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Wednesday March 28, 2018

Next Meeting: Wednesday May 2, 2018



Agenda

• Confusion, wandering around 7 min

• Today’s Mind Blower 13 min

• Summary of Parkinson’s Policy Forum 50 min

• Break

• Supply and Demand and Healthcare (if time)

• Round Table



Mind Blower

• The source of the following information is “The Emperor of All 
Maladies: A Biography of Cancer” by Siddhartha Mukherjee.

• This book won the 2011 Pulitzer Prize for General Non-Fiction, and 
was named on dozens of “Best Book” lists.

• This is not my usual kind of mind blower, but is intended to make us 
all think about difficult tradeoffs and decisions that must be made by 
all of us: including at least patients, doctors, the whole medical 
community, insurance companies, the courts, the legislatures. It 
probably will blow your mind, though…



Solid Tumor Autologous Marrow Program (STAMP)
• In the early 80’s, the fight against cancer had several approaches. 

Chemotherapy was effective to an extent. Researchers had found that the 
more aggressive the use of chemotherapy, the better the results against 
the cancer. The problem was that the chemotherapy also attacked the 
immune system. Aggressive treatment could be fatal if the immune system 
was too compromised.

• Bone marrow transplants had proved to be useful, especially for leukemia. 
Allogeneic transplants used another person’s marrow. If the patient’s 
marrow itself was a cause of the disease, replacing it with someone else’s 
could be a cure. However, foreign marrow needs to “match”. There is also 
an autologous transplant, where the patient’s own marrow is harvested 
and then reintroduced into the patient.

• STAMP proposed highly aggressive chemotherapy (which did great damage 
to the patient’s marrow) followed by an autologous transplant. The 
concept was to destroy the cancer then restore good marrow. It was 
specifically targeted at breast cancer.



A Seemingly Unrelated Development

• In 1981, the first AIDS cases were seen. By 1984, the HIV virus was 
identified. The US Health and Human Services department publicly 
forecast that a vaccine might be available to begin testing in about 
two years.

• By 1987, AIDS activists had formed ACT UP and began to assail the 
medical community. AIDS was spreading so quickly and was so deadly 
that the AIDS community felt there was no time for standard 
processes. Randomized, placebo controlled clinic trials were seen as 
nice in theory, but people were dying now. The accusation that this 
was ignored because it was primarily in the gay community made it a 
political hot button.

• The result was a push to allow people to take medical treatment that 
had not yet been through the standard protocols. 



Back to STAMP
• The first trials for STAMP looked good. It seemed likely that it was a 

breakthrough cure. Controlled trials were started in at least four 
places worldwide.

• Because of the optimism about this procedure, many private clinics 
around the world began offering marrow transplant services. Patients 
wanted their insurance to pay for it.

• A woman in California asked her insurance company to cover the 
procedure. She was denied, as the procedure was still experimental. 
Through the 1990s equivalent of crowd sourcing (bake sells, 
newspaper pleas, etc.) she raised $200,000 for STAMP. She died less 
than a year after having it. Her family sued the insurance company 
and was originally awarded $89M, based on the argument that if she 
had gotten the treatment earlier, she might have survived.

• In 1993 Massachusetts passed a law making it mandatory for 
insurance companies to pay for STAMP.



STAMP Outcomes
• With doctors willing to do STAMP without completed clinical trials, and 

with insurance companies paying for it, the demand skyrocketed. Between 
1991 and 1999, over forty thousand women had the procedure. The cost of 
these procedures was estimated at between $2B and $4B.

• Because everyone wanted the treatment and did not want to take the risk 
of being placed in the non-treatment group, the number of people taking 
part in controlled, randomized trials dropped. Those studies had difficultly 
getting enough people to remain statistically significant.

• At a cancer conference in late 1999, the four trials shared their results. 
Three studies in the US and Sweden showed no benefit. Only the South 
African study was successful. The researchers arranged to visit the South 
African clinic to learn from their success.

• Upon arriving in South Africa, it was found that the data was falsified. The 
doctor in charge of the trials resigned and disappeared.

• Subsequent studies showed no benefit from STAMP. None.



The Dilemma

• There is no question that the formation of ACT UP and the 
pressure on the medical community saved many lives and 
accelerated the successful attack on AIDS. 

• There is no question that STAMP was a disaster, costing 
billions of dollars and giving false hope to tens of thousands 
of patients.

• There are difficult choices to be made around the level of 
investment, the amount of research, accessibility to patients, 
etc., that may result in unpredictable outcomes.



Parkinson’s Policy Forum
Disclaimer: I attended this forum as an individual at my own expense. I was not 
officially representing any organization. All comments are mine alone and do not 
represent the positions of any other individual or organization.



