Testimony of
Alex Bassuk, MD, PhD
Chair Stead Family Department of Pediatrics,
Physician-in-Chief for University of lowa Stead Family Children's Hospital
Before the
Committee on Energy & Commerce, Subcommittee on Health

U.S. House of Representatives on “Legislative Proposals to Support Patients with Rare

Diseases”

February 29, 2024



Chairwoman McMorris Rodgers, Ranking Member Pallone, and distinguished members of the
Committee: Thank you for the opportunity to participate in this hearing to discuss H.R. 4758,

Accelerating Kids’ Access to Care Act.

The Accelerating Kids’ Access to Care Act has strong bicameral bipartisan support, and as an
lowan | am so proud that lowa Congresswoman Miller-Meeks along with Congresswoman

Trahan of Massachusetts., are the House co-sponsors of the legislation.

This legislation will improve children’s access to essential health care, while eliminating
administrative burdens for families, providers and states. For children of lowa and from across
the United State, | ask you to join with your colleagues and support passage of the

Accelerating Kids’ Access to Care Act this year.

My name is Dr. Alex Bassuk. | am a pediatric neurologist, physician scientist, and The University
of lowa Department Chair of Pediatrics and Departmental Executive Officer, and the Physician-
in-chief of our University of lowa Stead Family Children’s Hospital. Our mission at The University
of lowa and our Stead Family Children’s Hospital is to improve the health of children through
investigating new cures and treatments, teaching the next generation of pediatricians and

pediatric scientists, and providing excellent clinical care for children and their families.

| am a member of The Association of American Medical School Pediatric Department Chairs
(AMSPDC), The American Academy of Pediatrics (AAP), and our hospital holds membership with
the Children’s Hospital Association (CHA). These organizations along with countless others have

been working tirelessly to support the Accelerating Kids’ Access to Care Act.

While Medicaid covers about one half of all children nationally, only about one third of the children
cared for by the University of lowa are covered by Medicaid. So, we are truly taking care of the
most vulnerable part of our population, children in poverty. Investing in children’s health is not
just the right thing to do. It also pays off in the long-term, as we know that children who receive

these services through Medicaid have better health as adults®*.



The University of lowa Stead Family Children’s Hospital is the only academic, university
associated children’s hospital in the state of lowa. At The University of lowa, we have over 200
doctors who are solely dedicated to the care of children. In many cases, our University of lowa
pediatric care doctors are the only specialists of their kind in the state and often the
surrounding region. And for children with rare diseases and complex medical conditions, our
University of lowa pediatric doctors are usually the only doctors with any experience with those
rare diseases. Because of this, we sometimes have children with rare diseases for whom we are
the only place in the state, region, and even the whole country with the knowledge to treat
them—and we do so with high quality and innovative care designed for children and their
families to continue to thrive. For children outside of lowa, we may also be the closest medical

center with expertise in rare pediatric diseases.

The bipartisan Accelerating Kids’ Access to Care Act would improve children’s access to
necessary out-of-state health care by streamlining the burdensome and time-consuming

Medicaid provider screening and enrollment process.

Children on Medicaid often must travel to different states to receive care when the services
they need are not available in their own state. This is particularly true for children with
medically complex conditions, like cancer or other rare diseases, who must regularly access
highly specialized providers found in children’s hospitals, which are often treating children from

many different states at any given time.

Today, children on Medicaid needing care outside their home states often experience delays
because some state Medicaid programs require out-of-state providers to be screened and
enrolled into their program even if the provider is already enrolled and in good standing with
their home state Medicaid program or Medicare. This process of enrolling in multiple Medicaid
programs consumes valuable time and resources, increases program costs, and most

importantly delays children’s access to care.



As an example, Dr. Polly Ferguson, our division director of Rheumatology, is the world’s expert
for a rare, and possibly fatal inflammatory bone condition called chronic recurrent multifocal
osteomyelitis or CRMO. Children with this disease can have bone inflammation that is painful,
deforming, and they can even die from this disease. Most doctors never even see a single case
of this rare disease, and if they do, because it is so rare, they might miss the diagnosis. But Dr.
Ferguson’s work has helped uncover life-saving treatment for this rare disease®. Because of her
expertise, patients come to see Dr. Ferguson from all over the state of lowa, all 50 states and
even internationally. But if the child with this condition is insured by an out-of-state Medicaid
program evaluation and treatment by Dr. Ferguson could, depending on the state, require
multiple levels of administrative approval, could be denied administratively, and could be
delayed because other administrative burdens. These delays of weeks to months could
potentially cause irrevocable harm to the child’s health and future. Sadly, we know of children
with this rare disease who have already suffered the consequences of this administrative red

tape when they could have been helped very quickly by Dr. Ferguson.

