by E. Clarke Ross, D.P. A.

Barriers to Treatment

f

finding a physician and other treatment professionals who understand attention-deficit/hyperactivity disorder (AD/HD) and use evidence-based clinical
guidelines—such as those published by the American Academy of Pediatrics
(AAP)—is a major challenge for individuals and families dealing with AD/HD.
Although I work in the mental health field, have excellent health insurance and
have access to a wonderful array of specialists in the Washington-Baltimore area,
my family faces constant challenges identifying and maintaining an effective
treatment team for our son Andrew.
As many Attention! ® readers know, for the past
several years, CHADD has been working closely with
the National Initiative for Children’s Healthcare Quality (NICHQ ). NICHQ seeks to make dramatic
improvements in the quality of care for children and
adolescents and to achieve better outcomes in practices
by developing, testing and deploying new methods to
reach this goal. Using asthma as a “chronic care
model,” NICHQ (www.nichq.org) has suggested at
least six supports for families dealing with AD/HD.
They include:

Community Resources
Schools, parks, places of worship and after-school
programs are just a few of the critical community
resources that must be integrated into health care models to effectively address the needs of children with

AD/HD. Researcher Margarita Algeria and colleagues
document that “the connection between poverty and
low mental health status suggests that social conditions can exert a powerful influence on the mental
health of poor populations.” Quality of community
living is essential to successfully dealing with AD/HD.

Clinical Information Systems
The ability of a public health, education or mental
health agency to respond to the health and education
needs of residents in a community depends largely
upon the public agency’s “clinical information system.” This is a subject of study for public policy professionals—and a highly important one at that. Clinical information systems help us identify the level of
effort a community is making to provide necessary
supports and services to people with AD/HD, including
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the quality of the services being received. Only when
data is systematically collected and analyzed will public officials begin to seriously recognize the impact of
such numbers and take concrete steps to better serve
those with AD/HD.

Decision Support
Decision support is another name used by public policy professionals to determine whether clinicians and
health care organizations are delivering the best available services. We know at this time that some physicians and other health care professionals use the AAP
guidelines to provide the best clinical care for children
with AD/HD. However, we do not have similar guidelines for the treatment of teens and adults. CHADD is
currently working with a task force of the AAP to
enhance physician effectiveness in serving adolescents.
Our National Resource Center on AD/HD has commissioned a set of guidelines on diagnosing and treating AD/HD in adults.
Delivery System Design
Delivery system design is yet another public policy
term. In short: interventions are coordinated by multidisciplinary professional teams and, if through a public agency, the interventions are planned to promote a
quality system of care. In these instances, clients receiving services from “good” public mental health agencies actually have better coordinated services than individuals relying exclusively on private insurance. For
some, private company employee assistance programs
(EAPs) offer some coordination of care. In my family,
my wife Beth is the coordinator of Andrew’s care.
Family and Self-Management Support
This is a clinical term recognizing that families and
individuals are responsible for implementing and understanding treatment interventions. In other words,
Beth and I are expected to know what the evidencebased science says about the treatment of AD/HD. We
then have to have access to reputable clinical, educational and professional experts. It does little good for
my wife and son to develop a behavioral support only
to have me come home and undermine the intervention. We all have to be on the same page, consistently
following through with the given program at the given time.
Health Insurance Adequacy and Access
We know what this means: health insurance that pays
for the clinical and professional assessment and treat-

Quality of community living is essential to successfully
dealing with AD/HD.
ment we need. But as they say, “this ain’t easy.”
First, there are more than 40 million Americans
with no health insurance coverage. [Refer to end note,
Gabel, et al., for additional details.]
Second, AD/HD, as a mental disorder, is subject to
discriminatory health insurance benefit designs typically used in private health insurance and Medicare
policies. Colleen Barry and colleagues documented
that in 2002 within private health insurance, 65 percent of health plans contained limits on inpatient hospitalization in the treatment of mental disorders, while
74 percent of health plans contained limits on outpatient mental health services and visits.
In addition to health benefit limits, out-of-pocket
financial burdens are greater for mental disorders, including AD/HD, than for other health conditions.
(Barry, et al.). In a study by Gilled and Cuellar, though
out-of-pocket discriminatory coverage of mental disorders fell from 47 percent of health plans in 1987 to
33.3 percent of plans in 1998, a third of the surveyed
health plans still required higher deductibles and copayments for mental disorders than for other health
conditions.
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Children are more likely to exceed private mental
health insurance limits than adults.