Parkinson’s Policy Forum (May 19 – May 21, 2018)

• Logistics
• Held in Washington, D.C.
• Co-hosted by Michael J Fox Foundation and Parkinson’s Foundation

• Objectives
• Unite the Parkinson’s community, Parkinson’s disease organizations, and 

policymakers to learn about, discuss and take action on pressing issues 
related to Parkinson’s research, drug development and approvals, and health 
care access.

• Teach members of the Parkinson’s community how to best make an impact 
within the government

• Honor and give visibility to people in various areas of support for PD
• Be a visible presence and loud voice to get the attention of lawmakers on 

Capitol Hill 



Planned Agenda
• Monday, March 21, 2018

• Welcome from CEOs of Michael J Fox Foundation and Parkinson’s Foundation
• Parkinson’s Policy: A Look at 2018
• Congressional Landscape: How will 2018 play out?
• Research Year in Review & the Landscape Ahead
• Awards

• Tuesday, March 22, 2018
• Keynote with Senator Cory Booker
• Your Hill Day: Setting the Scene
• Policy Priority: Federal Research Funding
• Optimizing Care Quality and Efficiency: Role of Care Systems
• How to Hug a Porcupine: Relationship Building with Lawmakers

• Wednesday, March 23, 2018
• Visits on Capitol Hill with (offices of) Sen. Cory Gardner, Sen. Michael Bennett, 

Rep. Jerod Polis, Rep Dianne Degette



Planned Actual Agenda
• Monday, March 21, 2018

• Welcome from CEOs of Michael J Fox Foundation and Parkinson’s Foundation
• Parkinson’s Policy: A Look at 2018
• Congressional Landscape: How will 2018 play out?
• Research Year in Review & the Landscape Ahead
• Awards

• Tuesday, March 22, 2018
• Keynote with Senator Cory Booker
• Your Hill Day: Setting the Scene
• Policy Priority: Federal Research Funding
• Optimizing Care Quality and Efficiency: Role of Care Systems
• How to Hug a Porcupine: Relationship Building with Lawmakers

• Wednesday, March 23, 2018
• Washington DC closed down by snowstorm
• Visits on Capitol Hill with (offices of) Sen. Cory Gardner, Sen. Michael Bennett, Rep. 

Jerod Polis, Rep Dianne Degette

https://www.facebook.com/michaeljfoxfoundation/videos/vl.360491627763930/10156205878293540/?type=1


A Personal Dilemma
• There is a fundamental dilemma that I grapple with in some 

situations. In medicine, I first heard it stated most broadly by Intel 
Fellow Eric Dishman in his Ted talk Health Care Should be a Team 
Sport. “The problem is that health care is treating us as averages, not 
unique individuals.” Yet the best way to find the most effective 
treatments is to find what works for the average person, which Eric 
acknowledges has saved millions of lives and advanced the state of 
the art of health care tremendously. The dilemma is how to make the 
trade off of the needs of an individual versus the needs and impact 
the community/society.

• The fact that I have Parkinson’s is a tragedy for me, but not for 
everyone. I am uncomfortable advocating for Parkinson’s if it comes 
at the expense of another condition that is tragic for someone else.

• I’m happy to say that this policy forum showed me that this is being 
handled well. Eric Dishman, by the way, is now the head of the NIH 
precision medicine initiative.

https://www.ted.com/talks/eric_dishman_health_care_should_be_a_team_sport/transcript


Morris K. Udall Award for Public Service
• For important contributions to public policy with grace, humor, and 

dignity.
• Representative Gus Bilirakis of Florida: long time member of the 

Congressional Caucus on Parkinson’s Disease

• Dr. Walter Koroshetz, Director of the National Institue of Neurological 
Disorders and Stroke: He oversees the largest public portfolio of Parkinson’s 
research.

• Dr. Francis Collins, Director of the National Institutes of Health: Highly 
involved with the BRAIN initiative (Brain Research through Advancing 
Innovative Neurotechnologies). Established AMP (Accelerating Medicines 
Partnerships) to promote new treatments of select diseases. Parkinson’s was 
added to AMP in Jan 2018. Previously Dr. Collins managed the Human 
Genome Project. He has received the Presidential Medal of Freedom and the 
National Medal of Science.



2018 Parkinson’s Advocacy Awards
• Social Media Advocacy Award

• Charles Brown, Massachusetts: Member of a highly active group of advocates 
in Mass. Authors a quarterly newsletter, and frequently uses Facebook to 
update other advocates. Helped establish a state caucus on Parkinson’s to 
educate local lawmakers.

• Year-Round Advocacy Award
• Kevin Mansfield, Oregon: Long-time advocate who travels his home state to 

speak at support groups, fundraisers, and health fairs. Frequent in-district 
visits with his lawmakers and attends town hall meetings.

