S o : needed care coordination
~
~ o Received all needed types 37.0%

S e Jd of care coordination
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MCHB Core Qutcome #2: All children with special health-care needs will receive coordinated, ongoing,
comprehensive care within a medical home.

Of the three different types of care coordination assessed, CSHCN in North Dakota are the most
likely to need their doctors or other health-care providers to communicate and share information
with each other. Nearly two in three CSHCN needed this type of care coordination (Fig. 2.12).

» CSHCN in North Dakota are most likely to lack adequate care coordination in the area of
communication between their doctors/other providers and schools or other programs (Fig.
2.12). Nearly half of CSHCN in North Dakota (45.1%) who needed health-care providers
to communicate with schools and other programs did not receive the level of coordination
needed.

» CSHCN with functional limitations and those whose special health needs are managed by a
combination of prescription medicine and specialized services are less likely than other
CSHCN in North Dakota to have all of their care coordination needs met (Fig. 2.13).

B YES, needed this type of
care coordination

Figure 2.12:  60%

Of CSHCN in North
Dakota who needed
each of three types
of care coordination,
percentage NOT
getting needed type,
2005-2006  20%

Of those needing this type
of care coordination,

40% percentage NOT getting it

0%

Needed extra help Needed child's doctors to Needed child's doctors to
coordinating child'scare communicate w/ each other ~ communicate w/ school &
other programs

Figure 2.13: Of CSHCN in North Dakota who needed care coordination, percentage NOT getting all needed
care by type of qualifying special needs, 2005-2006

W YES, needed one or more types of care coordination
Of those needing care coordination, percentage NOT getting all types needed

80%

60%

40%

20%

0%
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MCHB Core Outcome #3

All families of children with special health-care needs will have adequate private
and/or public insurance to pay for the services they need.

Adequacy of insurance is assessed in the National Survey of Children With Special Health-Care
Needs (NS-CSHCN) using three questions: whether or not health insurance benefits met the
child’s needs, whether non-covered charges were reasonable, and whether the plan allows the
child to see providers he or she needs. In addition, children without any insurance at the time of
the survey or without coverage for any period of time in the past year were considered not to
have adequate insurance.’

Highlights...

>

More than two-thirds of CSHCN in North
Dakota have adequate insurance to pay for
needed services.
In 2005-06, close to 11,000 CSHCN
(68.2%) in North Dakota had insurance
coverage adequate for their needs.

North Dakota is one of 12 states doing better

than the national average on this outcome.
CSHCN in North Dakota are significantly
more likely to meet this outcome than
CSHCN nationally (68.2% vs. 62.0%,
respectively). See Appendix C.

In 2005/06, the proportion of CSHCN in
North Dakota experiencing adequate
insurance coverage increased slightly
compared to 2001 (68.2% vs. 62.0%,
respectively).

CSHCN in North Dakota successfully
meeting this outcome are more likely to be:
A From households with higher incomes OR
households with incomes below the
poverty level.

The percentage of CSHCN meeting this
outcome in North Dakota did NOT differ
meaningfully by:

A Age group.

A Child’s race/ethnicity.

A Public or private insurance coverage.

See Appendices for details and additional results
for Outcome #3.
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MCHB Core Outcome #3: All families of children with special health-care needs will have adequate
private and/or public insurance to pay for the services they need.

Outcome #3: Key Findings for North Dakota

» Race/ethnicity of CSHCN is not strongly associated with having adequate insurance.

Figure 3.3: Percentage of CSHCN in North Dakota In North Dakota...

meeting Outcome #3 by race/ethnicity, 2005-2006
80% American Indian and white, non-Hispanic
CSHCN are equally likely to experience
adequate health insurance coverage.

60%

A higher proportion of American Indian
CSHCN in North Dakota had adequate
insurance than American Indian CSHCN
in other states with data for this group in
2005-2006.

CSHCN from other minority groups are
less likely to have adequate insurance than
white, non-Hispanic and American Indian
CSHCN; however, this disparity gap is not
statistically different due to the small
White, non-Hispanic American Indian  All other races sample size on which the estimate is based.

