June 30, 2019
Nate Checketts
Deputy Director
Utah Department of Health
PO Box 143106
Salt Lake City, UT 84114
Re: NORD Comments on Utah’s 1115 Demonstration Waiver Application
Dear Director Checketts:
On behalf of the 1-in-10 Utah residents with one of the over 7,000 known rare diseases, the
National Organization for Rare Disorders (NORD) appreciates the opportunity to submit
comments on Utah’s 1115 Demonstration Waiver Application – Per Capita Cap.
NORD is a unique federation of voluntary health organizations dedicated to helping people with
rare "orphan" diseases and assisting the organizations that serve them. Since 1983, we have been
committed to the identification, treatment, and cure of rare disorders through programs of
education, advocacy, research, and patient services.
The purpose of the Medicaid program is to provide healthcare coverage for low-income
individuals and families, and NORD is committed to ensuring that Medicaid provides adequate,
affordable and accessible healthcare coverage. In November 2018, Utah voters clearly decided to
improve access to healthcare by expanding Medicaid coverage to individuals with incomes
below 138 percent of the federal poverty level ($28,577 for a family of three). This decision
should have expanded coverage to 150,000 low-income individuals in the state. Instead –
through both a waiver approved by the Centers for Medicare and Medicaid Services (CMS) on
March 29, 2019 and the state’s current waiver application – Utah is moving forward with an
alternative plan that will reduce the number of individuals able to access comprehensive,
affordable health insurance coverage and add new barriers to Utah’s Medicaid program. NORD
opposes that contraction and offers the following comments on Utah’s waiver.
Per Capita Cap
NORD opposes Utah’s proposal to change the financing structure for its Medicaid program to a
per capita cap model. Per capita caps are designed to reduce federal funding for Medicaid,
forcing states to either make up the difference with their own funds or cut their programs by
reducing the number of individuals they serve and the benefits they provide. These cuts are
unacceptable for the 1-in-10 Utah residents living with a rare disorder.
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Utah’s application does not speak to the specific changes it would make to achieve a growth rate
below the state’s new per capita cap. NORD fears that the state will cut coverage for certain
treatments completely or impose additional barriers to important services, making it more
difficult for patients to access the care that they need. Additionally, Utah may choose to cut
payments to providers to help keep spending under the new per capita cap, which again would
create access issues for patients. A 2017 report from the Medicaid and CHIP Payment and
Access Commission found that Medicaid enrollees already experience longer wait time for
providers and have more trouble finding a provider that will treat them compared to those with
private insurance. i
The harmful impact of a per capita cap on rare disease patients would be compounded by the
enrollment limits already approved in the state’s previous waiver and that the state is requesting
authority to continue in this application. Utah can close enrollment for the adult expansion
eligibility group “when projected costs exceed annual state appropriations.” While the state
claims that it does not expect this policy to impact enrollment, the additional financial pressures
on the state because of the per capita caps could easily lead the state to shut large number of
individuals out of coverage.
Utah’s application requests that CMS allow that state to make changes to its per capita cap in a
few special circumstances. This is a clear acknowledgement that a per capita cap financing
structure does not protect either the state or patients from financial risk as the result of an
economic downturn or other unexpected event. The exceptions in the application are not clearly
defined and are not sufficient to protect the state if healthcare costs grow above the per capita
cap. For example, there are many ground-breaking treatments in development for patients with
serious and chronic illnesses. If an expensive but highly effective treatment became available for
rare disease patients, Utah’s spending could rise above the cap, putting the state’s budget at risk
and creating an incentive for the state to impose additional barriers for that treatment.
Finally, if Utah is truly concerned about the fiscal sustainability of its Medicaid program, the
state could submit a state plan amendment to fully expand Medicaid to 138 percent of the federal
poverty level and receive a 90 percent match from the federal government for all expenses for
the adult expansion population without any per capita cap, as Idaho voters approved in
November. This policy would both benefit the state financially and extend access to care to more
low-income individuals in need of coverage, a core objective of the Medicaid program.
Program Lockout
Utah’s waiver would also add a new six-month lock-out for individuals in the adult expansion
population that the state determines have committed an intentional program violation (IPV). This
provision is unnecessary, as the state already has the ability to take individuals to court for
possible fraud and protect the fiscal sustainability of the program. NORD opposes this proposal.
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This policy would increase the administrative burden on both patients and the state Medicaid
program and, as the state itself acknowledges, result in coverage losses. For example, under this
new policy, an IPV would include failing to report a required change within ten days. NORD
fears that patients could be confused over what they have to report or get caught up in red tape
trying to provide the required information, resulting in the patients losing coverage over
bureaucracy. 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.