A survey of CHADD members (Ross) confirms these
findings.
■ 82 percent of health insurance policies held by a
sample of CHADD members contained assessment of
AD/HD limitations;
■ 24 percent of health policies did not cover the
treatment of AD/HD;
■ Of the 76 percent of policies that covered the
treatment of AD/HD, 83 percent contained treatment
limits; and
■ The treatment limits and the out-of-pocket obligations were similar to the aggregate mental health policies cited above.
Of particular note, in 1999 the National Institute
of Mental Health Multimodal Treatment Study of
Children with AD/HD (MTA) documented that the
combination of stimulant medication and behavioral
therapy provides the most effective treatment for
AD/HD. However, the CHADD survey showed that
22 percent of health plans do not cover behavioral
therapy, 14 percent of health plans limit treatment to
medication only, and 20 percent pay only for medica-

tions listed on the health plan’s formulary—that is, a
list of specific medications covered by the plan.
Peele, Lave and Xu documented that children are
more likely to exceed private mental health insurance
limits than adults. Peele, Lave and Kelleher showed
that 65 percent of health plans limited inpatient days
with a mean limit of 33 days and a median limit of 30
days, while 52 percent of health plans limited outpatient annual sessions with a mean limit of 28 visits and
a median limit of 20 visits. Forty-six of the 128 commercial, employment-based behavioral health plans
denied any coverage for learning disabilities, motor
skills disorders, communication disorders, autism, cognitive disorders, sleep disorders and impulse-control
disorders.
One impact that managed care has had is that
reimbursement rates for mental health professionals
has been slashed—what Paul Appelbaum refers to as a
“withering away” of mental health services. Sadly, too
many mental health providers leave the field due to
low reimbursement incentives and modest salaries. Most
health insurance policies do not reimburse pediatricians and family care physicians for the diagnosis and
treatment of AD/HD, including the time spent gathering the necessary information from parents, teachers
and others to make a correct diagnosis (AAP).
In addition to these barriers, if race and ethnic
background are added into the mix, access to treatment further declines. Algeria, Perez and Williams
have documented that one in three non-Hispanic whites
have access to a mental health professional, compared
with one in six African Americans and one in 11
Hispanic/Latinos. Hispanic/Latinos are three times
and African Americans are almost twice as likely as
non-Hispanic whites to be uninsured.
Therefore, NICHQ has outlined—with accurate
public policy and clinical phrasing—what we need as
individuals and families in order to successfully deal
with AD/HD. How many of us have a wonderful,
caring and supportive community? Public agencies
that understand needs and develop programs to meet
these needs? Clinicians who practice the most current
guidelines and professionals who coordinate their services? Families that are happy, stable and secure and
consistently reinforce care? And health insurance that
adequately pays and reimburses?
Given that most of us do not have all these supports in place, CHADD will continue to be a social
force advocating for these policies and practices. ■
E. Clarke Ross, D.P.A., is CHADD’s CEO.
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Schools, parks, places of worship and after-school programs are
just a few of the critical community resources that must be
integrated into health care models to effectively address the
needs of children with AD/HD.

End Note
Of the 65 percent inpatient limits, 14 percent limit coverage to 1–20 days a
year, 36 percent limit coverage to 21–30 days, and 15 percent limit to 31 or
more days. Of the 74 percent outpatient visit limits, 32 percent limit to
1–20 visits, 24 percent limit to 21–30 visits, and 18 percent limit to 31 or
more visits. [Barry, et al.]

CHADD DOES NOT ENDORSE PRODUCTS, SERVICES, PUBLICATIONS, MEDICATIONS OR TREATMENTS, INCLUDING THOSE ADVERTISED IN ATTENTION! ®