40%

20%

0%

» CSHCN from households at or just above the federal poverty level (FPL) are at greatest
risk for not having adequate insurance coverage.

In North Dakota...

Findings suggest CSHCN from Figure 3.4: Percentage of CSHCN in North Dakota meeting
households at or just above the Outcome #3 by federal poverty level (FPL), 2005-2006
federal poverty level are less 0% 20% 40% 60% 80%
likely to have adequate insurance

than those living in the state’s

poorest households (below 100% 0-99%FPL*
of FPL).

Only half of CSHCN from
households at or just above the
federal poverty level met
Outcome #3 in 2005-2006,
compared to nearly two-thirds of
the poverty line.

100-199%FPL

In contrast, three-quarters of
CSHCN from more affluent
households (200% FPL and 400%+ FPL
above) had adequate insurance
coverage during the same time
period.

*FPL=FederalPoverty Level
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MCHB Core Outcome #3: All families of children with special health-care needs will have adequate
private and/or public insurance to pay for the services they need.

» Type of insurance is not related to adequacy of coverage for CSHCN in North Dakota.

Figure 3.5: Percentage of CSHCN in North Dakota
meeting Outcome #3 by insurance status and
insurance type, 2005-2006

80%
In North Dakota...
60% . ..
CSHCN in public insurance
programs are as likely as
40% those with private coverage
to have benefits that
adequately address their
20% care and service needs.
0%

Private insurance only Publicinsurance only

» CSHCN whose chronic conditions result in some type of functional limitations are
somewhat less likely than other CSHCN to have adequate insurance coverage.

80%

60%
Figure 3.6: Percentage of S0 60.1%
CSHCN in North Dakota
meeting Outcome #3 by 40%

type of qualifying special
needs, 2005-2006

- E E I

0%

Rxmedsonly Above avg.use Rx+ needfor Funcllimits
of services services

In North Dakota...

CSHCN in North Dakota fared better than CSHCN nationally on this outcome
overall; however, at least 5,000 CSHCN (32%) in the state did not have adequate
insurance coverage during 2005-2006.

CSHCN whose health needs are more complex or require a range of services are more
likely than other CSHCN to lack adequate insurance.

In 2005/06, 40 percent of CSHCN with functional limitations did not have insurance
that adequately covered the services and types of care needed during the year.
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MCHB Core Outcome #3: All families of children with special health-care needs will have adequate
private and/or public insurance to pay for the services they need.

Outcome #3: Key Subcomponent Findings for North Dakota

MCHB Core Outcome #3 is measured using responses from two sets of questions asked in the
National Survey of Children With Special Health-Care Needs (NS-CSHCN). The two
subcomponents are:

1) Currently insured with no gaps in insurance coverage during the past 12 months —
derived from the extensive set of questions in the survey on insurance status.

2) Adequacy of current insurance coverage — derived from three questions asking how
often current insurance covers different aspects of the child’s care.

A response of “Yes” to currently insured with no gaps in coverage during past year AND
responses of “Usually” or “Always” to all three of the insurance adequacy questions are needed.
Only CSHCN who meet criteria for both subcomponents are classified as meeting Outcome #3.
The percentages of CSHCN in North Dakota with qualifying responses on each of these
questions overall and by selected subgroups are presented below.

In North Dakota ...

CSHCN categorized as having Figure 3.7: North Dakota vs. Nation

gaps in insurance coverage Percentage of CSHCN with qualifying responses on the
include those who were subcomponents of Outcome #3, 2005-2006
uninsured at the time of the

survey and those for whom 100%

there were periods of no 68% of North Dakota
coverage during the past 12 CSHCN overall meet
months. 0% OUTCOME #3

In North Dakota, 5.3 percent of
CSHCN overall were uninsured
at the time of the survey. 60%

CSHCN in North Dakota are a

great deal more likely to have

consistent insurance coverage, 40%
without gaps, than they are to

have adequate coverage.

