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Goals and Objectives

» To better understand the caregiving demands and
financial impact on families with CSHCN in MA

 To relate this to the Maternal and Child Health
Bureau’s key Indicators of progress towards

Implementing community-based service systems
for CSHCN!

* To provide policy relevant state-specific
Information to consumers and advocates In
Massachusetts
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National Survey of CSHCN

Administered by Centers for Disease Control and
Prevention and National Center for Health
Statistics?.

Phone survey conducted between 10/2000-4/2002

Nationally representative and state representative
sample

744 CSHCN In MA; 4,476 in New England,
38,886 In US
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Overview of Presentation

Percent of MA families reporting financial
problems, compared to NE & US

Percent of MA families reporting good
systems of services, compared to NE & US

How child/family characteristics and
service systems relate to financial impact

Policy implications of these findings
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Financial Burden Results
38% of families with CSHCN in MA (an

estimated 83,543 families) had a finance-related

problem:
Child’s health caused financial problems 15%
Needed additional income to cover child’s health- 16%
related expenses
Family members have had to cut work hours to 28%
care for child
Family member stopped working due to child’s 11%

health
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Financial Burden: MA, NE and US
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MCHB National Agenda

“Provide and promote family-centered,

community-
children wit

nased, coordinated care for

n special health care needs

and to facilitate the development of
community-based systems of services
for such children and their families.”
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Service Systems Results, MA

MA families and progress towards
Community-based Systems of Services:

Does not receive coordinated ongoing 39%
comprehensive care within a medical home

Does not have adequate health insurance 35%

Does not have organized community-based | 21%
services for easy use
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Service Systems: MA, NE and US

Percent without good service systems
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Financial Burden and Child/Family
Characteristics, MA

« Children who are usually or always affected by their
condition are 3 times more likely to experience a finance
related problem than children who are never affected by
their condition (OR=3.36).

e On ascale of condition severity from 0-10, families were
1.22 times more likely to report a finance related problem
with each increase in rank (OR=1.22).

e There was no significant difference in financial burden for
children of different ages, race, Hispanic ethnicity, and
poverty levels.
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Financial Burden and Time Child is
Affected by Condition, MA

Percent Experiencing Any Finance-Related Problem
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Financial Burden and Severity of

80%
70%
60%0
50%
40%
30%
20%
10%

0%

Condition, MA

Percent Experiencing Any Finance-Related Problem

= 0.8986

antlil]

9-10

Parent Reported Rank of Condition Severity (10 is most severe)

MA analysis of the National Survey
of CSHCN - March 2006



Financial Burden and Service
Systems, MA

Good systems of care offer protection from having a
finance-related problem:

— CSHCN receiving coordinated care within a medical
home are nearly half as likely to have financial
problems (OR=0.57).

— CSHCN with adequate health insurance are nearly one-
third less likely to have financial problems (OR=0.36).

— Families with organized community-based services are
less than half as likely to experience financial problems
(OR=0.44).
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Financial Burden and Service
Systems, MA

Percent Experiencing Any Finance-Related Problem
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Summary, MA

e Families with children with more severe conditions have
more finance-related trouble.

 Families with good systems of care have less finance-
related trouble.

— However, 2 in 5 CSHCN in MA do not have a medical
home, more than 1 in 3 do not have adequate health
Insurance, and approximately 1 in 4 do not have access
to organized community based-services.

 Findings support the importance of reducing the financial
burden on families with children with disabilities.
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Policy Implications

 Policy options include

— Improve health insurance systems for families
of CSHCN.

— Improve service systems, e.g. ensure medical
homes and organize community-based services

for easy use.

— Improve employee benefits (insurance, paid
vacation/sick, EAP) to keep families employed.
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