August 18, 2018
The Honorable Alex Azar
Secretary
U.S. Department of Health and Human Services
200 Independence Avenue, SW
Washington, DC 20201
Re: Kentucky HEALTH - Application and CMS STCs
Dear Secretary Azar:
The Epilepsy Foundation and Epilepsy Foundation of Kentuckiana appreciate the opportunity to submit
comments on the Kentucky HEATLH Section 1115(a) Demonstration Waiver and the Centers for
Medicare and Medicaid Services (CMS) Special Terms and Conditions (STC).
The Epilepsy Foundation is the leading national voluntary health organization that speaks on behalf of
the at least 3.4 million Americans with epilepsy and seizures. We foster the wellbeing of children and
adults affected by seizures through research programs, educational activities, advocacy, and direct
services. Epilepsy is a medical condition that produces seizures affecting a variety of mental and
physical functions. Approximately 1 in 26 Americans will develop epilepsy at some point in their
lifetime. For people living with epilepsy, timely access to appropriate, physician-directed care, including
epilepsy medications, is a critical concern.
The Epilepsy Foundation and Epilepsy Foundation of Kentuckiana believe everyone, including Medicaid
enrollees, should have access to quality and affordable health coverage. Unfortunately, this waiver will
jeopardize patients’ access to quality and affordable health coverage, and we therefore urge CMS to
reject this waiver.
Premiums and Cost-Sharing
One of the key features of the Kentucky HEALTH program, as originally approved by CMS, is to charge
premiums to both Medicaid expansion enrollees and extremely low-income parents and caregivers.
Premiums will be no less than $1 and can be up to 4 percent of household income.i This would allow
Kentucky to increase premiums for enrollees who are on Medicaid for over a year, as the state
proposed. Kentucky only needs to give enrollees a 60-day notice of premium increase.
Premiums both increase the number of enrollees who lose Medicaid coverage and discourage eligible
people from enrolling in the program.ii When Oregon implemented a premium in its Medicaid program,
with a maximum premium of $20 per month, almost half of enrollees lost coverage.iii For individuals
with epilepsy, maintaining access to comprehensive coverage is vital. Medications are the most
common and cost-effective way to manage seizures. To delay, change, limit, or deny access to
medications could be extremely dangerous and result in increased or breakthrough seizures, injury,
accidents, additional medication, healthcare, and hospital costs, loss of earning, or unexpected death.
Indiana implemented a similar payment structure in a previous waiver demonstration. The evaluation
reportiv from the waiver demonstration found that over half of Medicaid enrollees failed to make at

least one payment. The report also found that 29 percent of Medicaid eligible individuals either never
enrolled because they did not make a payment or were disenrolled for failure to make payments.
Coverage losses on this scale, especially for patients needing access to life-saving and life-sustaining
treatment, would be dire.
The waiver, as originally approved by CMS, also provides enrollees with a funded $1000 deductible
account. The funds will be used to cover any non-preventive healthcare services. The STC states, “The
deductible account acts as an educational tool to encourage appropriate health care utilization.”
Unfortunately for patients with epilepsy, utilization of healthcare services is not a choice but a necessity
and can be a matter life or death.
Enrollees will also have a second account - the My Rewards Account - to pay for dental and vision
coverage and over-the-counter medications. Enrollees are able to complete activities to earn money for
this account, and up to $500 of unused deductible account funds can roll over to the My Rewards
account. These accounts can limit the access to needed treatments both if an enrollee does not have
enough funds in the My Rewards Account to access needed care, or by creating an incentive to not seek
treatment needed for one medical reason so there is money available from the deductible account to be
rolled over.
Ultimately, all of these changes will create confusion and significant barriers for patients that will
jeopardize their access to needed care.
Waiving Retroactive Eligibility
Kentucky asked for and CMS approved the proposal to remove retroactive eligibility in Kentucky.
Retroactive eligibility in Medicaid prevents gaps in coverage, by covering individuals for up to 90 days (or
quarter of the year) prior to the month of application, assuming the individual is eligible for Medicaid
coverage during that time frame. It is common that individuals are unaware they are eligible for
Medicaid until a medical event or diagnosis occurs. Retroactive eligibility allows patients who have been
diagnosed with a serious illness, such as epilepsy, to begin treatment without being burdened by
medical debt prior to their official eligibility determination.