Although North Dakota 20%
performed better than the
national average on Outcome
#3, still at least one in four
CSHCN reportedly have
inadequate health insurance
coverage.

74.0%

North North

Dakota

Dakota

0%
NO GAPSin insurance coverage Currentinsurance coverage is
during past 12 months ADEQUATE
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MCHB Core Outcome #3: All families of children with special health-care needs will have adequate

private and/or public insurance to pay for the services they need.

» Adequacy of insurance is a composite measure consisting of three questions:

e How often does child’s health insurance offer benefits or cover services that meet his/her

needs?

¢ Does child’s health insurance allow him/her to see the health-care providers he/she needs?

o Are the costs not covered by child’s health insurance reasonable?

Criteria for adequate insurance were responses of “usually” or “always” to all three component
questions. The strongest contributor to inadequate coverage among insured CSHCN is the
relatively low proportion (73.9%) who report that health care costs not covered by their
insurance are reasonable (Fig. 3.8).

Insurance allows child to see
NEEDED PROVIDERS

Benefts MEET child's needs

Costs not covered are
REASONABLE

0%

Figure 3.8: Percentage of CSHCN in
North Dakota with responses of
Usually/ g9 oo USUALLY or ALWAYS on the
Always guestions making up the Adequacy
of Insurance subcomponent of

Usually/ Outcome #3, 2005-2006

85.5%

Always

_ CSHCN overall have

74% of North Dakota

ADEQUATE insurance
Usually/ 73.9%
Always

50% 100%

» Gaps in coverage play a role in the slight variation in performance on Outcome #3 for
CSHCN from different race/ethnicity backgrounds (Fig.3.9). Non-white CSHCN are less
likely that other CSHCN to be insured for entire 12 month period prior to the survey. The
association between adequate insurance coverage and race/ethnicity is not as strong.

Figure 3.9: Percentage
of CSHCN in North
Dakota with qualifying
responses to Outcome
#3 subcomponents, by  60%
race/ethnicity, 2005-

2006
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MCHB Core Outcome #3: All families of children with special health-care needs will have adequate
private and/or public insurance to pay for the services they need.

» Continuity in insurance coverage is associated with higher income. Still, more than 80
percent of CSHCN living in households with incomes below or near the federal poverty level
(up to 199% FPL) were insured for the entire year without any gaps. However, even insured
CSHCN from the highest income families experience some degree of underinsurance — with
CSHCN in the 100% to 199% FPL group being the least likely to have adequate coverage —
perhaps due to the fact that families in this income bracket often do not qualify for SCHIP.
The majority of the income-related variation in performance on Outcome #3 is because of
underinsurance among the insured group, particularly among CSHCN in the 100% to 199%

FPL income bracket (Fig 3.10).
100% 68% of North Dakota
CSHCN overall meet

94.79% 96.6% OUTCOME #3

Figure 3.10: Percentage 80%
of CSHCN in North

Dakota with qualifying
responses to Outcome 0%
#3 subcomponents, by
federal poverty level
(FPL), 2005-2006
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» Underinsurance for specific groups was a key factor in performance variation on Outcome #3
for CSHCN with different types of qualifying special health needs. In North Dakota, CSHCN
whose special needs include functional limitations and those whose health conditions are
managed by a combination of medication and services more often experienced
underinsurance compared to CSHCN with other types of qualifying needs (Fig. 3.11).

100% 68% of North Dakota CSHCN
overall meet OUTCOME #3

Figure 3.11:
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MCHB Core Outcome #4

All children will be screened early and continuously for special health-care needs.

The National Survey of Children With Special Health-Care Needs (NS-CSHCN) addressed the
ongoing screening and surveillance component of this outcome. The estimate for this outcome

was arrived at using two survey questions that asked whether CSHCN received any routine

preventive medical care or routine preventive dental care during the past year.” CSHCN needed
to receive BOTH types of preventive care during the past year to meet the ongoing screening and

surveillance component of Outcome #4.

Highlights...

