
                                          
  

 

rareaction.org • rareMT.org 

 

August 20, 2019 

 

Marie Matthews 

Medicaid State Director 

Montana Department of Public Health and Human Services 

PO Box 4210 

Helena, MT 59604 

 

 

Re: Montana Health and Economic Livelihood (HELP) Demonstration Program 

 

Dear Director Matthews: 

 

The National Organization for Rare Disorders (NORD) appreciates the opportunity to submit 

comments on Montana’s proposal to extend and amend its existing Health and Economic 

Livelihood (HELP) Demonstration Program. 

NORD is a unique federation of voluntary health organizations dedicated to helping people with 

rare "orphan" diseases and assisting the organizations that serve them. We are 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. NORD is committed to ensuring that Montana’s Medicaid program 

provides adequate, affordable and accessible healthcare coverage. 

 

In Montana, over 92,000 low-income adults currently receive healthcare coverage through the 

state’s Medicaid expansion. This means that thousands of enrollees are receiving prevention, 

early detection and diagnostic services as well as disease management and treatment for their 

conditions.i 1-in-10 individuals in Montana have one of the approximately 7,000 known rare 

diseases.ii Medicaid expansion is beneficial for patients with rare, serious, and chronic health 

conditions. 

 

Montana’s application to continue the HELP Demonstration Program includes policies that 

threaten access to healthcare by creating new financial and administrative barriers that could lead 

patients with rare diseases to lose their healthcare coverage. NORD is concerned about these 

policies and offers the following comments on Montana’s proposal. 

 

Premiums 

Montana’s Medicaid program currently charges premiums equal to two percent of modified 

adjusted gross income to adults with incomes above 50 percent of the federal poverty level ($889 

for a family of three). Individuals with incomes above 100 percent of the federal poverty level 

($1,778 per month for a family of three) can lose their coverage for failing to pay these 
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premiums. The state proposes to increase premiums by 0.5 percent each year, up to a maximum 

of four percent, after individuals have been covered by the program for two years. This policy 

would likely both increase the number of enrollees who lose Medicaid coverage and discourage 

eligible people from enrolling in the program, as research has shown that even relatively low 

levels of cost-sharing for low-income populations limit the use of necessary healthcare services.iii 

For example, when Oregon implemented a premium in its Medicaid program, with a maximum 

premium of $20 per month, almost half of enrollees lost coverage.iv For individuals with rare 

diseases, maintaining access to comprehensive coverage is vital to ensure they have access to 

needed treatment and therapies. Based on an evaluation of the state’s current premium 

requirement, the state’s application estimates that 2.9 percent of individuals will lose coverage as 

a result of this coverage, likely an underestimate given the increase in premiums under the 

proposed policy. NORD believes that these premiums create significant financial barriers for 

patients that jeopardize their access to needed care.  

 

Work Reporting Requirements 

Under the application, individuals in the expansion population between the ages of 19 and 55 

would be required to prove 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 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.v Montana’s own application includes an estimate that between 4,000 and 12,000 

individuals could lose coverage as a result of the work reporting requirements alone but 

acknowledges that coverage losses could be even higher.vi  

 

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 180 days, their coverage 

would be suspended for 180 days unless they are able to demonstrate compliance or qualification 

for an exemption. 

 

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, 

even exempt enrollees may have to self-report their exemption, 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.vii 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 Montana. 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.viii This 
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would divert federal resources from Medicaid’s core goal – providing health coverage to those 

without access to care – and compromise the fiscal health of Montana’s Medicaid program.  

 

Ultimately, 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 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. 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).xi That report also found that many enrollees were able to 

get treatment for previously untreated health conditions, which made finding work easier. 

Suspending individuals’ Medicaid coverage for non-compliance with these requirements will 

hurt rather than help people search for and obtain employment.  

 

Additionally, as Montana itself notes in its application, recent research shows that the work 

reporting requirement in Arkansas did not lead to increased employment among the Medicaid 

population. A study in The New England Journal of Medicine found that the implementation of 

Arkansas’s work requirement was associated with a significant loss of Medicaid coverage and 

significant increase in the number of uninsured individuals.xii The study found no corresponding 

increase in employment, which negates the argument that Medicaid enrollment is down because 

individuals are finding jobs and gaining other coverage. The study also estimates that 95 percent 

of Arkansans subject to the requirements already worked enough hours to meet the requirements 

or qualified for an exemption, which further confirms that most Medicaid beneficiaries are 

working if they are able to do so.  

 

Montana’s Medicaid program already connects enrollees with Montana’s Health and Economic 

Livelihood Partnership Link (HELP-Link), which provides workforce training to unemployed 

enrollees who face barriers to work such as limited skills and lack of access to support such as 

childcare and transportation. This program has reached 25,000 low-income adults since its 

launch, 70 percent of whom found jobs within a year after completing the program.xiii HELP-

Link provides low-income adults a pathway to the labor market and employment opportunities 

that have increased Montanans earning potential without imposing administrative barriers that 

jeopardize patients’ access to care.  

 

Continuous Eligibility 

Finally, Montana’s application would continue its current policy providing 12 months of 

continuous eligibility to the Medicaid expansion population. This policy helps to reduce churn in 

the Medicaid program and minimize the administrative burden to both the state and enrollees. 

NORD supports Montana’s request to continue this policy.  
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NORD believes that healthcare coverage should be affordable, accessible and adequate for 

patients with rare diseases. Thank you for the opportunity to provide comments.  

 

Sincerely, 

 

/s/ 

 

Rachel Sher, 

Vice President of Policy and Regulatory Affairs  
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