• Milly Kondracke Award for Outstanding Advocacy (Advocate of the Year)

• Leslie Peters, Colorado: Leslie works with a number of different PD 
organizations to spread information. She is a member of an active group of 
advocates in Colorado who take action and reach out to their lawmakers on a 
regular basis. 



Parkinson’s Policy: A Look at 2018

• Acknowledgement that all the Parkinson’s groups need to work together.
• Can’t fight each other for funding. If different groups make different asks, easy to be 

dismissed as not consistent message.
• Recognition that different groups have different strengths and interests. MJFF is 

focused on research, Parkinson’s Foundation is focused on access to health care.

• For federal funding, patient groups form a coalition to determine total 
budget needed. Make an ask for total budget at NIH, with few specifics. 
Want to avoid piecemeal, conflicting, or competing requests. (These 
requests are for 2019 budget. 2018 budget was the one just signed.)
• Asking for $5M for National Neurological Conditions Surveillance System
• Asking to support a budget of $38.4B for NIH. (PD estimated to get $180M of that.)
• Asking for $20M for Department of Defense Parkinson’s Research project.



Congressional Outlook for 2018

• Partisan fights over ACA will stalemate any advancement on health 
care discussion.

• Most likely effect is that rates will go up substantially.

• “Traditionally, in election years, lawmakers stop making laws.”

• Bigger issues will take time and energy from health care
• Opioid crisis, infrastructure, trade wars, Muller investigation, overall chaos

• “If you’re not in the room, you’re on the menu.”

• “We are not a democracy of the people. We are a democracy of the 
people who participate.” – Thomas Jefferson

https://www.facebook.com/michaeljfoxfoundation/videos/vl.360491627763930/10156201056583540/?type=1


Policy Priority: Federal Research Funding
• How many people have Parkinson’s Disease? 500K? 1M? 1.5M?

• All estimates are based on one study in one small county in Mississippi.

• 26 people out of 9000 found to have PD.

• Worldwide, PD expected to grow from 6M to 13M by 2040

• In order to support research, we need much better data
• Demographics needed to establish patterns, root causes, etc.

• Can then identify potential preventative steps, especially environmental

• Until economic impact of PD is documented and credible, less likely that 
funding will be supplied to help.

• $5M for National Neurological Conditions Surveillance System
• Note that this is not specifically for PD, but for multiple diseases

• $38.4B for NIH, collectively across all patient groups/conditions
• 12% of grants filled, after filtering 30% of applications out as not good enough

https://www.facebook.com/michaeljfoxfoundation/videos/vl.360491627763930/10156203489448540/?type=1


Policy Priority: Federal Research Funding
• $38.4B for NIH, collectively across all patient groups/conditions

• 12% of grants filled, after filtering 30% of applications out as not good enough
• Opinions of panel: Where to use the funding?

• Better environmental studies, Incent more researchers to investigate PD

• $20M for DOD Parkinson’s Research
• Rate among veteran’s is known to be higher
• Specific exposures to chemicals and environments are known
• Used to be at $25M a year, now reduced to $16M. Pitch to lawmakers as restoring 

some of the cuts, not an increase.

• How will the PD numbers be compiled.
• Mostly through Medicare medical codes! This is under estimate significantly.

• Why these requests?
• Why not better access to care? Caregivers needs? Some are already resolved.
• Need to keep an eye out for bad policy. E.g., Medicare won’t pay for therapy if 

patient doesn’t show “improvement”. Completely ignores chronic diseases.

• Note that these requests are for NIH basic science funding. That work gets 
leveraged by outside funding and researchers.

https://www.facebook.com/michaeljfoxfoundation/videos/vl.360491627763930/10156203489448540/?type=1


Optimizing Care Quality
• Three big wins in 2018.

• RAISE Caregivers Act. Train and Educate Caregivers.

• Chronic Care Act
• Expands Telemedicine, reestablished Independence at Home Trial, CSNIP(Chronic 

Conditions Special Needs Plans)

• Medicare Therapy Cap – permanent exception granted

• Need better team execution – neurologists, physical therapists, speed 
therapists give earlier references to each other.
• Need to disseminate specialized knowledge among entire medical community

• Most GPs will just give you medication and send you home

• Better diagnostics – a biomarker is critical

https://www.facebook.com/michaeljfoxfoundation/videos/vl.360491627763930/10156203685508540/?type=1


How to Effectively Influence your Lawmaker

• Contact repeatedly (best to worst) – in person, phone call, attend town hall 
meetings, custom emails, standardized emails

• Be brief, have a specific ask, and stick to one message per contact.

• Learn the other people on the staff and form good relationships with them.

• Have a good story; people remember stories better than data. (Even if they 
are not true!)

• Keep what you are asking for non-partisan. Do not ask for support for a 
specific plan (e.g., don’t say “repeal/keep the ACA”, say “it’s important for 
patients with pre-existing conditions to be given insurance at no penalty.”)