» About six in 10 CSHCN in
North Dakota had BOTH
medical and dental preventive
care visits.

In 2005-2006, approximately
9,000 (57.5%) CSHCN in
North Dakota received the
types of care that facilitate
ongoing screening and
surveillance.

» North Dakota is one of 10 states
performing below the national
estimate for this outcome.

CSHCN in North Dakota are
significantly less likely to
meet this outcome than

CSHCN nationally (57.5% vs.

63.8%). See Appendix C.

» CSHCN in North Dakota
successfully meeting this
outcome are more likely to:

A Live in higher income
households.
A Have health insurance.

A The percentage of CSHCN
meeting this outcome in North
Dakota did NOT vary
meaningfully by:

A Age group.
A Child’s race/ethnicity.

See Appendices for details and
additional results for Outcome #4.

Figure 4.1: North Dakota vs. Nation

Percentage meeting Outcome #4
in 2005/06 (Ages 0-17)
North Dakota
CSHCN

Nationwide
CSHCN

Nationwide
Non-CSHCN

0% 20% 40% 60% 80%

100%

2001 vs. 2005/06

Not Available

QOutcome #4 was assessed by
the NS-CSHCN for first time in
2005-2006.
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MCHB Core Outcome #4: All children will be screened early and continuously for special health-care needs.

Outcome #4: Key Findings for North Dakota

» CSHCN from lower income households are significantly less likely to receive the types
of care that facilitate ongoing screening for both medical and dental issues.

Figure 4.2: Percentage of CSHCN in North Dakota meeting
Outcome #4 by federal poverty level (FPL), 2005-2006

0% 20% 40% 60% 80%
In North Dakota...

Less than half of CSHCN

living in the state’s 0-99%FPL*
poorest households
received BOTH medical
AND dental preventive
care in 2005-2006.

In contrast, more than 70
percent of CSHCN from
the state’s more affluent
households had both types
of preventive care visits
during the same time 400% + EPL
period.

100-199%FPL

200-399%FPL

*FPL=Federal Poverty Level

» Insurance status plays an important role in whether CSHCN in North Dakota receive
the types of care that facilitate ongoing screening for both medical and dental issues.

Figure 4.3: Percentage of CSHCN in North Dakota meeting
Outcome #4 by insurance status and type of insurance, 2005-2006

In North Dakota...

80%
CSHCN without
insurance were half as
60% likely as those with

current coverage to
meet this outcome (31%
vs. 59.3%,

40% respectively).
Publicly insured
CSHCN were

20% somewhat less likely
than CSHCN with

private coverage to
receive BOTH medical
and dental preventive

0%

With Without Private Public .
. . , . care during 2005-2006.
insurance insurance insurance insurance
only only
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MCHB Core Outcome #4: All children will be screened early and continuously for special health-care needs.

» Complexity or type of special health-care needs is not strongly associated with whether
CSHCN receive care that facilitates ongoing screening for both medical and dental
issues.

80%

60%

40%

20%

0%

Figure 4.4: Percentage of CSHCN in North Dakota meeting
Outcome #4 by qualifying type of special needs, 2005-2006
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In North Dakota...

At least 7,000 CSHCN overall
(43%) missed important
opportunities for ongoing
medical and dental screening
during 2005-2006.

CSHCN with more complex
needs or functional limitations
were no more likely than
other CSHCN to get the types
of care that facilitate ongoing
screening for medical and
dental issues.



MCHB Core Outcome #4: All children will be screened early and continuously for special health-care needs.

Outcome #4: Key Subcomponent Findings for North Dakota

MCHB Core Outcome #4 measures ongoing assessment of CHSN health needs and is comprised
of responses to two series of questions in the National Survey of Children With Special Health-
Care Needs (NS-CSHCN).

1) During the past 12 months, did child receive all the routine preventive care that he/she
needed, such as a physical examination or a well-child check-up? Did child get any routine
preventive care during the past 12 months?

2) During the past 12 months, did child receive all the preventive dental care that he/she
needed, such as check-ups and dental cleanings? Did child get any preventive dental care
during the past 12 months?

