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Policy Change Afoot, but How Much?
By: Ted Thompson, |D
January 20, 2017

As President Donald |. Trump is sworn in and a new Congress begins its work, headlines about
policy changes big and small fill the airwaves, internet and newspapers. There is uncertainty
about what will happen in Washington, but with every change comes an opportunity for
advancement, and we will be looking for ways to collaborate with lawmakers on both sides of the
aisle who are interested in supporting our community.

While we don’t have a crystal ball, we are closely monitoring activities on Capitol Hill and in the
White House. We'll update the community as we learn more about potential proposals that
could impact people with Parkinson’s and the Foundation’s three policy priorities — furthering
Parkinson’s research, supporting drug development and approvals, and safeguarding access to
care.

Here, we'd like to share information about several policy issues that could see changes under the
new administration.

Tension over Medicare and Medicaid

Research indicates that 80 percent of people with Parkinson’s rely on Medicare, and of that
population, up to one-third also are eligible for Medicaid. Both of these programs play an
important role in providing our community with adequate health care coverage.

Republican lawmakers have differing opinions when it comes to changes to Medicare and
Medicaid. Throughout his campaign, Trump assured Americans he wouldn’t touch these
programs, but GOP leadership, including Speaker Paul Ryan (R-WI) and Secretary of Health and
Human Services nominee Tom Price, have consistently advocated for Medicare reforms.
Speaker Ryan has crafted a plan, dubbed “A Better Way,” which would slowly raise the age of
eligibility for Medicare, cap federal spending for the program, increase subsidies for low-income
seniors and raise out-of-pocket costs for higher-income retirees. Ryan’s plan will likely come into
play in upcoming talks about Medicare and Medicaid.

As specific legislation is introduced, we’ll keep you up to date and continue to advocate for the
parts of these programs that serve people with Parkinson’s.

Talk of Repealing and Replacing the Affordable Care Act (ACA)
Among other provisions, the Affordable Care Act, or Obamacare:
¢ prohibited insurance companies from discriminating against those with pre-existing
conditions, such as Parkinson’s disease,
¢ eliminated annual and lifetime caps on coverage of essential health benefits (e.g.,
emergency services, hospitalization, etc.), and
e expanded states’ Medicaid eligibility criteria.
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The ACA also increased the total number of people with health care coverage.

There is a clear desire among the majority in Congress to repeal the ACA. Earlier this year,
lawmakers passed a budget blueprint that included repeal of key parts of the ACA. This budget
bill doesn’t actually become law, but acts as a guide for upcoming budget negotiations and
sends a very strong signal on the GOP plans for the ACA.

Despite ongoing conversations about repeal, no replacement plan has been decided upon and
some GOP leaders are calling for a more deliberate approach in which a replacement plan would
be simultaneously passed if and when the ACA is repealed. According to the Congressional
Budget Office, the nonpartisan agency that provides analyses on economic and budgetary
issues, 32 million Americans could lose health coverage if a replacement plan isn’t enacted.
(That's not to mention the 52 million Americans with a pre-existing condition who also could be
at risk of losing coverage.) ACA repeal could also have implications for those on Medicare, as
provisions in the ACA looked to eliminate the Medicare Part D ‘Donut Hole" by 2020 and
remove the cost for routine wellness visits.

Trump discussed the situation recently, saying that his replacement plan will provide health care
for everyone at a lower cost. He restated his campaign stance, which included that he would
allow government programs like Medicare and Medicaid to negotiate directly with
pharmaceutical companies, with the goal of achieving overall savings to health care.

The Foundation was in touch with the Trump transition team in late 2016 to explain the critical
role that high quality and affordable health insurance plays in helping our community access
essential treatments and care. We will share updates on our blog and by email as efforts around
the potential ACA repeal take shape.

Support for Medical Research Funding

The federal government is the world’s largest public funder of Parkinson’s disease research. In
2016, approximately $152 million was invested in PD breakthroughs at the National Institutes of
Health (NIH), and another $16 million was provided to the U.S. Department of Defense’s
Parkinson’s Research Program.

There is broad, bipartisan support for federal investments in medical research, as evidenced by
anincrease in the NIH's total budget over the last two years. But there is concern about President
Trump’s comments on medical research, as well as his nominee for the Office of Management
and Budget (which develops and executes the president’s budget), who has questioned
whether the federal government should spend money on medical research. Recent reports that
President Trump has asked the current NIH Director Francis Collins to remain on are a positive
sign for research. Collins has been director for the past eight years, was the lead scientist for the
human genome project, and has had a significant role in the BRAIN (Brain Research through
Advancing Innovative Neurotechnologies) and Precision Medicine Initiatives.