This policy could also have huge financial implications for patients. It is also not clear what
overpayments a patient could be responsible for if the state determines an IPV occurred. For
example, could a patient be forced to repay a per-member-per-month fee to a managed care plan,
even if they used no healthcare services during the period in question? The application does
clearly state that patients could be charged for overpayments related to coverage they received
while appealing an IPV determination. This could discourage patients from appealing decisions
even when they know they have not committed an IPV, leading to unnecessary coverage losses
and additional financial burdens on the already low-income patients served by the Medicaid
program.
Presumptive Eligibility
Utah’s waiver would prevent hospitals from making presumptive eligibility determinations for
individuals in the adult expansion population and continue to prevent hospitals for making these
determinations for the targeted adult population. Presumptive eligibility allows hospitals to
provide temporary Medicaid coverage to individuals likely to qualify for Medicaid. This is an
important entry point for individuals who qualify for Medicaid but are not yet enrolled to receive
access to coverage promptly and helps to protect patients from large medical bills. NORD
opposes this request.
Previously Approved Provisions
Utah’s application also requests to extend certain features already approved by CMS in the
state’s previous waiver. NORD continues to have serious concerns about the impact of these
policies on the patients we represent.
Work Requirements
Under the application, individuals in the adult expansion population would be required to
complete job search and training requirements unless they either demonstrate that they work at
least 30 hours per week or meet other exemptions. One major consequence of this proposal will
be to increase the administrative burden on individuals in the Medicaid program. Increasing
administrative requirements will likely decrease the number of individuals with Medicaid
coverage, regardless of whether they are exempt or not. For example, Arkansas implemented a
similar policy requiring Medicaid enrollees to report their hours worked or their exemption.
During the first six months of implementation, the state terminated coverage for over 18,000
individuals and locked them out of coverage until January 2019. ii In another case, after
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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. iii
Failing to navigate these burdensome administrative requirements could have serious – even life
or death – consequences for people with serious, acute and chronic diseases. If the state finds that
individuals have failed to comply with the new requirements after three months, their coverage
could be terminated. 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.
NORD is 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 working. Regardless, it
appears that even exempt enrollees will have to provide documentation of their medical
condition validated by a medical professional or other data source, creating opportunities for
administrative error that could jeopardize their coverage. In Arkansas, many individuals were
unaware of the new requirements and therefore unaware that they needed to apply for such an
exemption.iv No exemption criteria can circumvent this problem and the serious risk to the health
of the people we represent.
Administering these requirements will also be expensive for the state of Utah. States such as
Kentucky, 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. v This would
divert federal resources from Medicaid’s core goal – providing health coverage to those without
access to care – and compromise the fiscal health of Utah’s Medicaid program.
Ultimately, these requirements do not further the goals of the Medicaid program or help lowincome individuals improve their circumstances without needlessly compromising their access to
care. Most people on Medicaid who can work already do so. vi A study published in JAMA
Internal Medicine, looked at the employment status and characteristics of Michigan’s Medicaid
enrollees.vii 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. In
another report looking at the impact of Medicaid expansion in Ohio, the majority of enrollees
reported that that being enrolled in Medicaid made it easier to work or look for work (83.5
percent and 60 percent, respectively). viii That report also found that many enrollees were able to
get treatment for previously untreated health conditions, which made finding work easier.
Terminating individuals’ Medicaid coverage for non-compliance with these requirements will
hurt rather than help people search for and obtain employment. NORD opposes this policy.
Enrollment Limits
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As mentioned above, the application proposes to continue the previously approved enrollment
limits for the adult expansion and target adult populations. NORD opposes these enrollment
limits.
Enrollment limits will inevitably harm patients. This policy will reduce access to preventive
services, regular visits with health care providers, daily medications that patients need to manage
their chronic conditions and life-saving treatments for other serious illnesses. Under this policy, a
patient could be diagnosed with a life-threatening disease that requires immediate treatment but
be denied coverage, forcing them to choose between delaying care and massive medical bills.
This denial of coverage is not consistent with the statutory objectives and purpose of the
Medicaid program.
EPSDT
Finally, Utah’s application proposes to continue to waive Early and Periodic Screening,
Diagnosis and Treatment (EPSDT) for aged 19 and 20 in the adult expansion and targeted adult
populations. EPSDT requirements provide access to critical services and treatments for kids and
young adults living in poverty. As these young adults transition to higher education or jobs, it is
important that they receive the same medical care for any illness or chronic disease they might
have. Disruption in medical treatment could have negative consequences for their long-term
health and economic security of rare disease patients and their families. Unnecessarily changing
treatment will hinder patients’ success. NORD opposes this provision.
NORD is deeply concerned about the policy proposals in this waiver application. Healthcare
should be affordable, accessible and adequate for the patients we represent, and Utah’s
application does not meet that standard. Thank you for the opportunity to provide comments. For
further questions, please feel free to contact me at tboyd@rarediseases.org.
Sincerely,

Tim Boyd, MPH
Director of State Policy
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