CSHCN less than a year old whose response was “Yes” to either of the questions about routine
preventive medical care meet Outcome #4. CSHCN ages 1 through 17 meet the outcome criteria
if their response was “Yes” to either question on routine preventive care AND preventive dental
care. The percentages of CSHCN in North Dakota with qualifying responses on the Outcome #4
component measures, overall and by selected subgroups, are presented in this section.

In North Dakota ...

Significantly fewer North Dakota CSHCN received both medical and dental preventive care than
in the nation overall (57.5% in North Dakota vs. 63.8% nationwide).

About a third of CSHCN living in North Dakota (31.7%) did not receive regular preventive
medical care, significantly more than nationwide (22.9%).

On the other hand, the proportion of North Dakota CSHCN receiving preventive dental care is
comparable the rest of the U.S., at 79%.

100% Figure 4.5:
57.5% of North Dakota CSHCN North Dakota vs. Nation
overall meet OUTCOME #4 Percentage 9f CSHCN
. with qualifying
0 responses on the
78.5% 79.1% subcomponents of

Outcome #4, 2005-2006
60%

Dakota

Dakota

20%

\\
40% Nationwide North =Nat|onW|de North

0%
CSHCN received preventive medicalcare  CSHCN received preventive dental care
during the past 12 months during the past 12 months
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MCHB Core Outcome #4: All children will be screened early and continuously for special health-care needs.

» The trend toward better access to preventive health services among CSHCN from higher
income families holds true for both components of Outcome #4. The income differential is
especially apparent for dental care. Nine of every 10 CSHCN living in higher income
households had preventive dental services within the previous 12 months, compared to six
out of 10 in the lowest income category (Fig.4.6).

Figure 4.6: Percentage of CSHCN in North Dakota with qualifying responses to Outcome #4

subcomponents, by federal poverty level (FPL), 2005-2006
100%

57.5% of North Dakota
CSHCN overall meet 0
OUTCOME #4 90.8%
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CSHCN received preventive medical care  CSHCN received preventive dental care
during the past 12 months during the past 12 months

» Health insurance is an important factor in access to preventive and screening services among
CSHCN in North Dakota. CSHCN who are uninsured are considerably less likely than
insured CSHCN to have had preventive medical or dental care. As with income, the impact
of insurance is much stronger for dental than for medical care. Regular preventive dental care
occurs significantly more often among CSHCN who have private insurance (85.9%) than
either publicly insured (69.0%) or uninsured CSHCN (40.5%, Fig.4.7).

Figure 4.7: Percentage of CSHCN in North Dakota with qualifying responses to Outcome
#4 subcomponents, by insurance status, 2005-2006
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MCHB Core Outcome #4: All children will be screened early and continuously for special health-care needs.

» Separate assessment of the medical and dental components of Outcome #4 reveals different
patterns according to both age and sex. While the percentage of CSHCN receiving
preventive dental care was similar for both sexes, a much lower proportion of boys than girls
had routine medical care (64.7% and 74.9%, respectively, Fig 4.8). Preschool-age CSHCN
are significantly more likely than older children to have routine preventive medical care and
less likely to have had a dental checkup (Fig. 4.9).

Figure 4.8: Percentage of CSHCN in North Figure 4.9: Percentage of CSHCN in North Dakota
Dakota with qualifying responses to Outcome with qualifying responses to Outcome #4
1000 4 subcomponents, by sex, 2005-06 L00% subcomponents, by age group, 2005-06
57.5% of North Dakota
CSHCN overall meet 57.5% of North Dakota
OUTCOME #4 CSHCN overall meet
80% 80% OUTCOMEZ4 85 1%
60% 60% —
40% 40%
20% 20%
0% 0%
CSHCN received preventive ~ CSHCN received preventive CSHCN received preventive medical  CSHCN received preventive dental care
medical care during the past dental care during the past 12 care during the past 12 months during the past 12 months
12 months months
» Because CSHCN in North Dakota are predominately white, the results of the components of

Outcome #4 among white non-Hispanic CSHCN (Fig. 4.10 below) reflect the overall results
for both subcomponents (Fig. 4.5) in North Dakota. However, it is worth noting that the
likelihood of having preventive medical care is elevated among non-white, non-American
Indian CSHCN. For dental services, however, receipt by minority CSHCN falls considerably
short of the level for non-Hispanic white CSHCN (Fig. 4.10).
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MCHB Core Outcome #b:

Services for children with special health-care needs and their families will be
organized in ways that families can use them easily.