Names Raised for New Food and Drug Administration (FDA) Commissioner
The FDA is responsible for approving new drugs and medical devices before they come to


https://www.michaeljfox.org/foundation/news-detail.php?foundation-joins-health-policy-letter-to-president-elect
https://www.michaeljfox.org/foundation/news.html?tagid=478
https://www.michaeljfox.org/form.php?id=148
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market. Currently, the agency will only approve a therapy or treatment once it has shown to be
both safe and efficacious (meaning it actually works). Some of Trump’s potential picks for FDA
commissioner (the top position at the agency) have said drugs and devices should only be
proven safe, not efficacious, before they are approved. These views are based on a desire to get
new treatments into patient hands more quickly, but they raise concerns that it would establish a
new government approval standard that is potentially lower than the existing one. MJFF will
provide more information as an official nominee for FDA commissioner is announced later in the
year.

New leadership and proposals are a reality, but in our system of government very few policies
change dramatically overnight. Thoughtful leaders of both parties and members of the Trump
administration will hopefully consider the full impact of new policies before they are pursued.
In this changing political climate, the Foundation will continue to advocate for the Parkinson’s
community, keeping in mind our three policy priorities. We'll work to ensure people with
Parkinson’s have access to affordable health care and treatments, and to protect our country’s
federal investments in medical research.
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Ask the MD: Doctors Are Focused on Policy Too
By: Rachel Dolhun, MD
January 27, 2017

Policy is on a lot of patients” minds these days as it can affect the care and treatment you receive
during and after your doctor visits. It may be reassuring to know, then, that policy is a priority for
many neurologists as well.

In addition to working long hours in the clinic and also often at research sites, a lot of physicians
are taking to Capitol Hill to stand up for their patients, their practices and their specialty. And,
perhaps most importantly, their priorities match up with yours. A recent survey of members of the
American Academy of Neurology (AAN) — the world’s largest association of neurologists and
neuroscience professionals — indicates that their leading concerns are drug pricing and access,
followed by federal research funding. You've expressed that these same issues matter most to
you, and they represent the Foundation'’s three policy priorities — access to health care, drug
development and approvals, and increased research funding.

Drug Pricing and Access Are Neurologists’ Top Priorities

Depending on the Parkinson’s disease (PD) medication regimen, associated medical costs and a
number of other factors, the average annual cost of treatment per patient could be up to
$17,000. Newer and (oftentimes) better therapies are reaching market, but they typically are
fairly pricey because of the expense that goes into the decades of their development. This can
result in a high cost to patients and a demand for doctors to obtain prior authorization, or
approval, from an insurer to prescribe the medication. We don’t have to tell you or your physician
that the best therapy in the world does no good if you can’t afford it or otherwise access it. The
Foundation is working hard to understand the intricacies around drug pricing and will be looking
to engage in conversations with payers and lawmakers to make patients’ needs heard. It's
unclear where President Trump will go on this issue, although he’s stated costs are too high. One
proposal he's put forth is that Medicare have the ability to negotiate drug pricing. But, Congress
hasn’t yet lent support for this. (And it's uncertain if this would actually lower overall costs.)

Neurologists are Vying for Federal Research Funding

As care providers (and often researchers as well), doctors see firsthand the role research plays in
the lives of patients. Neurologists understand that research gives essential insights into the
complexity of the brain and disease processes, such as Parkinson’s, and that it leads toward
better treatments. They know it's getting us closer to a way to diagnose and track Parkinson'’s,
which is so difficult to do in a disease as individualized as PD.

We know you recognize the importance of research (you've told us so!) but it may be difficult to
feel as though it has a direct impact when you're sitting in the doctor’s office or living day-to-day
with Parkinson'’s. Research is what got us the medications you take today and it's what’s moving
us closer each day to a deeper knowledge of Parkinson’s, how to manage it and, ultimately, how
to cure it. Federal funding, which comes from the National Institutes of Health (NIH) and the
Department of Defense (the only government-funded program dedicated solely to Parkinson’s),
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is a necessary complement to the research MJFF supports. We will strongly urge increased
federal funding to advance these and other programs of significance to the PD community.

When it comes to your Parkinson’s, you and your doctor work together as partners, making
decisions about what does and doesn’t work best for you. In the same vein, you also can work
alongside your doctor toward the same health care policy goals on a much broader scale. As you
do so, the Foundation will continue making your voice heard, advancing our three policy
priorities and bringing Parkinson’s stakeholders (patients, their families, doctors, lawmakers,
payers, researchers, etc.) into the mix to ensure an ongoing dialogue and hopefully productive
outcomes.
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