Medicaid paperwork can be burdensome and often times confusing. A Medicaid enrollee may not
have understood or received a notice of Medicaid renewal and only discovered the coverage lapse
when picking up a prescription or going to see their doctor. Without retroactive eligibility, Medicaid
enrollees could then face substantial costs at their doctor’s office or pharmacy. For example, when
Ohio was considering a similar provision in 2016, a consulting firm advised the state that hospitals
could accrue as much as $2.5 billion more in uncompensated care as a result of the waiver.v
Patients should not be left to choose between massive medical bills and treating their illness.
Waiving Non-Emergency Transportation (NEMT) Benefits
Kentucky proposed and CMS approved waiving Non- Emergency Transportation (NEMT) benefits for the
Medicaid expansion population. Removing this benefit will harm patients living with epilepsy. In
Kentucky, an individual must be seizure free for at least 90 days before they are eligible to drive again
after a seizure or be granted a driver’s license. Without a driver’s license, these individuals can face
many obstacles to accessing healthcare. Medicaid beneficiaries are more likely to delay care because of
transportation than people with private coverage. People living with epilepsy who experience a delay in

accessing care can experience breakthrough seizures, accidents, injury, or even death. A study for the
Transportation Research Board (TRB) of the National Academies found that if access to NEMT services
saved only 1 hospitalization in 100 trips, the return to investment would be 10 to 1.
NEMT allows patients to keep appointments with doctors and other healthcare providers. For example,
one study found patients with asthma, hypertension or heart disease who needed multiple visits to a
medical professional to maintain their health were more likely to keep their appointments if they had
NEMT.vi This benefit helps patients maintain key appointments to manage their conditions and stay
healthy.
Work and Community Engagement Requirements
Kentucky’s waiver was the first waiver CMS approved that conditioned Medicaid coverage on hours
worked. The STC detail that individuals between the ages of 19 and 64 would be required to either
demonstrate that they work at least 80 hours per month or meet exemptions. One major consequence
of this proposal will be to increase the administrative burden on all patients. Individuals will need to
attest that they meet certain exemptions or have worked the required number of hours on a monthly
basis. Increasing administrative requirements will likely decrease the number of individuals with
Medicaid coverage, regardless of whether they are exempt or not. For example, after Washington state
changed its renewal process from every twelve months to every six months and instituted new
documentation requirements in 2003, approximately 35,000 fewer children were enrolled in the
program by the end of 2004.vii Battling administrative red tape in order to keep coverage should not take
away from patients’ or caregivers’ focus on maintaining their or their family’s health.
Failing to navigate these burdensome administrative requirements could have serious – even life or
death – consequences for people with serious, acute and chronic diseases, including epilepsy. After an
initial three-month period, if the state finds that individuals have failed to comply with the new
requirements for one month, they will be locked out of coverage until they either complete a health or
financial literacy class, make up the missing hours in the next month or complete the required 80 hours
of work in the next month. People who are in the middle of treatment for a life-threatening disease, rely
on regular visits with healthcare providers or must take daily medications to manage their chronic
conditions cannot afford a sudden gap in their care.
The Epilepsy Foundation and Epilepsy Foundation of Kentuckiana are also concerned that the current
exemption criteria may not capture all individuals with, or at risk of, serious and chronic health
conditions that prevent them from meeting these requirements. No exemption criteria can circumvent
this problem and the serious risk to the coverage and health of the people we represent.
Administering these requirements will be expensive. Kentucky and other states including Tennessee and
Virginia have estimated that setting up the administrative systems to track and verify exemptions and
work activities will cost tens of millions of dollars.viii These costs would divert resources from Medicaid’s
core goal – providing health coverage to those without access to care.
These requirements do not further the goals of the Medicaid program or help low-income individuals
improve their circumstances without needlessly compromising their access to care. Most people on
Medicaid who can work already do so.ix A recent study, published in JAMA Internal Medicine, looked at
the employment status and characteristics of Michigan’s Medicaid enrollees.x The study found only

about a quarter were unemployed (27.6 percent). Of this 27.6 percent of enrollees, two thirds reported
having a chronic physical condition and a quarter reported having a mental or physical condition that
interfered with their ability to work.
Ultimately, the Kentucky HEALTH program will harm individuals with epilepsy. Leading public health and
health policy deans and professors estimated the coverage loss as a result of the waiver would be
between 175,000 and 300,000 people once the waiver is fully implemented.xi This is unacceptable for
patients with epilepsy, as they need access to quality and affordable healthcare. This waiver will not
provide that.
The Epilepsy Foundation and Epilepsy Foundation of Kentuckiana believe healthcare should be
affordable, accessible, and adequate. The Kentucky HEALTH program does not meet that standard, and
we urge CMS not to re-approve the waiver. Thank you for the opportunity to provide comments.
Sincerely,

Deb McGrath
Executive Director
Epilepsy Foundation of Kentuckiana

CC:
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Philip M. Gattone, M.Ed
President & CEO
Epilepsy Foundation

Demetrios L. Kouzoukas
Principal Deputy Administrator
Centers for Medicare and Medicaid Services
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