This outcome is assessed by the 2005/06 National Survey of Children With Special Health-Care
Needs (NS-CSHCN) using a single question asking parents whether they experienced any
difficulties trying to use the range of services their children needed over the past year.” In
addition to medical care, the question listed services such as early intervention programs,
child-care facilities, vocational education and rehabilitation programs, and other community
programs.

Highlights...

» More than nine in 10 CSHCN in ) )
North Dakota had no difficulties Figure 5.1: North Dakota vs. Nation

using needed services. Percentage meeting Outcome #5
In 2005-06, more than 15,000 in2005/06 (Ages 0-17)

CSHCN in North Dakota
successfully met this outcome. North Dakota
CSHCN
» North Dakota is one of nine states
doing better than the national Nationwide
estimate for this outcome.
. CSHCN
CSHCN in North Dakota are
significantly more likely to meet
this outcome than CSHCN Nationwide
nationally (92.3% vs. 89.1%). See Non-CSHCN
Appendix C. | | | |

0% 20% 40% 60% 80% 100%

» CSHCN in North Dakota
successfully meeting this outcome
are more likely to be:

A Insured.
A Managing chronic conditions 2001 vs. 2005/06

prim_aril_y through prescription Not Available
medication.

Estimates for Outcome #5

» The percentage of CSHCN meeting cannot be compared across
this outcome in North Dakota did survey years because of
NOT vary meaningfully by: changes to the questions used

A Age group. to measure the outcome.
A Race/ethnicity.
A Household income status.

See Appendices for details and additional
results for Outcome #5.

37



MCHB Core Qutcome #5: Services for children with special health-care needs and their families will be
organized in ways that families can use them easily.

Outcome #5: Key Findings for North Dakota:

» Insurance coverage plays a role in ease of using services by CSHCN and their families.

Figure 5.2: Percentage of CSHCN in North Dakota meeting
Outcome #5 by insurance status and type of insurance, 2005-06

100%
In North Dakota...
80% Having health insurance
increases the likelihood
60% that CSHCN and their
families do not experience
any difficulties using
40% needed services.
Similar proportions of
20% CSHCN with private and
public insurance coverage
0% . . report little difficulty using
needed services.
With Without Private Public
insurance insurance insurance insurance
only only

» Families from all income levels have little difficulty using needed services for CSHCN.

In North Dakota...

The level of difficulty
using the services needed
by CSHCN was similar for
families across the income 0% 20% 40% 60% 80% 100%
spectrum.

Figure 5.3: Percentage of CSHCN in North Dakota meeting
Outcome #5 by federal poverty level (FPL), 2005-06

0-99%FPL*

100-199%FPL

200-399%FPL

400% + FPL

*FPL=Federal Poverty Level
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MCHB Core Qutcome #5: Services for children with special health-care needs and their families will be

organized in ways that families can use them easily.

» CSHCN whose special health needs include functional limitations are more likely than
other CSHCN to experience difficulty using needed services.

100%

80%

60%

40%

20%

0%

Figure 5.4: Percentage of CSHCN in North Dakota meeting
Outcome #5 by type of qualifying special needs, 2005-06
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In North Dakota...

CSHCN with functional
limitations are less likely to meet
this outcome than those with other
types of special needs.

One in six CSHCN (16%) with
functional limitations encountered
some kind of difficulty using
services such as:

o Medical services.

e Early intervention programs.

e School-based programs.

o Child-care facilities.

