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As every American should know by now, the United
States pays more for health care per capita than any
other country on earth, with worse outcomes than in
most developed countries. We are in the worst eco-
nomic crisis since the 1930s. Although sharply di-
vided on many fronts, the vast majority of Americans
agree that we must reduce overall health care costs,
improve health care access, optimize health out-
comes, and enhance the accountability of physicians
and health care leaders. The Patient Protection and
Affordable Care Act (ACA) is the law of the land,
and will probably be fully implemented.1 As neurol-
ogists we must not only champion and prioritize
those evaluations and therapies that improve the
health outcomes of our patients, we must also elimi-
nate tests and treatments of marginal benefit. The era
of neurologists successfully advocating for every test
that provides a diagnosis, regardless of resulting
health outcomes, has ended. We must start asking
“So what?”

An Evidence Report in this issue of Neurology®,
commissioned by the American Academy of Neurol-
ogy (AAN) and the Child Neurology Society, offers
the neurology community an opportunity to ask “So
what?” and to lead in making difficult recommenda-
tions that are in the best interest of our patients. This
report by Michelson et al.2 nicely summarizes the di-
agnostic yield (percentage of abnormal diagnostic
tests) of several commonly used genetic and meta-
bolic tests among children with global developmental
delay or intellectual disability (GDD/ID).2 As neu-
rologists, we appropriately place a high value on
achieving an accurate diagnosis. Yet we also under-
stand that a high diagnostic yield alone is not an
indication for ordering a test. Our health care dollars
devoted to children with GDD/ID must be spent on
those tests and interventions that result in improved
health.

For example, consider the cost and benefit of
screening all children with GDD/ID of unknown
etiology with chromosomal microarray analysis

(CMA), as recommended recently in the American
Journal of Human Genetics,3 and reviewed by the Ev-
idence Report in this issue of Neurology.2 Assume
that approximately 8% of children with GDD/ID
who are screened with a CMA (estimated cost �
$1,000–$2,000 per test [http://genetics.emory.edu/
egl/tests/]) will have an abnormal or a diagnostic re-
sult, while 92% of children have a nondiagnostic
result.2 Although the cost of the CMA is cost-
effective compared to performing multiple individ-
ual genetic tests, the cost to the health care system for
a single diagnostic CMA among children with
GDD/ID is approximately $12,500 to $25,000. Do
we have evidence that demonstrates improved health
outcomes among children who receive a genetic diag-
nosis based upon the CMA? (In the absence of im-
proved health outcomes as a result of a genetic or
metabolic test, providing comfort to parents with a
diagnosis will not be deemed a sufficient reason to
divert scarce health care dollars away from basic pri-
mary and preventive care.) If such evidence exists, are
we able to reduce the cost of the test sufficiently, and
then recommend offsetting cuts in health care spend-
ing for these children that will allow us to order these
tests, without increasing overall health care costs?

Leaders of health care systems, insurance compa-
nies, and government programs paying for health
care for children with GDD/ID, or children with
special health care needs, are faced with the difficult
task of cutting costs while improving clinical out-
comes. Children with GDD/ID often have poor
access to basic dental care4 and basic primary care
preventive services. Children with GDD/ID have
a higher risk of preventable death from several
causes, including death from influenza and other
vaccine-preventable diseases.5 These leaders are
under intense pressure to reduce spending for chil-
dren with special health care needs, while being
required to pay more for early intervention ser-
vices for children with GDD/ID and with autism
spectrum disorders.6
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Rather than ordering tests that are unlikely to
change health outcomes, while remaining isolated
from the financial consequences and opportunity
costs for our patients, neurologists must now answer
questions we have abandoned to administrators.
Among other health care priorities for children with
GDD/ID, including basic preventive and therapy
services, what priority would neurologists place on
genetic and metabolic tests, such as CMA? Among
services currently covered for children with GDD/
ID, what would the AAN and Child Neurology So-
ciety suggest be eliminated or reduced in order to
make the necessary funds available for additional ge-
netic and metabolic testing? If we are not willing to
address these questions proactively, leaders of our
health systems will make these decisions for us and
our patients. If neurologists do not address the rele-
vant questions raised in our national discussions of
health care, we and our professional organizations
will be ignored.

Some of you will correctly say that your role as a
neurologist (and therefore the role of the AAN and
Child Neurology Society) has not been to advocate
for health expenditures that result in the best overall
outcomes of your patients, or to make the difficult
decisions regarding what programs to cut in order to
balance the health care budget. Rather, your role,
and the role of the AAN and the Child Neurology
Society, has been to advocate for what you do as a
neurologist. Perhaps true, but we are facing a major
unprecedented shift in the way our health care sys-
tem functions and the way that health care dollars are
spent. The old model of each subspecialty society
advocating for their tests and for their treatments,
independent of overall health outcomes, was toler-
ated in the past by policy makers and health system
leaders, but in the future such tactics will probably be
“dead on arrival.”

The AAN and the Child Neurology Society have
a unique opportunity to shift focus quickly from how
well a test helps neurologists diagnose a patient to
how health care dollars can best be spent to improve

health outcomes. If the AAN, the Child Neurology
Society, and other organizations like the American
Academy of Pediatrics together make an evidence-
based proposal for health care expenditures for chil-
dren with GDD/ID, which includes substantial
spending cuts for tests, procedures, and therapies
that do not improve outcomes plus increased invest-
ments in evidence-based tests and interventions, then
national and local policy leaders will listen. Let’s ask
the “So what?” question, and then have the courage
to act on the answers.
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