Another area where the University of lowa Stead Family Children’s hospital has unique
expertise is for children with intractable epilepsy. We are the only comprehensive pediatric
epilepsy program in the state, with expert pediatric neurosurgeons and pediatric epilepsy
doctors, and state of the art pre-surgical and surgical equipment. For example, our University of
lowa’s division director for Pediatric Neurology, Dr Aaron Boes, runs the only local transcranial
magnetic stimulation Center for Excellence?, where he can use a very powerful magnet to
briefly turn parts of the brain off in order to determine if they are suitable areas for surgical
resection. Delays in approval to be seen by Dr. Boes and his team for children from out-of-state
Medicaid can (and has) meant children having to live with more seizures for a longer time, and

causes suffering for these patients and their families.

| have given you a few examples where children with rare diseases and complex medical needs
from outside of lowa could be helped by the bill under discussion, but the reciprocal is also of

course true: there will be cases where children on lowa Medicaid with rare diseases and



complex medical needs might be greatly helped by receiving their care in an expedited fashion

in another state. This bill is good for lowa’s children, and good for children across the country.

The Accelerating Kids’ Access to Care Act would:

e Create a new pathway for pediatric providers to enroll in multiple state Medicaid
programs if certain requirements are met, including that they are in the lowest category
for potential program integrity issues and are enrolled in their home state Medicaid
program.

e Only focuses on the screening and enrollment of providers and not on authorization of
care by an out-of-state provider nor payment rates for any such care, leaving both

issues within the purview of state Medicaid agencies.

| urge this Committee to act now and pass H.R. 4758, Accelerating Kids Access to Care Act.

Thank you for the opportunity to testify before you today.
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The Accelerating Kids’ Access to Care Act has strong bicameral bipartisan support, and as an lowan | am
so proud that lowa Congresswoman Miller-Meeks along with Congresswoman Trahan of Massachusetts,
are the House co-sponsors of the legislation.

This legislation will improve children’s access to essential health care, while eliminating administrative
burdens for families, providers and states. For children of lowa and from across the United States, | ask
you to join with your colleagues and support passage of the Accelerating Kids’ Access to Care Act this
year.

While Medicaid covers about one half of all children nationally, only about one third of the children
cared for by the University of lowa are covered by Medicaid®. So, we are truly taking care of the most
vulnerable part of our population, children in poverty. Investing in children’s health is not just the right
thing to do. It also pays off in the long-term, as we know that children who receive these services
through Medicaid have better health as adults®*.

Children on Medicaid often must travel to different states to receive care when the services they need
are not available in their own state. This is particularly true for children with medically complex
conditions, like cancer or other rare diseases, who must regularly access highly specialized providers
found in children’s hospitals, which are often treating children from many different states at any given
time.

The University of lowa Stead Family Children’s Hospital is the only academic, university associated
children’s hospital in the state of lowa. At The University of lowa, we have over 200 doctors who are
solely dedicated to the care of children. In many cases, our University of lowa pediatric care doctors are
the only specialists of their kind in the state and often the surrounding region. And for children with rare
diseases and complex medical conditions, our University of lowa pediatric doctors are usually the only
doctors with any experience with those rare diseases. Because of this, we sometimes have children with
rare diseases for whom we are the only place in the state, region, and even the whole country with the
knowledge to treat them—and we do so with high quality and innovative care designed for children and
their families to continue to thrive. For children outside of lowa, we may also be the closest medical
center with expertise in rare pediatric diseases.

Today, children on Medicaid needing care outside their home states often experience delays because
some state Medicaid programs require out-of-state providers to be screened and enrolled into their
program even if the provider is already enrolled and in good standing with their home state Medicaid
program or Medicare. This process of enrolling in multiple Medicaid programs consumes valuable time
and resources, increases program costs, and most importantly delays children’s access to care.

| urge this Committee to act now and pass H.R. 4758, Accelerating Kids Access to care Act. Thank you for
the opportunity to testify before you today.
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