¢ Vocational education

programs.
¢ Rehabilitation programs.
e Other community programs.



MCHB Core Outcome #6

All youth with special health-care needs will receive the services necessary to make

appropriate transitions to adult health care, work and independence.

This outcome was evaluated for CSHCN ages 12 through 17 using responses to four questions:
whether doctors discussed the shift to adult providers, whether doctors had discussed the child’s

changing needs as he or she approached adulthood, whether anyone had discussed insurance
coverage in adulthood, and whether the child was usually or always encouraged to take

responsibility for his or her health.’

Highlights...

» About half of CSHCN ages 12
through 17 in North Dakota receive
health care addressing their eventual
transition to adult health care.

In 2005-06, about 3,600 CSHCN
in North Dakota met this outcome.

» North Dakota is one of 12 states
doing better than the national
estimate for this outcome.

CSHCN in North Dakota are
significantly more likely to meet
the transition to adulthood outcome
than CSHCN nationally (51.2% vs.
41.2%). See Appendix C.

» CSHCN ages 12 through 17 in North
Dakota successfully meeting this
outcome are more likely to be:

A Female.

A Living in higher income
households.

A Managing chronic conditions
primarily through prescription
medication.

» The percentage of CSHCN ages 12
through 17 meeting this outcome
in North Dakota did NOT vary
meaningfully by:

A Public or private insurance.
A Child’s race/ethnicity.

See Appendices for details and
additional results for Outcome #6.

North Dakota
CSHCN

Nationwide
CSHCN

Nationwide
Non-CSHCN

40

in 2005/06 (Ages 12 through 17)

Figure 6.1: North Dakota vs. Nation*
Percentage meeting Outcome #6

0% 20% 40% 60% 80%

*CSHCN ages 12 through 17 only

2001 vs. 2005/06
Not Available

Estimates for Outcome #6
cannot be compared across
survey years because of
changes to the questions used
to measure the outcome.

100%



MCHB Core Outcome #6: All youth with special health-care needs will receive the services necessary to
make appropriate transitions to adult health care, work and independence.

Outcome #6: Key Findings for North Dakota

» Adolescent girls with special health-care needs are significantly more likely than boys to
receive care addressing their eventual transition to adult health care.

Figure 6.2: Percentage of CSHCN in North Dakota
meeting Outcome #6 by gender, 2005-06

80%
In North Dakota...

Only 44 percent of adolescent boys
with special health-care needs
received health care that addressed
transition to adulthood topics during
2005/06, compared to 60 percent of
adolescent female CSHCN.

Gender disparities in receiving
services designed to help with
transition to adult health care are
particularly concerning given that
boys represent a higher percentage of
the CSHSN population overall.

60%

40% -

20%

0% -
Male Female

» Lower income CSHCN are significantly less likely to receive health care that addresses
their eventual transition to adulthood.

Figure 6.3: Percentage of CSHCN in North Dakota meeting
Outcome #6 by federal poverty level (FPL), 2005-06

In North Dakota... 0% 20% 40% 60% 80%

Less than one-third of

CSHCN ages 12 through 0-99% EPL*
17 living in the state’s

poorest or near poor

households met the

transition to adulthood 100-199%FPL
outcome in 2005/06.

In contrast, nearly 70
percent of CSHCN ages 12 200-399% EPL
through 17 living in the

state’s more affluent

households received health

care that met the criteria 400%+ FPL
for this outcome during the
same time period.

*FPL=Federal Poverty Level
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MCHB Core Outcome #6: All youth with special health-care needs will receive the services necessary to
make appropriate transitions to adult health care, work and independence.

» CSHCN whose health conditions require a range of specialized or community-based
services in addition to medical care are less likely to meet the transition to adult health
care outcome.

Figure 6.4: Percentage of CSHCN in North Dakota meeting In North Dakota...
Outcome #6 by type of qualifying special needs, 2005-06
CSHCN ages 12 through 17

80% with conditions managed
primarily through
prescription medicine are
significantly more likely than
other CSHCN to have their
adult health care transition
needs addressed by their
doctors.

CSHCN with health needs
that often require
coordination of services —
such as specialist care, mental

60%

40%

20%

0% health treatment, school or
Rxmedsonly ~ Above avg.use Rx+ needfor  Funcllimits community-based programs,
of services services specialized therapies, etc. —

are less likely to have adult
health-care transition needs
addressed by their doctors.
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MCHB Core Outcome #6: All youth with special health-care needs will receive the services necessary to
make appropriate transitions to adult health care, work and independence.

Outcome #6: Key Subcomponent Findings for North Dakota

Services to assist CSHCN as they transition to adulthood are measured with two components
derived from NS-CSHCN responses. To meet the criteria for the anticipatory guidance
component of Outcome #6, CSHCN youth must either have received guidance or not need it at
the time of the survey for all three of the following items:

1) If CSHCN’s health-care providers treat only children, have they discussed
transitioning to providers who treat adults?

2) Have doctors or other health-care providers discussed the child’s changing
health care needs as he or she approaches adulthood?

3) Has anyone discussed how to maintain health insurance coverage during the
child’s transition to adult care?

The second component is met if the youth’s doctors or other health-care providers usually or
always encourage him or her to take responsibility for self-care, such as taking medication,
understanding his or her health, or following medical advice.

In North Dakota ...

North Dakota exceeds national Figure 6.5: North Dakota vs. Nation
performance on both Percentage of CSHCN ages 12 through 17 with qualifying
components of Outcome #6 — responses on subcomponents of Outcome #6, 2005-2006
57 percent vs. 47 percent for 100% 51 2% of North Dakota

anticipatory guidance, and 84 CSHCN ages 12-17 meet

pecent vs. 78 percent on self- OUTCOME #6

management.
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For every CSHCN youth in ,
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received all three elements of 60% /\1
anticipatory guidance (43.2%), ceooe .¢
another did not receive needed
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(43.4%).
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Parents of most (84%) of North :
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old CSHCN report that doctors North . North

and other health-care providers Nationwide  Dakota Nationwide ~ Dakota

encourage CSHCN youth to 0v - EEEEEEE—

take responsibility for managing CSHCN ages 12-17 receive needed CSHCN youth are encouraged to
A anticipatory guidance for transition to develop age-appropriate self

their health care as they adult health care management skills

transition to adulthood.
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MCHB Core Outcome #6: All youth with special health-care needs will receive the services necessary to
make appropriate transitions to adult health care, work and independence.

» The difference in the proportion of male and female CSHCN youth meeting Outcome #6 is
evident in both subcomponents. However, only the self-care measure is statistically
significant. Both male and female adolescent CSHCN fare better on the self-care component
than on guidance for transitioning to adult health care services (Fig. 6.6).

100%

51.2% of North Dakota

CSHCN overall meet 0
OUTCOME #6 92.0%

80%

Figure 6.6: Percentage of

CSHCN ages 12-17 in North 60%
Dakota with qualifying

responses to Outcome #6
subcomponents, by sex, 40%
2005-06

20%

0%
CSHCN ages 12-17 receive needed  CSHCN youth are encouraged to

anticipatory guidance for transition ~ develop age-appropriate self
toadult health care management skills

» Family income is associated with both components of Outcome #6. Twice as many CSHCN
youth from higher income families (four times Federal Poverty Level or more) as those with
income just above poverty level (1 to 2 times FPL) met all three criteria for transition to adult
health care (73.1% and 36.6%, respectively). The proportion of CSHCN youth receiving
help learning to manage their own health increases with income, from 70 percent to 94
percent (Fig 6.7).

Figure 6.7: Percentage of CSHCN ages 12-17 in North Dakota with qualifying responses to Outcome #6
subcomponents, by income as a percentage of Federal Poverty Level (FPL), 2005-06
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CSHCN ages 12-17 receive needed anticipatory guidance for CSHCN youth are encouraged to develop age-appropriate self
transition to adult health care management skills
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